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Abstract 

Children with juvenile arthritis (JA) are subject to 

chronic pain. The literature suggests that style of coping 

may influence amount of pain experienced, and that parentsr 

beliefs may influence their childrs choice of coping skills. 

Fifteen youth with JA and their primary caregivers 

participated in a semi-structured interview. Pain experience 

was measured with the Varni/Thompson Pediatric Pain 

Questionnaire, and an instrument to measure youth arthritis 

coping skills adapted £rom the Vanderbilt Pain Management 

Inventory was titled The Childrenrs Arthritis Coping 

Inventory, which consisted of two sub-scales representing 

inner-directed and outer-directed coping. No relationship 

was found between youth reports of frequency of uses of inner 

and outer directed coping skills. There was a non- 

significant negative relationship between a childfs use of 

outer-directed coping and reported pain (r = -0.33,,) , and a 

positive relationship between imer-directed coping and pain 

(r = 0. 6714f p c -01) . The use of proportionately more imer 

than outer directed coping was also significantly related to 

reported pain (r = 0.66,,, p c -01, while primary use of 



iii. 

outer coping was not (r = -0.13,,) . Parents did accurately 
estimate the magnitude of their childfs experienced pain, and 

type of coping skill used. Hypotheses of parental beliefs 

influencing their childfs coping skill use were not fully 

supported, as there were non-significant positive 

relationships between (a) parents estimates of the childfs 

coping and (b) their opinion of what skills are best to use, 

with those their child did report (r = 0.12,,, r = O. 30,, 

respectively) . Trends suggested in these results were 

encouraging given the small sample size. U s e  of information 

on both adaptive (negatively related to pain) and maladaptive 

(positively related to pain) types of coping is suggested for 

application in the design of child chronic pain management 

programs. 
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How Childxen C o p e  With Arthritis: 

the Relationship of Coping Style to Reported Pain, 

and Caregiverls Influence 

Improvements in perinatal care, parent education, and 

community health have resulted in increased viability of il1 

children. One consequence of these improvements is that 

more children experience the challenge of coping with long 

term illness or disability. It has been estimated that at 

least 10% of al1 children live with s o m e  type of chronic 

illness (Eiser, 1990). 

One chronic childhood illness is juvenile arthritis 

(JA) . Persistent musculoskeletal pain and physical 

disability characterize many forms of this condition. One 

puzzling irregularity is that children with the sarne degree 

of JA disease can experience different amounts of difficulty 

with pain and daily functioning (Sherry, Bohnsack, 

S a l m o n s o n ,  Wallace & Mellins, 1990). Some understanding of 

the influencing factors may be gained through investigation 

of the coping skills children develop to manage this chronic 

illness. It is possible that a childrs disease experience 

is affected by coping style, which may in turn be related to 
1 



the health attitudes of their care-givers. 

examine youths' coping skills with respect 

This study 

to juvenile 

arthritis, and the relationship between 

beliefs and their childls coping style. 

a care-giver ' s 

A review of the relevant literature begins with the 

areas of juvenile arthritis, the nature of children's pain, 

and the history of child pain research. 

- - 
J u , g ï e  ~ ~ ~ . R Y I C L * *  

Juvenile Arthritis (JA) comprises the heterogeneous 

group of more than 80 conditions that cause arthritis in 

children (Cassidy, Levinson, & Brewer, 1989) . One 

diagnostic class of JA that has been the focus of 

behavioural rnedicine is connective tissue disease. The more 

hornogeneous conditions in this class include juvenile 

rheumatoid arthritis, systemic lupus erythematosus, 

dermatomyositis, vasculitis, and scferoderma. 

Of these, juvenile rheumatoid arthritis (JRA) has 

received much study, as it is the most common connective 

tissue disease in children (Varni & Jay, 1984). This is 

estimated to be the diagnosis for over 50% of children with 
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rheumatic disease (Loveil & Walco, 1989). A discussion of 

the etiology and symptomatology of JRA can illustrate the 

experience of pain and physical dysfunction. 

JRA was officially adopted by the Arnerican College of 

Rheumatology in 1972 as the accepted diagnostic term for 

childhood idiopathic, peripheral , inflammatory arthritis . 

The current Arnerican Coliege of Rheumatology classification 

criteria for JRA are: (a) age of onset before 16 years, (b) 

arthritis in one or more joints defined as swelling or 

effusion, or the pxesence of two or more of the following 

signs: limitation of range of motion, tenderness or pain on 

motion, or increased heat; (c) duration of disease greater 

than six weeks, and (d) exclusion of other forms of juvenile 

arthritis. The accepted classification criteria for JRA and 

other childhood arthritic conditions continue to be the 

subject of much debate (Fink, 1995; Fink, 1996; Hochberg, 

1995; Hochberg, 1996; Malleson, 1996; Miller, 1996). 

Juveniie rheurnatoid arthritis involves an imbalance of 

the autoimmune system. Arthritic symptorns are initiated by 

an immune response to some causative agent, resulting in the 

destruction of synovial tissue, the connective tissue 



membrane that lines the joints. Inflammation through 

increased synovial fluid and blood flow results in the 

characteristic arthritic symptoms of redness, swelling, 

heat, and pain. Pannus, a granulation tissue, accumulates 

within the joints and produces fatty acids known as 

prostaglandins. These and other substances destroy the 

peripheral cartilage and bons of the joints. Pain can thus 

result from pitted cartilage, osteoporosis, fibrosed 

capsules and ligaments, cr large necrotic nodules. Systemic 

features of JRA can include fatigue, irritability, anorexia, 

weight loss, fever, and rash, as well as visual, pulmonary, 

haematological or cardiac complications. Should the disease 

progress without remission, deformity, dislocations of the 

joints, growth failure, or blindness and other systemic 

deterioration can occur (Ansell, 1990 ; Prokop, Bradley, 

Burish, Anderson & Fox, 1991; Rendle-Short, Gray, & Dodge, 

1985). 

JRA is also sub-classified by onset type: 

pauciarticular, polyarticular, and acute febrile. 

Pauciarticular onset (oligoarthritis or monoarthritis) is 

the most cornmon subtype of JRA,  occurring in 40% to 50% of 



al1 cases. It is characterised by arthritis in four or 

fewer joints, little involvement of most other organs, but a 

significant risk of visual impairment. This form typically 

begins in children under 10 years old, with initial 

involvernent most frequently in the knee or other large 

joints. It is predisposed to periods of remission and 

relapse, with later involvement of other joints and 

occasional progression to polyarticular disease. 

polyarticular onset indicates simultaneous involvement of 

five or more joints, and occurs in 30% to 40% of those 

affected. There typically is no fever or rash at onset, and 

little systemic involvement of other organs. This form 

typically affects children older than 10 years, often with 

symmetrical involvement of joints. There is also a tendency 

toward remission and relapse, with occasional progression to 

deformity and growth failure. Acute febrile, or systemic 

onset occurs in approximately 20% of patients. It is 

exhibited through high grade intermittent fever and 

predominant systemic manifestations, with minimal joint 

symptoms. Fifty percent suffer recurrent attacks that 

eventually subside, while the remainder develops the 
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polyarticular form (Rendle-Short et al., 1985; Varni & Jay, 

1984) . 

JRA is rare under the age c>f one year and has a bi- 

modal onset distribution peaking in the age groups of 1-3 

and 8-12 years (Neuberger & Neuberger, 1984; Varni & Jay, 

1984). Early onset is considered to worsen prognosis 

(Rendle-Short et ai., 1985). Girls are affected twice as 

often as boys, although the female preponderance is less 

marked than in adult arthritic conditions. 

It has proven difficult to determine accurately the 

number of youth who suffer £ r o m  JRA. Some epidemiological 

studies do not distinguish different connective tissue 

diseases, or are conducted using disparate diagnostic 

criteria. Reported incidence estimates for a given period 

are questionable, as JRA can be insidious in onset, making 

accurate early detection difficult (Lawrence et al., 1989; 

Neuberger & Neuberger, 1984). Efforts to establish valid 

prevalence estimates are also subject to confound, through 

(a) misrepresentation in self report studies by patients who 

may lack a definite diagnosis, (b) samples that include 

other related musculoskeletal disorders, and (c) samples 
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representing inconsistent mixtures of individuals with 

conditions that are active, inactive, or in remission. 

consemative estimates rnay occur because of a lack of 

diagnosis or poor sampiing, while overestimates may result 

from inclusion of other disorders. Composite data from 

several North American and European prevalence studies 

suggest an acceptable estirnate of 50 active JRA cases per 

100,000 children (Gewanter & Baum. 1989; Lawrence et al.; 

~ovell and Walco, 1989; Neuberger & Neuberger) . 
This relatively low prevalence has hampered research 

efforts into this disease. Many studies that have focused 

sole ly  on JRA have been conducted in large urban catchment 

areas such as LOS Angeles ( V a r n i ,  Thompson, . & Hanson, 1987; 

Varni, Wilcox & Hanson, 19881, Cleveland (Coulton, 

Zborowsky, Lipton & Newman, 1987) and Cincinnati (Howe et 

al., 1991). Even in such studies. sample s i z e  is often 

small ( e . g .  Rapoff, Lindsley & Purviance, 1991, N = 31; 

V a m i ,  Wilcox et al., N = 23) . Where possible, it is 

preferable to study a homogeneous group. As necessary, a 

broader group who share salient sirnilarities can be 

accepted. In this case, an alternative is to include 
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participants with diagnoses in the connective tissue disease 

subclass (Berry, Hayford, Ross, Pachman & Lavigne, 1993), or 

rheumatic disease in general (Timko, Baumgartner, Moos & 

Miller, 1993). Despite other varied symptoms, the comon 

experience of chronic musculoskeletal pain in the co~ective 

tissue disease subclass of JA appears sufficiently prevalent 

and disabling to warrant inclusion in the present study. 

T h e ?  : Pain:j stnrv.  Beseuch. and Wasurement 

Pain was once considered to have solely physical cause 

and mediation. Sternbach (1968) identified a linear mode1 

of pain experience that assumed that tissue damage is 

necessary for pain, and that equivalent physical damage 

results in similar pain. This was known as the specificity 

theory (Melzack & Wall, 1983) . There is no longer an 

insistence upon a linear and causal relationship between 

physical damage and pain, as the individual's subjective 

experience is acknowledged to influence pain perception. 

Contemporary pain theories are more comprehensive, as in 

Dolgin and Jay's (1989) definition of pain as "a complex 

psychophysiological phenomenon involving sensory, 



neurochemical, cognitive, affective and motivational 

components that interact to produce a behavioural response 

t o  tissue damage o r  irritation, and that may be influenced 

by antecedent and consequent stimulus conditions" (p. 384) . 

Pain is thus viewed as ultimately verifiable only by the 

sufferer, who both defines and determines the presence of 

his or her own pain (Prokop et al., 1991). 

Although the experience of pain is unique to the 

individual, there are distinguishable types. Duration of 

symptomç may be classified as either chronic, lasting more 

than six months, or acute, tending toward isdated and 

occasional short term bouts (Prokop et al., 1991) . 
Discornfort may be decreasing, continuous, or increasing in 

intensity. The underlying causative condition may be 

distinguished as either benign, or resulting from a 

malignant disease process. Pain can also be considered 

organic, with related tissue damage, or psychogenic, when 

tissue damage is not apparent (Sarafino, Z S S O ) .  

Acute pain is often related to an identified cause, 

with an eventual retum to normal functioning. This 

experience seldom presents major problems in treatment, or 



resul t s 

chronic 

in serious psychological dysfunction. 

pain presents frequent and challenging 

furictioning and adjustment. The result may be 

10 

Conversely, 

hurdles to 

lengthy 

periods of stress, as in JA, with its often chronic and 

unpredictable course (Love11 & Walco, 1989). 

Until the 19701s, there appeared to be little interest 

in research of childrenfs pain experiences. This was 

illustrated through Eland and Anderson's review of medical 

literature from 1970 to 1975 (Eland & Anderson, 1977). They 

located 33 articles concerning pediatric pain, and within 

these there was little emphasis on assessrnent or treatment. 

Historically, childrents pain was often under-treated (de 

Lima, Lloyd-Thomas, ~oward, Sumner, & Quinn, 1996) , 

partially stemming from a common misconception that young 

children, infants, and neonates did not have the 

neurological maturity to experience pain, and had no mernory 

for pain (Schechter, 1989). The specific consequences of 

cnder-treatment of pain are now acknowledged. Yaster and 

Deshpande (1988) explain that 

pain is intimately associated with the stress 
response. It causes elevations in heart rate and 
blood pressure, and the release of adrenal stress 
hormones. The metabolic consequences of these 



pain-induced endocrine changes are widespread and 
include protein wasting, mobilization of substrate 
from energy stores, electrolyte imbalance, and 
impaired immune function. (p.421) 

~t appears reasonable to postulate that physiological 

consequences of untreated pain are likely to be of greater 

significance for chilàren who suffer illness characterized 

by chronic, rather than acute pain. Varni, Rapoff, et al. 

(1996) also found significant emotional correlates of 

untreated pain. In a sample of 160 youth with chronic pain, 

higher patient-perceived pain intensity was associated with 

higher depressive and anxiety symptomç, lower self-esteem, 

and increased behaviour problerns. 

It is encouraging that since Eland and Andersonlç 

(1977) review there has been a great increase in basic and 

applied research of children's pain. Comprehensive 

literature on established pain measurement tools and 

techniques is readily available (P .A. McGrath, 1990a, 1990b, 

1995; P.A. McGrath & Brigham, 1992; P.J. McGrath & Unruh, 

Of particular interest to this study is the 

~arni/Thompson Pediatric Pain Questionnaire (PPQ; Vami & 
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Thompson, 1985) . The PPQ has been credited as "the most 

comprehensive assessment of pain associated with JRAtt 

(Love11 & Walco, 1989, p. 1018) . It was adapted from 

Melzack's (1975) McGill Pain Questionnaire for adults. The 

PPQ was designed to be developmentally appropriate and 

sensitive to the cognitive conceptualizations of youth. 

Since publication, the PPQ has been validated for use with 

children as young as five years of age (Varni et al., 19871, 

and has been widely used. This instrument will be 

incorporated in the present study (see Appendix A). 

Varnits research group has used the PPQ to create an 

empirical mode1 of factors that predict and influence 

functional status in children with JRA (Varni, Wilcox, 

Hanson & Brik, 1988) . Through regression analyses, the 

variables of musculoskeletal pain, disease activity, child 

psychological adjustment, and family psychosocial adjustment 

w e r e  found to have a predictive relationship with functional 

status. With a similar aim, the present study will question 

the relationship of coping skill use with expressed pain. 
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Al1 children who live with a painful chronic diseaae 

experience a certain amount of related stress. Despite 

similar physical demands, some children report less pain and 

functional disability than others. This rnay be a function 

of different personal coping styles. P.A. McGrath (1995) 

also notes that childrensr nociceptive systems are plastic, 

in that at different times they can respond quite 

differently to the same amount of tissue damage, or to 

similar disease states. This may be in response to the 

numerous cognitive, behavioural, emotional and experiential 

variables which influence the pain experience. 

Use of coping skills has been conceptualized as an 

expression of control over personal health. The concept of 

control may be central to positive rehabilitation and 

adjustment to chronic disorders (Pitts, 1991) . Those who 

believe that they can exert some control in response to a 

stressful event appear to adjust better than those who do 

not (Taylor, 1990). 

Rationale for the success of pain coping strategies is 

found in the Gate Control Theory (GCT, Melzack & Wall, 



1965), which incorporates the sensory, affective, and 

cognitive dimensions of pain. Melzack and Wall proposed 

that pain is not the product of a linear system, but the 

outcome of a dynamic process. A simplified description of 

their theory is that central nervous system (CNS) structures 

in the dorsal horn of the spinal cord interact to form a 

gating rnechanisrn that regulates the transmission of neural 

impulses from pain receptors. This gate is thought to 

'openr or 'close1 in response to the interaction of physical 

and psychological variables. The individual experiences an 

increased or decreased awareness of pain, with 'pain signals 

£ r o m  the periphery being evaluated in terms of prior 

experience, and current attentional and emotional statesM 

(May, 1991, p . 9 4 )  . 

Since the inception of the GCT, these researchers have 

further specified the influences on pain perception (Melzack 

and Katz, 1990; Melzack & Wall, 1983). Beyond the 'gating' 

rnechanisrn, they identified CNS structures that modulate the 

pain experience in response to factors in three 

psychological dimensions. The sensory-discriminative 

dimension is characterised by perceptions of the onset, 
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location, magnitude, and duration of pain. The 

motivational -affective dimension appears to play a role in 

pain processing, through the tendency toward pain aversion 

and the drive toward escape or attack to reduce pain. 

suggestion or placebos appear to affect this system. 

Finally, they propose a cogni tive-eval ua tive dimension, by 

which thought processes act selectively on the sensory and 

motivational dimensions. The cognitive-evaluative dimension 

is determined by experience, cultural values, emotional 

state, attention and suggestion. These three psychological 

dimensions of pain appear to interact with each other, CNS 

structures, and the gate control mechanism to modify the 

neural pain message. The message is then projected to the 

motor nerve system, where the experience is then registered. 

This expanded theory is supported by the findings that 

behaviours, cognitions, and emotional states can affect 

pain. Physical factors that appear to heighten the pain 

response are greater extent of injury, increased readiness 

of the brain to respond with pain signals, excessive muscle 

tension, and inappropriate activity levels that cause 

physical stress or further injury. Physical factors that 



appear to temper the pain response include analgesic 

chernicals , appropriate act ivity levels , and 

couriterstimulation such as heat, progressive muscle 

relaxation, and massage. Emotional factors that appear to 

intensify the pain experience include worry, tension, 

anxiety, anger, and depression. Emotional factors with a 

positive effect include relative emotional stability, 

feelings of relaxation or rest, and positive emotions such 

as happiness or joy. Negative cognitive influences include 

focusing on the pain, and boredom. Conversely, productive 

distraction and increased interest in life activities appear 

to help decrease the pain perceived. 

Such findings suggest that pain management can be 

influenced by the wide range of coping choices available to 

the individual. Coping has been defined as "the process of 

managing external or interna1 demands that are perceived as 

taxing or exceeding a person's resourcestt (Taylor, 1990, p. 

4 4 ) ,  or responses designed to eliminate, minimize, or 

tolerate these dernands. Many authors have shown or pointed 

to the utility of instructing children in cognitive, 

behavioural, and emotional strategies to cope with pain 
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(e-g. Duckro & Cantwell-Simmons, 1989; Moore, Geffken, & 

Royal, 1995) , and more specif ically the chronic 

musculoskeletal pain characteristic of J R A  (Johnson & Repp, 

1984; Remebohm & Correll, 1984; Varni & Bernstein, 1991) . 

However, there is little information on the spontaneous 

development of such skills. Many studies have examined 

youths' spontaneous coping responses to aversive medical 

procedures (Hubert, Jay, Saltoun & Hayes, 1 9 8 8  ; Peterson, 

Harbeck, Chaney, Farmer & Thomas, 1990; Woodgate & 

Kristjanson, 1995), but few assess natural responses to 

chronic pain. 

Ross and Ross (1984) interviewed 994 children between 

the ages of five and twelve years. Health experiences of 

the participants varied widely, ranging from those in 

perfect health to those with chronic conditions requiring 

regular medical attention, such as recurrent abdominal pain 

or headaches, joint disorders, leukemia, hemophilia, and 

sickle ce11 anemia. Open-ended questions were used to 

determine childrengs pain knowledge, behaviours, and use of 

copirig strategies or skills. The authors expressed concern 

with the childrenrs general lack of knowledge about pain and 



how to cope with it. Only 21% of subjects (n = 213) 

reported self-initiated use of coping skills. Identified 

skills included distraction with interna1 or external 

activity, physical distraction (i .e., clenching f ists) , 

thought-stopping, relaxation/imagery, and fantasy. Of note 

is one sub-group of children with various forms of juvenile 

arthritis. They were found to exhibit "a combination of 

coping strategies that consisted of knowing the physical 

pain-free limits, keeping within them, and refusing to allow 

oneself to becorne depressed about the limitations of 

activityw (Ross & ROSS, p. 187) . 

Stimulated in part by this evidence, one prediction of 

the present study is that children with JA naturally develop 

responses to cope with their pain. 

oloav of COD 

Research in the area of coping skills has resulted in 

numerous theoretical constructs. The literature contains 

many "inconsistencies of terminology that present major 

difficulties in the conceptualization and evaluation of 

dif ferent s t ra teg ies"  (Fernandez, 1986, p.  141) . Different 
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terms have been used to refer to the same coping strategies. 

In their review of childrents coping in the medical setting, 

Rudolph, Demig, and Weisz (1995) summarize many of the 

commonly used coping terms, or constructs (see Table 1). As 

did Fernandez (1986), Rudolph et al. experienced difficulty 

in their meta-analysis of this literature. Description of 

some of these commonly used coping constructs illustrates 

the parallels in terminology. Billings & Moos (1981) 

categorized coping responses according to the individualts 

choice of action: 

1. An approach response involves any active attempt to 

deal with the threat. "Active or approach strategies 

include cognitive attempts to change ways of thinking about 

the problern and behavioral attempts to resolve events by 

dealing directly with the problem or its aftermathn (Ebata & 

Moos, 1991, p. 34). Approach strategies can include 

defining the situation, information gathering, problem 

solving, redefining situations with a positive emphasis, 

seeking support or guidance from a variety of sources 

including one's family or peers, and direct action. 

2. A n  a v o i d a n t  response is considered passive. "Avoidant 



Table 1 
ected Key Co 

Definition 

. - --- 

Behavioural vs . cogni t ive coping 

Problem- vs. emotion-focused 
coping 

Prirnary vs . secondary con trol 
coping 

Approach vs . avoi dance 

Informa t i  on seeking vs . 
information avoiding 

Active vs. passive coping 

High monitoring vs. low 
moni toring 

Behavioural = external mudes of coping ( e . g . ,  observable 
actions) 

Cognitive = interna1 modes of coping ( e . g . ,  subjective 
thought s ) 

Problem-focused = efforts to eliminate or alter a 
distres~ing situation 

Emotion-focused = efforts to regulate emotional 
consequencea of stress 

Primary control = efforts to influence objective events 
or conditions 

Secondary control = efforts to maximise one's fit to 
c u r e n t  conditions 

Approach = active efforts to confront a stressfui event 
Avoidance = attempts to avoid a atremful event 
Information seeking = efforts to acquire information 
about the stressor 

Information avoiding = efforts to avoid information 
about the stressox 

Active = willingness to encounter information 
Passive = tendency to avoid or deny stress 
High = scanning for threat-relevant information 
Low = ignoring threat-relevant information 

Adapted from IlDeterminant8 and conaequences of childrenls coping in the rnedical 
setting: Conceptualisation, review, and critique," by K.D. Rudolph, M.D. Dennig, & J.R. Weisz, 
1995, Pavcholosiçaî B u e t h ,  Li&, p .  332. 
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strategies include cognitive attempts to deny or minimize 

threat, and behavioural attempts to get away from or avoid 

confronting the situation or to relieve tension by 

expressing one's emotionsft (Ebata & MOOS, 1991, p. 34). 

Avoidant responses manage tension through indirect attempts 

to avoid thinking about a stressor or its implications, 

acceptance or resignation to an existing situation, seeking 

alternate rewards through sources of pleasure or diversion, 

expressing feelings openly, or acting out. 

Brown and Nicassiols (1987) construct distinguished 

coping as either active or passive in nature, drawing 

parallels between active and approach responses, and between 

passive and avoidant responses. Lazarus & Folkman (1984) 

developed the Problem Versus Ernotion-Focused Coping mode1 

which classifies coping responses according to their 

function. A problem-focused coping effort is an attempt to 

modify the stressor. Emotion-focused coping efforts serve 

to regulate the emotional state that can accompany the 

stressor. Ebata and Moos (1991) suggested that approach 

coping is often problem-focused while avoidance coping tends 

to be emotion-focused. 



What now appears to be required is a framework for the 

meaningful comparison of coping strategies. In response to 

construct confusion, Rudolph et al. (1995) proposed 

integrating the various coping typologies into two 

categories which 

best captured the parallels among the systems (although 
there is clearly not a one-to-one correspondence among 
the systems) : (a) outer-directed coping modes, 
including behavioural, problem-focused, primary control 
and inf ormat ion-seeking or approach coping; and (b) 
inner-directed coping modes, including cognitive, 
emotion-focused, secondary control, and passive or 
avoidant coping (p. 352) . 

In light of identified difficulties in this area, 

Rudolph et al. ' s (1995) proposed construct of o u t e r - d i r e c t e d  

vs. i m e r - d i r e c t e d  coping constructs will be the focus of 

the present study. 

cr - Stv3 es 

One issue addressed in the coping literature concerns 

which types of response are most beneficial. Letham, Slade, 

Troup, & Bentley (1983) proposed that approach coping can be 

considered adaptive, while avoidant coping is rnaladaptive. 

They hypothesized that the emotional-motivational component 



of pain is fear of pain. L i k e  any other fear, it is likely 

to be reduced if confronted, and increase if avoided. They 

proposed that an Iavoidance spiral1 can develop, leading to 

a decrease in physical and social activity. An individual 

with this avoidant coping style rnay develop an linvalid' 

personal identity, experience physical atrophy, and not have 

an opportunity to test their ability to deal with pain. May 

(1991) asserts that if avoidance is the individual's 

response to pain, the 

perception of pain will remain high due to secondary 
consequences, reinforcements for illness behaviour and 
lack of opportunity to test out recovery. If 
confrontation is the response, the secondary 
consequences will be minimized, reinforcements will 
senre to increase well behaviour and the individus1 
will have an opportunity to test out recovery (p. 9 5 )  . 

Brown & Nicassio (1987) assessed 361 adults with 

arthritis to explore the relationship between coping 

strategies and psychological adjustment. They employed the 

Vanderbilt Pain Management Inventory (VPMI), which is based 

on the active/passive coping construct. Findings indicated 

that use of active coping skills was positively related to 

an interna1 health locus of control and feelings of self- 

efficacy, and negatively associated with pain, functional 



impairment, depression, and helplessness. Use of passive 

coping skills was positively related to extemal health 

locus of control, low self -eff  icacy, and a greater degree of 

pain, f unctional impairment, depression and helplessness . 

VPMI subscales were found to predict levels of adjustment 

six months later. The VPMI has since been used in a study 

of the role of pain and coping strategies in predicting 

depression in adults with rheumatoid arthritis (Brown, 

Nicassio, & Wallston, 1989). Cross-sectional findings 

revealed that passive coping, pain, and their interaction 

independently contributed to higher levels of depression. 

Brown & Nicassio (1987) theoretically support the 

adaptive benefits of active/approach coping, based on the 

premise that 

irrespective of their type, coping strategies may 
be classified as adaptive or maladaptive based on 
their relationship to indices of pain and 
psychosocial functioning. Specifically, patients 
may use active or adaptive pain coping strategies 
when attempting to control their pain or to 
function in spite of their pain. Alternatively, 
patients may use passive or maladaptive pain 
coping strategies when relinquishing control of 
their pain to others, or when allowing other areas 
of their life to be adversely affected by pain (p. 
5 4 ) .  



In their 1991 study of healthy and distressed 

adolescents, Ebata and Moos hypothesized that coping style 

may be a factor that moderates the relationship between 

threatening personal stressors and psychological adjustment. 

They assessed 190 adolescents: controls, and those with 

rheumatic disease, conduct disorder, or depression. Self- 

report forrns were completed by mail or through telephone 

interview. Subjects w e r e  asked to select the most important 

problern they had faced in the previous year, and indicate 

how they chose to cope by completing the Coping Responses 

Inventory (Moos, 1989). This inventory is based on the 

approach/avoidance coping construct. Areas of psychosocial 

functioning such as psychological well-being, distress, and 

problem behaviours were assessed through additional 

established instruments. 

Ebata and Moos (1991) found no group dif ferences in the 

use of approach coping responses. Teens with depression and 

conduct disorder, however, showed more avoidant coping than 

controls or those with rheumatic disease. It was found that 

reliance on avoidance coping is associatsd with poorer long- 

term psychological adjustment, but they concluded that both 



approach and avoidance coping "may be effective in 

particular situations, with certain stressors, or at 

specific stages of the coping process' (p. 51). 

A more comprehensive impression of the efficacy of 

approach/avoidant coping style is found in the series of 

meta-analyses conducted by Suls and Fletcher (1985). They 

examined the relative usefulness of avoidant and non- 

avoidant (approach) coping strategies in reducing pain, 

stress, and anxiety. Their sample included 43 published 

research reports in which attention (approach) and avoidant 

coping strategies were operationalized. The sample included 

a mixture of child and adult studies. Twenty-nine of the 

studies were considered short-term, in which outcome 

variables ( L e . ,  pain, stress or anxiety) were measured 

imrnediately after occurrence of the stressor. The remaining 

14 studies were considered long-term, where there occurred 

an interval of at least three days between stressor and 

assessment of outcome. 

The majority of these studies included an acute medical 

procedure stressor, but some assessed coping with chronic 

pain conditions. In general, SuLs and Fletcher (1985) found 
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that in the early stages of the stressful experience 

avoidance was associated with more positive adaptation. 

This was true for a period of up to t w o  weeks following 

stressor onset. Approach strategies were associated with 

more positive outcomes for longer term threats. 

Rudolph et al. (1995) limited their review of coping in 

the medical setting to studies of children. They agreed 

that the efficacy of coping responses varied a t  different 

stages of the stressor. They found that if assessment 

occurred during the Ipreparation stage1 (prior to the onset 

of a stressor) outer-directed types of coping predicted 

better outcomes and adjustment. If assessment occurred 

during the Iencounter stage1 (during experience of 

stressor), inner-directed coping was more productive. 

Expanding on Rudolph e t  al.sl (1995) conclusion, it can 

be argued that the experience of acute pain often occurs as 

an Iencounter', as acute episodes are often unpredictable. 

This would encourage the use of inner-directed coping. On 

the other hand, the experience of chronic pain may become 

more predictabli with tirne. allowing the child to 'prepare1 

for an episode with a familiar coping skill. 
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As pain from JA represents a long t e m  stressor, these 

reviews suggest that outer-directed/approach coping 

responses are likely t o  be adaptive and show the greatest 

efficacy in persona1 management of this pain. It is thus 

hypothesised in the present study that children with JA who 

use primarily outer-directed coping skills will report less 

pain than those who use either primarily imer-directed 

coping, or none at all. 

It has been suggested that coping questionnaires 

targeting the behaviours of a specific clinical population 

are more useful than general measures (Taylor, 1990). One 

difficulty i n  this area of study is the lack of an 

instrument to measure coping as it pertains t o  juvenile 

arthritis- In preparation for this work, instruments were 

identified which assessed coping responses in youth (Ebata & 

Moos, 1991; Patterson & McCubbin, 1987), but none were 

specific t o  youth coping with chronic arthritic or 

musculoskeletal pain. In response, a goal of this study was 

to modify an existing adult measure of arthritic coping 



skills for use with youth.' 

The target instrument for this modification was the 

Vanderbilt Pain Management Inventory (VPMI),  developed in 

1987 by Brown and Nicassio for use with adult rheumatoid 

arthritis patients. It is a self-report questionnaire which 

measures the frequency of use of 18 behavioural and 

cognitive coping strategies to deal with moderate to severe 

episodes of pain. 

The item content of the initial 27 item questionriaire 

was developed in consultation with pain professionals, and 

responses were made on a five point likert scale of 

frequency. During the study, established instruments were 

Following completion of this study, it was discovered that 
a new instrument to assess pediatric pain coping skills was 
published in la te  1996 (Varni, Waldron et al., 1996). Their 
sample consisted of 187 children and adolescents 
experiencing musculoskeletal pain associated with 
rheumatological disease. The instrument was titled The 
Waldron/Varni Pediatric Pain Coping Inventory (PPCI) . I t 
was found to be a conceptually valid and internally reliable 
measure. In a strikingly similar vein as the present study, 
V a m i  et al. developed the PPCI "to further the 
understanding of the demonstrated individual differences in 
pediatric pain perception, pain behaviour, functional 
status, and to potentially give empirical direction in the 
development and further refinement of cognitive-behavioural 
pediatric pain treatment techniques" (p.142). The PPCI 
consists of 41 items, many of which parallel those in the 
CACI, the coping skills instrument adapted for this study. 



also used to collect information on pain, functional 

impairment, helplessness, health locus of control, ~ n d  

general self-efficacy (Brown & Nicassio, 1987). 

Of the original 368 participants, data from 259 were 

randomly selected to assess the factor structure of the 

VPMI.  A confirmation of these factors with 101 of the 

participants was conducted six months later. At time 1, 

results suggested a two factor mode1 which accounted for 

approxirnately 30% of the variance, Twenty-one items met the 

criteria of loading significantly on only one factor, with 

either no relationship or a negative relationship t o  the 

other  factor. At time 2 , further validity was established 

through chi-square (zZ (120,  N - =  101) = 142.6, p > .05) and 

goodness-of-fit indices ( G F I  = 0.87). The factors were 

negatively correlated (r = - .29,,, p > .OS) , and were found 

to have interna1 consistency (a = 0.71 (active) and 0.82 

(passive)) . 

Brown and Nicassio (1987) used these factors as VPMI 

subscales, labelled as active coping and passive coping. Of 

the original 27 questions, 11 passive coping and 7 active 

coping items were retained in the final two scales (see 



Appendix B) . 

The VPMI was thus chosen as a statistically sound mode1 

to rnodify for use with JA patients. The parallels between 

symptomatology in juvenile and adult arthritis provide 

rationale for retaining basic item content. The primary 

alteration of the VPMI consisted of minor rewording to 

rnaintain the original item content, while ensuring 

comprehension by youth. Subscales of the VPMI were not 

maintained as it is likely that youth will show differing 

patterns of coping ski11 use. In lieu, two subscales were 

theoretically derived from the original 27 items. This was 

achieved through consultation with professionals in 

children' s health, using Rudolph et al. ' s (1995) def initions 

of outer-focused and inner-focused coping. F i v e  questions 

did not meet the criterion of 86% agreement, while 10 were 

considered outer-focused and 12 inner focused (see Appendix 

B). The final instrument has been titled The Childrens' 

Arthritis Coping Inventory (CACI; see Appendix C) . 

ïnstructing children in cognitive and behavioural pain 
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management strategies has proven effective as a therapeutic 

intervention. Resources are not available to offer such 

programs to al1 children in chronic pain, yet it appears 

that sorne children with arthritis may be independently 

initiating these strategies (Ross & ROSS, 1984) . It is of 

value to examine factors that influence this ski11 

development . 

The catalyst to use coping skills in response to pain 

may be a function of an individual1s health orientations. 

Bush and Iannotti (1985, p. 70) define health orientations 

as "the whole set of personal beliefs, attitudes, 

perceptions, expectations, values, motivations, and 

psychological constructs that relate to health and illnessu. 

Numerous influences on the development of childrenls health 

orientations and behaviours have been identified, such as 

cognitive development, parents, siblings and peers, school 

experiences , and the media. 

One weakness with much of the research in this area 

lies in the focus on individual variables. While such 

studies are necessary, they fail to develop a comprehensive 

picture of the influences on health beliefs and behaviours. 
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An improvement can be found in the multivariate nature of 

Bush and Iannottils (1988) hypothesised Childrenls Health 

Belief Model (CHBM) . This mode1 was developed to portray 

and study childrenls conceptual systems of health and 

illness within a realistic persona1 and social context. The 

CHBM accomplished this by integrating salient elements of 

the four most influential conceptual systems that have been 

used to explain how chilàren acquire and develop health 

orientations and behaviours, as none of these theories 

appeared individually adequate (Bush, Davidson & Iannotti, 

1985). These systems were Cognitive Development Theory 

(Inhelder & Piaget, 1958), The Health Belief Model 

(Rosenstock, 1966) , Behavioral Intention Theory (Fishbein & 

Ajzen, L975), and Social Learning Theory (Bandura, 1977; see 

Table 2). 

Literature concerning children's health choices 

suggested parental influence on use of tobacco and abusable 

substances, but had not fully examined al1 areas of health 



Table 2 

Conceptual Sys tems 

Variables CaaY CDT BBM BIT SLT 

DgVEfiO-Afr 

Age 
Cognitive S t a g e  

E N V I R O r n A L  
Family Behaviour/Attitudes 
Peer Behaviour/Attitudes 
School/Media Influence 
Availability 

X N D ~ U A L  
Cognitive/Affective 
Perceived Vulnerability 
Health Salience/Values 
Health Locus of Control 
Self -Concept/Esteem 
Risk Taking 

Competency 
Knowledge 
Decision-Making Skills 
Coping Skills 
Behavioral Capability 

Personal i ty 

Autonomy X 

Trauma X 

Health status/Stress X X 

Note, CIEBM = Child Health Belief Model; CDT = Cognitive Developrnent 
Theory; HBM = Health Belief Model; BIT = Behavioral Intention Theory; 
SLT = Social Learning Theory. Adapted from "The development of 
children's health orientations and behaviours: Lessons for substance use 
prevention-" by P.J. Bush & R. Iannotti, 1985. In C.J. Jones & R.J. 
B a t t j e s ,  (eds . ) . Etiol- of D- (monograph 5 6 )  . Washington, DC: 
~ational Institute on Drug Abuse, (DHHS pub. no. ADM 85-1335). p. 48. 



or illness related behaviours. In response, Bush and 

Iannottifs works have explored how the variables of the CHBM 

affect children's use of medications for common illnesses, 

and the origins and stability of medicine-taking beliefs and 

behaviours (Bush & Iannotti, 1985, 1988, 1990) . 

For the present study, the salient variables tested 

concern the effect of the primary caregiver on health 

beliefs and resulting health coping behaviours. Although it 

has often been predicted that the health beliefs of children 

should resemble those of their primary caretaker, early 

studies did not support this (Campbell, 197Sa, 1975b; 

Mechanic, 1964) . Bush and Iannotti (1988) concluded that 

"these studies suggested that children's attitudes and 

beliefs about illness are more the result of general social 

accretion that keeps pace with cognitive developmental 

stages than the result of direct interpersonal learning £rom 

a primary caretakerm (p. 345). More recent studies reviewed 

by Bush & Iannotti suggested that parents do have a strong 

influence on their children's health behaviours and 

behavioural intentions, but to a somewhat lesser degree on 

their health orientations, 



Bush and Iannotti (1988) examined predictors of 

medicine use for  five common illnesses - cold, fever, upset 

stornach, nemusness ,  and trouble sleeping. They sampled 

270 children between the ages of 8-14, and their  primary 

caregivers (93 % mothers) . Children w e r e  privately 

interviewed at school, while caregivers w e r e  contacted by 

telephone. Bush and Iannotti used original and standardised 

instruments to measure the modifying, readiness, and 

behaviour variables of the hypothesised CHBM (see Figure 1) . 

Of these, some were relevant to only child or parent, while 

14  variables were rneasured i n  both. For 10 of these common 

variables there were significant correlations between 

mothersf and childrenls reports, including both health 

behaviour variables of medicine use and physician visits 

(see Figure 1). Health beliefs relative t o  the use of 

medicines fo r  common health problems were as likely to be 

correlated between mothers and children as w e r e  behaviours 

or expected behaviours. Primary readiness and rnodifying 

variables suggest many of the  health related b e l i e f s  were 

derived at least in part from primary caretakers. 

Bush and Iannotti (1990) f u r t h e r  examined t h e i r  1988 
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data set. Their two primary hypotheses w e r e  "1) CHBM 

variables predict childrenls expectations to take rnedicines 

and 2 )  caretaker health beliefs and expectations increase 

the ability of the CHBM to explain childrenls states of 

readiness and expectations to take medicinesf1 (p. 71) . 

Separate regression analyses were performed first with 

children's response variables, then with the inclusion of 

caretaker variables to examine any increased ability of 

parental influence to predict medication use. With 

caretaker variables in the regression, overall increased 

by a small but ~ig~ificant arnount (0.67-0.69, F ,,,,,, = 2.88, 

p c 0.01). Although the CHBM without caretaker variables 

explained a sufficient amount of variance for the purposes 

of predicting medication use, caretaker variables are 

valuable to help explain the origin of child readiness 

variables. 

The role of family influence is also outlined by 

Tinsley (1992) in her review of studies examining the varied 

influences on childrenls health attitudes and behaviours. 

She concluded that the aggregate of results provides support 

for the hypothesis of intergenerational similarity in health 



MODIFY ING FACTORS READINESS FACTORS BEHAVIORAL FACTORS 

Health locus of control * 
Self-esteem * 

ENVIRONMENTAL\ 
Caretaker's: 

- motivations for chlld 
- perceived child illness 
threat 

- perceived benefit of 
medicine 

- expected child's medicine 

Health risk-taking ' 
Medicine knowledge MOTIVATIONS 

lllness Concem * 
lllness Attribution 

I PERCEIVED BENEFIT OF 
MEDICINE I 

Physlcian visits * + 
Sex lllness Frequency * 

Perceived medicine benefit * 
non-medicine benefit 

( Expected Medicine Use ) 
PERCEIVED ILLNESS THREAT 

Perceived vulnerability ' 
Percelved severity * 

Medicine Use * 

Figure 1. Children's Health Belief Model. ' = p. < 0.01 in correlation of mothets and child's reports. Arrows 
indicate hypothesised causal relationship pathways. Adapted from " A Children's Health Belief Model", by P.J. 
Bush & R.J. lannotti, 1990, M e d i c a l ,  28, p. 71. 



orientations and behaviours. These were thought to 

l~underscore that the farnily clearly constitutes an important 

social unit for the production of childrenls health related 

attitudes and behaviours, although just as clearly, the 

relations among these variables have yet to be adequately 

exploredl (p. 1051) . She proposed that "parents create 

supported learning situations in which their children can 

extend their skills and knowledge to a higher level of 

cornpetence" (p.  1 0 4 5 ) .  

~n additional question in this area concerns variation 

in the strength of parental influence as children age, with 

conflicting evidence in the literature. Campbell (1975a) 

found that intergenerational similarity between illness 

ideas was higher between older than younger children and 

their mothers. Dielman et al. (1982) also found age of the 

child to be a factor, through a study of parents' own health 

behaviours and their childrenls utilisation of illness 

prevention resources. A positive relationship occurred only 

when the children were mature enough to initiate their own 

health decisions. Conversely, the more recent work of Bush 

& ~annotti (1988) found parental modelling to be strongest 
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in pre-school and primary age children, with a reduced 

influence past elementary school when there is increased 

exposure to peers and other societal influences, and more 

complex cognitive development. Their data indicated that 

children's health beliefs were relatively stable by age nine 

or ten, and neither the pattern of means nor the 

correlations suggested that the 

relationship with parental beliefs is stronger for older 

children . 

The following studies indicated that influencing a 

childts beliefs may not always produce tangible behaviours. 

Pratkanis, Breckler, and Greenwaldls (1989) results support 

only a modest relationship between children's health 

attitudes and their actual behaviours. This appears to 

change with maturity as, in general, a stronger relatîonship 

exists between adult health orientations and their 

behaviours (Wallston & Wallston, 1984) with substantial 

association demonstrated between parental health beliefs and 

their health behaviour on behalf of their children (Tinsley 

& Holtgrave, 1989). Dielman et aL(1982) found that parents 

demonstrate health care behaviours more frequently than they 
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express or d i s c u s s  actual beliefs. They contended that 

parent's health beliefs influence childrenls preventative 

health behaviour only indirectly. It appears that children 

may be learning primarily from a combination of their 

parent's own health behaviours and the parent's care-taking 

behaviours directed toward them. 

The examination of the intergenerational transmission 

of health beliefs is much debated and suffers from a lack of 

methodological consistency between studies. Although age 

related trends are somewhat inconclusive, it appears that 

parents do have a role in influencing their childrenrs 

development of health orientations and behaviours. Iannotti 

& Bush (1986) argued that even when children are Young, 

mothers daily provide them with many health messages or 

indicate concern for their health. It is plausible that 

should caregiving demands increase through a childls 

development of chronic illness, so rnay the frequency of 

these health messages. This may place children with chronic 

pain in a position to be more influenced by parentsr beliefs 

and behaviours of health management and pain coping. One 

aim of this study is to explore the relationship between the 
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primary caregiversf beliefs regarding which coping skills 

are most effective for their child to use, and those their 

child reports us ing . 

he Present Studv: An Overviey 

This study was undertaken to investigate variables 

related to the use of coping skills by youth with chronic 

musculoskeletal pain. Initially it was intended to survey 

children with a diagnosis of juvenile rheumatoid arthritis. 

Local population estimates of children with JRA were made by 

health professionals, and appeared to support this aim. 

~ 1 ~ 0 ,  based on the population of Newfoundland and Labrador, 

one might expect to identify upwards of 250 youth with a 

diagnosis of JA. Prospective statistical power analyses 

(Cohen, 1992) for the current study suggested a sample s i z e  

of 85 participant families. This number was chosen to 

accommodate a predicted medium ef fect ( p  < -05) for a 

multiple regression analysis with three independent 

variables, and correlational analysis. Unfortunately, fewer 

children with confimed diagnoses were identified than 

predicted. Some explanations for this discrepancy include: 
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(a) during t he  period between estimate and eventual data 

collection a cohort of youth had passed the maximum age for 

inclusion, (b) many children were younger than the 

established minimum age, (cl previously identif ied f amilies 

had relocated (d) other differential diagnoses were being 

considered, and (el other present medical conditions or 

personal stressors were likely to present confounds. 

~eographica l  isolation. and the  relatively small population 

of ~ewfoundland and Labrador were undoubtedly also limiting 

factors . 

Peterson. Mason. Nelson, O'Fallon. and Gabriel (1996) . 
fomd that the incidence rate of JRA per 100 000 population 

dropped £ r o m  15.0 to 7.8 over the-33 year period of 1960- 

1993. The decrease was most marked for pauciarticular and 

systemic onset sub-types. They suggested that this change 

may represent a natural cycle, or be influenced by 

environmental factors. Perhaps the region of Newfoundland 

and Labrador is also at a low point in a natural 

epidemiological cycle. The medical criteria for inclusion 

in t h i s  study were thus broadened to include children with a 

diagnosis of any juvenile arthritis, connective tissue 
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disorder and a history of related musculoskeletal pain. The 

revised aim was to assess the responses of 40 youth and 

their primary caregiver (s) . Al1 reasonable ef for t s  were 

made to meet this goal, however, complete data was obtained 

from only 16 participant families. Small sample size 

reduced the range of appropriate analyses, stat ist ical 

power, and possible generalizations. Revisions were made to 

the hypotheses and analyses in order to best answer the 

proposed questions, while in so far as possible maintaining 

sound statistical principles. 

One intent of this study was to use multiple regression 

analysis to assess whether coping s k i l l s  had a predictive 

relationship with expressed pain. Also planned were 

correlational analyses, a measure of interna1 consistency, 

and descriptive statistics. The limited sample ruled out 

multiple regression to explore a possible predictive 

relationship. In lieu, correlation between youth coping 

style and reported pain are presented. Small sample size 

also prevented comparisons of the child and adolescent 

groups. 

To facilitate assessment of coping skills related to 
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juvenile arthritis, a goal of this study was to modify an 

existing adult instrument to be valid and developmentally 

appropriate. The construct used to re-structure the  

~anderbilt Pain Management Inventory was outer-directed vs. 

inner-directed coping. The resulting scale was titled the 

ChildrensJ Arthr i t is  Coping Inventory (CACI). 

Analysis of the CACI and its subscales was also 

hampered. Combined with the small sample size, the small 

number of items i n  the CAC1 (22) and itsf subscales (10 and 

12) contraindicates the interna1 consistency analysis of 

Cronbach's alpha. Also for this reason, a complete 

correlation matrix of scale items is not presented. 

Correlation of subscales are reported, but interpretation 

must cautiously focus on comparisons with the CAC1 total 

coping score. Relationships of CAC1 subscales with other 

variables will be reported only for purposes of identifying 

interesting trends and questions for further study. 

As discussed earlier, one puzzling aspect of JA is that 

children with the same degree of disease can experience 

different amounts of difficulty with pain and daily 

functioning, and an exphnation may lie i n  understanding the 
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coping skills children develop to help control their pain. 

The evidence reviewed suggests that children with JA who use 

outer-directed coping skills are likely to report less pain 

than those who use either inner-directed coping, or none at 

a l l .  T h i s  study investigated the type and number of coping 

skills youth were using, and how the type of action chosen 

related to expressed pain. It would have been interesting 

to have been able to assess developmental differences 

through a cornparison of child and adolescent responses. 

A final question concerned the role of the farnily, 

specifically parents' estimates of their child's coping and 

parents' opinions as to which coping skills are most 

effective, and how these relate to the skills their child 

reports using . 
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c 
The modified hypotheses and analyses of the current 

study were as follows : 

Correlational analyses of the two CACI 

sub-scales will show (a) a negative relationship of the 

subscales with each other, and (b) a positive relationship 

of each subscale with the total score. 

s 2. Youthst reported pain will show a 

positive correlation with inner-directed coping skills, and 

a negative correlation with outer-directed coping skills. 

ci 3 ,  A parent s estimate of which coping 

skills their child uses will have a positive correlation 

with their childts reported behaviours. 

s 4. A parent s estimate of which coping 

skills they believe to be most effective for arthritis pain 

management will have a positive correlation with their 

childls reported coping skill use. 



Me thod 

~ifty-three families of youth (aged 6-18 years) with a 

diagnosis of JA were identified, with sixteen (30%) 

providing complete data. One additional set of data was 

discarded as the child was unable to estimate frequencies 

reliably. Ten families who chose not to participate in the 

study returned demographic information forms to allow 

cornparison for representativeness of the sample. The total 

of 26 families who provided demographic data amount to 49% 

of those contacted. 

Eleven participant families were surveyed through 

personal interview, while £ive provided data entirely by 

mail. Youth participants were divided into child (ages 6- 

11) and adolescent (ages 12-18) groups. A large proportion 

of youth participants were in the age clusters of 8 to 9 

years (n = 6, 38%) and 16 to 18 years (n = 4, 25%). 

~emographic and medical characteristics of the youth are 

provided in Tàbles 3 and 4 respectively. Eighty-eight 

percent (n = 14) of families included two parental figures, 

with two single parent homes. Families were composed on 



Table 3 

variable Participant Non-Participant 
Families Families 

Age of Youth 

Mean 

SD 

Range 

Youth' s Sex 

Female 

Child 

Adolescent 

Male 

Child 

Adolescent 

Age Group 
Child 
Adolescent 

12 yrs. 6 mos. 12 y r s .  11 mos. 
4 years 4 years 

6 yrs. 7 mos. - 5 years 6 months - 
18 yrs.  7 rnos. 17 years 



T a b l e  3 (continued) 

Variable Participant Non- 
F a m i  1 ies Participant 

Families 

Family Members In the Home 

Total 
Mean 
SD 

F e m a i e s  
Mean 
SD 

Males 
Mean 
SD 

Motherrs Age 
Mean 
SD 

Father's Age 
Mean 
SD 

Parents In Home 
2 parents 
1 parent  

F a m i l y  Income 
Mean 
SD 

3 7 . 9  years 3 7 . 4  years 
3 . 9  years 4 -7 years 

4 0 . 4  years 4 0 . 9  years 
4 . 5  years 5.6 years 



Table 4 

Variable Participant Non-Participant 
Families Families 

Age At Diagnosis 

Mean 

SD 

Range 

Time Since Diagnosis. 

Mean 

SD 

Range 

Disease Onset Typea 

Pauciarticular JRA 

Polyarticular JRA 

Systemic JRA 

Dermatomyositis 

Disease Activity 

Remission 

Quiescent 

Mild 

Moderate 

Severe 

Prescribed Medication 

Yes 

No 

6 yrs. 6 mos. 8 yrs. 8 mos. 

4 yrs. 7 mos. 5 yrs. 2 rnos. 
2 Fs.-17 VS. 2 v S . - 1 5  VS. 

6 yrs. 4 mos. 4 yrs. 2 mos. 

3 yrs. 1 mo. 4 yrs. 7 mos. 

18  OS. - 11 6  OS. - 13 
y r s .  6 mos. yrs. 6 mos. 

'N = 13 as Physician Report Form data was not provided for 
al1 youth participants. - = information not available for 
non-participant families. 
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average of four people. Adult questionnaires were completed 

by mothers in 12 cases, fathers in one, and both parents in 

three. Additional demographic data for both participants 

and non-participants are included in Table 3. 

. . 
siclans'wort Fo- The Physicianls Report Fom 

(Appendix D) is a brief questionnaire compiled for this 

study. It was used to record basic medical data related to 

arthritis. This consisted of (a) the date at which the 

inf orrnation was  obtained, (b) whether medications were 

currently prescribed, (cl a masure of youthf s pain through 

a visual analogue scale. (dl a measure of global arthritis 

activity through The Disease Activity Index (DAI, Varni, 

Wilcox, Hanson, & Brik, 1988) ; (e) youth's arthritis onset 

subtype, and (f) approximate date of diagnosis. 

a t r j  c Pain Ouestio-e (ppn)  

~dministered through a semi-structured interview, the PPQ 

provides a comprehensive assessment of youth pain experience 

(Varni, Wilcox, Hanson, & Brik, 1988). There are separate 

child, adolescent, and parent forms to allow for cross- 
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validation. Three primary assessrnent tools  are used t o  

measuse pain: (a) visual analogue scales (VAS) ; these are 10 

cm ratio scales anchored with facial expressions or pain 

descriptors to indicate pain intensity; (b) body outlines 

with coloured or numerical indicators to record the location 

and relative intensity of the youth's pain, and (c) pain 

descriptors to tap sensory, affective and evaluative 

qualities (Vami & Bernstein, 1991) . Varni et ai, (1988) 

have found that in children with JRA who are over 5 years of 

age, VAS reports of pain correlate highly with both parental 

(r = 7 Z z 3 ,  p < ,001) and physician (r = .85,,, p c .001) 

ratings. An additional section recorded the youth and 

familyts pain history through questions on symptomatology, 

past and present treatments for pain, and potential socio- 

environmental influences. 

The supplementary demographic information required for 

sample cornparisons in this study was requested at the end of 

the parent's PPQ form (see Appendix A) . 

Core f ea tu res  of the PPQ have solid empirical support. 

It is P.J. McGrathts (1990) view t ha t  "semi-structured 

interviews should be incorporated into al1 clinical pain 



assessments for children. These 

t h a t  can then be complemented by 

19) . The PPQ administration and 
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provide a basic framework 

quantifiable scalesw (p. 

content satisfy both 

criteria. The Visual Analogue Scale (VAS) has been found to 

fulfil the requirements of reliability, validity, minimum 

inherent bias, and v e r s a t i l i t y  (P.A. McGrath, 1986) . 

Complete forms of t h e  three available versions of the 

PPQ (Child, Adolescent, and Parent] were used2 ( V a r n i  and 

Thompson, 1985; see Appendix A ) .  To address the hypotheses 

of t he  current study, only the PPQ visual analogue scale 

pain repor ts  were used t o  assess pain experience and c r e a t e  

a composite pain score. Additional PPQ data have been 

reserved for possible use in future reports.' Adolescents 

and adults provided six d i s c r e t e  estimates of t h e  youth's 

Copies and written permission to use the unpublished PPQ 
i n  t h i s  study were obtained from Dr. J. W. Varni. 

Although data were collected using the PPQ body outline, 
responses proved difficult to summarise reliably. Primary 
difficulties included (a) identifying number of affected 
joints in multiple joint body areas such as hands, feet, and 
spine; (b) comparing child and adolescent responses as the 
child task was less detailed and discrete, and (c) the body 
outline measure did not clearly represent overall severity 
of pain, which was the desired data ( L e .  10 mildly affected 
small joints are not necessarily as painful or debilitating 
as one severely effected large or weight bearing joint). 
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pain, while children provided four (see PPQ, Appendix A) . 

These represented pain experienced over a two week period. 

A composite pain score was calculated from the rnean of these 

estimates for each participant. Multiple pain rneasures and 

a corqosite figure was necessary to obtain a reasonable 

estimate of the youth's typical pain experience. A single 

measure may have risked an unrepresentative report measured 

on an atypically good or bad day. Daily pain diaries for a 

longer period would have been preferable. This method was 

not chosen because the risk of non-compliance and incomplete 

data was judged too great . 

ventorv - (CACI) . The 

CACI was developed for this study from Brown and Nicassiols 

(198 7) ~anderbil t Pain Management Questionnaire (VPMI ) . The 

primary alteration of the VPMI consisted of minor rewording 

of items so as to maintain the original item content, while 

ensuring comprehension by young participants. One 

~hild/Adolescent and two Parent forms of the CACI were 

created, with the Child/Adolescent form incorporating 

client-centred language. Youth and Parent forms (see 

~ppendix C) were identical except for initial instructions. 
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  ou th reported tkeir actual coping skill use. Parent foms 

( p l  and P2) asked parents to estimate how often their child 

used each coping ski11 (PI), and their opinion of how often 

it would best serve their child to use each skill (p2). 

TWO subscales were derived by using Rudolph et al.'s 

(1995) suggested definitions of outer-focused and inner- 

focused coping. Alphabetically ordered CAC1 items were 

independently grouped into these two subscales by the author 

and six psychologists working with children and adolescents. 

The criterion for inclusion in a subscale was item 

agreement by six of the seven judges (86%) . Of the original 

27 items, 10 were regarded as outer-directed coping and 12 

as inner-directed coping. Five items were not included in. 

either subscale as they obtained less than the required 

agreement (see Appendix E) . 

The original CAC1 likert scale provided a choice of 

frequency from 1-5. To allow data analysis of composite 

coping scores to be more representative of actual presence 

or absence of behaviour, obtained scores were transfomed to 

a 0-4 range. To examine frequency of use, ali 27 original 

CACI items were adrninistered to youth and parents. in the 
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provided with pencil or pen, but did not use supplementary 

visual aids. 

Procedure 

p e c r i w n t  . Participants were solicited f rom the 

clinical populations of four pediatricians in the province 

of ~ewfoundland and Labrador. These physicians provided 

primary medical follow-up for youth with arthritis from al1 

areas of the province. This project was initially discussed 

with a gediatrician from The C.A. Janeway Child Health 

centre4 to aid in developing inclusion criteria. I t  was 

further discussed with each physician in person. or through 

an introductory letter followed by phone calls. 

Physicians identified families who met criteria for 

inclusion. Letters soliciting participation were mailed to 

identified families by the childts physician or support 

staff (see Appendix G). Parents were given the option of 

responding to the researcher by telephone or mail. Six 

weeks later a support staff employee of the C.A. Janeway 

' The pediatric tertiary care facility of The Health Care 
Corporation of St. John's. 



Child Health Centre identified those families who had not  

made contact, and mailed them a brief reminder letter (see 

Appendix G). A letter from the researcher was included, to 

clarify some cornmon questions participants had raised, and 

to provide families of adolescents with the option of 

participating entirely by mail. Al1 correspondence included 

a form requesting anonymous demographic information from 

those who chose not to participate in the study (see 

Appendix G), in order to determine whether the participant 

sample was representative of the population. 

Part1cw%i nxaagh  I m x r v i e w -  
. . Families who 

indicated an interest in participating were given an 

appointment for the interview session. The researcher 

travelled t o  conduct interviews i n  the eastern, central, and 

western regions of the province. Participants were given 

the choice of meeting in their home, in a university 

setting, or at the C.A. Janeway Child Health Centre. 

Data were collected from the youth and the parent(s) 

who indicated being prirnarily involved in their care. Prior 

to data collection, time was taken to develop rapport with 

the family. An explanation of the study was given, with 



verbal and 

and youth 
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written informed consent obtained from parents 

(see Appendix H) . To ensure confidentiality, once 

post-test data was received and matched, al1 data was 

identified only by a sub j ect number . The parent ( s )  and 

youth completed the instruments in separate but adj acent 

areas to minimise interference or response bias. 

1. m t s .  Parents were asked to complete the PPQ 

adult fom and two copies of the CACI, one conceming which 

coping strategies their child used, and the second 

identif ying which coping strategies the parent (s) believed 

to be most effective for children with arthritis. The 

researcher introduced test materials to the parent(s), 

answered any questions, and allowed privacy to complete the 

questionnaires. Completion time of these three instruments 

ranged from 30 to 60 minutes. Parents were of fere6 any 

additional required assistance following their childls 

participation. 

2. Children. Al1 child age group participants were 

asked to complete the Child version of the PPQ and the Youth 

form of the CACI. This data was gathered through a semi- 

structured interview, and completion time varied from 20 to 
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30 minutes. The supplementary likert chart was explained 

and offered for use. 

3. m t  Y~iaht~ears. Young children 

were asked to complete the materials described above. As 

the CACI likert scale required the judgement of greater and 

lesser amounts, a pre-test was perfonned by children younger 

than eight years. This was to ensure comprehension of the 

task and consistent responses. Colour blindness was ruled 

out by questioning the parent and ensuring the c h i l d l s  

ability to visually discriminate red, blue, and green. The 

child was asked to choose a preferred colour from these 

three. The chips of the chosen colour group were arranged 

before the child in a pre-determined random order (see 

Appendix F), and he/she was asked to place the chips in 

order of intensity, Le. "Which square is  the most red?, 

Which is the least red?", etc.. The child was given the 

opportunity t o  make corrections once the order was initially 

chosen. If errors were made, the interviewer explained the 

correct order. On such occasions, the task was repeated 

with a second colour group. If further errors were made, 

the session proceeded normally, but the data was discarded. 
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The pretest was only required for the two youngest 

children, and in one case clearly indicated that the child 

did not understand how to consistently estimate greater and 

lesser amounts . 

4 .  Adolescents. Adolescents were asked to complete 

the Adolescent version of the PPQ and the Youth version of 

the CACI through semi-structured interview. If there was no 

arthritic discomfort in writing, and it was clear the task 

was understood, the adolescent was permitted to complete 

some items independently. The researcher remained nearby to 

provide any necessary clarification. Completion time varied 

from 30 to 60 minutes. 

p e h r i u  Families were thanked for their 

participation and given an informal debriefing. A suitable 

time for a follow-up telephone cal1 was then established. 

Pest - M e a s u r e .  One week l a t e r ,  youth and parent were 

contacted and asked to complete copies of the PPQ visual 

analogue scales (pain post-measure) independently. Families 

were provided with a return envelope for these scales. 

Families were mailed further debriefing information upon the 

interviewer's receipt of the post-measures (see Appendix 1) 
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and encouraged to contact the interviewer should they have 

additional questions. They w e r e  given the  option of 

receiving a summary of results. 

. . 
iclgation Ru mil .  Families with adolescents were 

also eligible to participate entirely by mail, as 

adolescents were able to complete questionnaires 

independently. Families who chose this option were mailed 

questionnaires, instructions outlining the procedure, and 

return envelopes. When participants had received the 

materials, the researcher contacted them by telephone to 

discuss issues of consent and any questions- They w e r e  

asked to return the initial questionnaires and consent form 

immediately following completion, and to separately mail the 

PPQ visual analogue scales (pain post-measure) data one week 

later. The follow-up debriefing letter was mailed to 

participants once their initial data had been received. 

Al1 16 participant families indicated a preferred 

physician, who was asked to complete the Physicianls Report 

Form within one week of the initial family data collection. 

Physicians will ais0 be provided with a summary of the study 

results. 



Results 

Al1 data analyses were performed with Microsoft Excel 

software. A required alpha level of p c.01 was uniformly 

applied, necessary conservatism in light of sample size and 

number of analyses perfomed. 

- Part . . 
A l  though 

the initial criteria were broadened to include children with 

any JA connective tissue disease, 94% (15/16) of the 

participant children had a diagnosis of JRA, forming a 

f a i r l y  homogeneous participant group. Ten non-participant 

f amilies retumed demographic information forms . Two- tailed 

t-tests indicated no significant demographic differences 

between the  participants and non-participants (df = 16-24, 

see Table 3) in a cornparison of most family characteristics. 

For the non-parametric variables of youth sex and age group, 

chi-square analyses were not signif icant ( x 2  (1, N = 16) = 

0.02, x2 (1, N = 16) = 0.08, respectively) . It is of 

interest that mean age of the two groups of youth was 

roughly the s a m e  (12 years 6 rnonths vs. 12 years 11 months) 

but participant children were roughly two years younger at 
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diagnosis, and had suffered arthritis for two years longer. 

lm-h== 

es- 1, AS previously outlined, division of the 

CACI: into two subscales representing outer-directed and 

imer-directed coping styles was achieved through a 

theoretical analysis by experienced professionals. 

Interrater agreement on each item ranged from 50 to 100%, 

with an average agreement for the total scale of 88%. The 

minimum agreement for inclusion of any one item in a 

subscale was six out of seven, or 86%, and w a s  met for 22 of 

the original 27 items (see Appendix E) . 

Participants reported the use of coping skills, at a 

m e a n  rate of 39.4 (SD = 6 -  9) for the total 22 CACI sub-scale 

items. This represents a mean use for each item of 1.79, or 

nsometimes". Use of the 12 items of the inner-directed 

coping sub-scale were reported at a mean of 19.6 (SD = 5.3) 

and the 10 outer-directed items a mean of 19.9 (SD = 5.3). 

These scores show mean use for each inner item as 1.6 and 

for each outer item as 1.99. This indicates that in general 

youth do report the use of both imer-directed and outer- 



directed coping strategies 'to lessen the pain or bad 

feelings" (see Appendix C) . 

It was hypothesised that the two CAC1 sub-scales would 

have a negative relationship with each other, but positive 

relationships with the Total coping scale score. 

Correlation of the inner- coping scale with the outer- 

coping scale showed r = -.13,, . The hypothesis of a 

significant negative relationship was thus not supported. 

Correlation of each sub-scale with the total coping scale 

was .66,,, ( p  c. 01, see Table 5) . This supported the 

original hypothesis. 

B'JDothesis 3 . .  It was predicted that youth reported 

pain would show a significant positive correlation with 

inner-directed coping skills, and a significant negative 

correlation with outer-directed coping skills. Youth pain 

was found to be significantly associated with inner- coping 

style (r =.67,,, p <.01), while the relationship of pain 

with outer- coping was not significant, but suggested a 

negative association (r = - .33,,) . Data suggested a non- 

significant but positive relationship between reported youth 

mean pain and total coping score (r =. 26J . 
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Data showed that al1 children w e r e  reporting the use of 

outer-directed and inner-directed coping skills. This 

m i x  may cloud relationships of coping style with reported 

pain. A relative 'surplusI inner-directed coping score was 

obtained by subtracting the youthsf outer-directed sub-scale 

score from the imer score. The remainder, an indication of 

proportionately more or less inner-directed coping was 

correlated with reported pain. For this analysis, r = 0.66,, 

(p c 0 indicating a positive relationship b e t w e e n  

reported pain and the use of greater relative proportions of 

inner-directed coping skills. 

The opposite analysis of deriving the surplus of outer- 

directed skills (outer scale score minus inner scale score) 

showed a negative but non-significant relationship (r = 

- 0 . 3 .  These results thus partially support the proposed 

hypothesis. 

othes~s 3. It was hypothesised that a parent's 

estimate (Pl) of which coping skills their child uses will 

have a significant positive correlation with their childts 

reported behaviours. As seen in Table 5, however, this 

prediction was not supported (r = .12,,). Parents did appear 



Table 5 

Variable 1 2 3 4 5 6 7 8 9 

Youth Total 

Youth Inner-Directed 

Youth Outer-Directed 

Parent 1 Total (Pl) 

Parent 1 Inner (Pl) 

Parent  1 Outer ( P l )  

Parent 2 Total (PZ) 

Parent 2 Inner (P2) 

Parent 2 Outer (Pz) 

Note. Parent 1 = estimate of how frequently their child uses different coping skills; 
Paren t  2 = opinion of desired frequency of most useful  coping akills. 



to estirnate reasonably the mean amount (Pl) of coping 

efforts their child made (Pl, see Table 6 )  . It is also 

illustrated that parents provided a marginally better 

estimate of their childts use of inner-directed coping 

skills. than of outer-directed ones (r =.32,, versus r = 

. O6,, , see Table 5) . 
nuesis 4. It was hypothesised that a parent s 

opinion (P2) of which coping skills they believe to be most 

effective for arthritis pain management will have a 

significant positive correlation with their childfs reported 

coping skill use. As seen in Table 5. this prediction was 

not supported. Parents coping skill opinions (PZ) 

concerning coping ski11 effectiveness, however, were more 

strongly associated with the childls actual use than were 

their estimates of coping skill use (Pl, see Table 5). 

Table 6 indicates that parents believe that children with 

arthritis would benefit f r o m  using a greater amount of 

outer-directed coping more frequently (M = 27.1, or "of tenn) 

than the children currently do (M = 19.9, "sornetimes") . 



Table 6 

son of Yo 

Pain and Coping Reports/Estimates Mean Standard 
Deviat ion 

Pain 
Youth 
Parent 
Physician 

Total Coping 
Youth 
Parent 

Pl (estimate) 
P2 (opinion) 

Inner-Directed Coping 
Youth 
Parent 

Pl (estimate) 
P2 (opinion) 

Outer-Directed Coping 
Youth 
Parent 

Pl (estimate) 
P2 (opinion) 

Note. N = 11 for physicianfs pain rating, for al1 other 
data N = 16. 
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Observa- 

As is shown in Table 6, average pain estimates by youth 

and parents were relatively low, with means of 2.8 out of 10 

on the visual analogue scales. Parents showed a reasonable 

degree of accuracy in estimating the pain their child was 

experiencing (r = .81,,, p c.01, see Table 7) . This is an 

even stronger relationship than V a r n i ,  Wilcox et al.'s 

(1988) report of parent and child pain report correlations 

(r = .72J . Table 8 outlines the relationships between 

individual and composite parent-child pain reports. Many of 

these are significant, as would be expected by the 

significant composite score relationship. Table 8 also 

illustrates an interesting trend in that t he  relationship 

between parent and child pain reports are stronger at time 2 

(post-test) than at time 1. 

Physicians reported a lower mean pain estirnate of 1.98 

(SD = 2.7), a s  compared to  the 2 . 8  reported by both youth 

(SD = 2.4) and parents (SD = 2.7, see Table 6) . AIthough 

the physician ratings are lower, t h i s  is not a meaningful 

comparison as physician ratings were only available for 11 

participants, and could not be obtained within the proposed 

time frame of one week post-testing. This discrepancy is 



Table 7 

th Y o u t m  

Youth Pain 
Report 

Parent Pain 
Estimate 

Youth Total 
Coping 

Youth Imer 
Coping 

Youth Outer 
Coping 





also likely contributed ta by the often lengthy period of 

time since the youthts last physician visit. 

Youth as a group report using the two types of coping 

skills with similar frequencies (see Table 6). For a ranked 

list of frequency of youthsf reports of al1  27 individual 

coping skills, see Table 9. It is interesting to note a 

general tendeacy for outer-directed coping skills to be 

reported more frequently, with a number of inner-directed 

among the least f requently used skills . 



Table 9 
cv of Use of Individual C o a u  S U  

Coping S k i l l  
Wish that the pain would stop. 
Watch television, 
Lie d o m  to rest. 
Participate in a hobby or some activity that I like. 
Try ta think about something elee/distract myself. 
Relax my musclea. 
Exercise or do physical therapy. 
Ignore the pain. 
Stay busy or active. 
Take a warm bath or rub on ointmente. 
Think that 1 can handle the pain al1 by rnyself, 
Not think of things that bother me. 
Tell others how much the pain hurts. 
Let out my feelings when 1 am angry, sad, or fed up with the pain. 
Take medicine to make the pain go away quickly. 
Not move axound or do other things that I know will make the pain worse, 
Think about nice thinga or pleasant times, 
Read or look a t  books for a while. 
Think about where the pain is and how much it hurts. 
Keep my feelings inside when 1 feel angry, sad, or fed up with the pain. 
Depend on others to help me with everyday things. 
Wish my doctor or parents would give me better pain medicine. 
Think that the pain is getting me dom. 
Wonder if I did something to make the pain worse. 
Think 1 can't do anything to cope with the pain. 
Not go out with my friends or family as much. 
Ask my parents to cal1 or take me to a doctor or nurse. 

Freq. Type 
3 . 0  1 

Valuee from adjusted likert scale: 4 = very often, 3 = often, 2 = 8ometimee, 1 = rarely, O = never, 
1 = inner-directed coping, O = outer-directed coping, D = dxopped (item not included in final subecalea 
analy~ea); freq. = frequency of reported use. 



Discussion 

le C h a r a c t e r ~ t i c s .  
. . Although statistical analyses show 

no significant differences between participants and non- 

participants, some trends indicate potential influencing 

factors. Of al1 26 participant and non-participant 

children, we see that the sample roughly fits the expected 

2:1 fernale to male ratio. In the participant group the sex 

ratio was more closely 1:1, for which there presents no 

obvious explanation. Although mean age of the two groups of 

youth was roughly the same (12 years 6 months vs 12 years 11 

months) , the distribution differs in that the participant 

children were roughly two years younger at diagnosis, and 

have suffered arthritis for two years longer. If children 

are developing skills or strategies to cope with their 

disease, an additional two years may result in a more 

extensive or refined ski11 pattern. 

Another possible sample bias may be related to disease 

severity. Anecdotal evidence £ r o m  physicians and allied 

health professionals suggested that some children in the 

province experience severe JRA. However, no children with 

severe arthritis as measured by the Disease Activity Index, 
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participated in the study, and participants reported a mean 

pain experience of only 2.8/10.0. It is likely that the 

level of pain, disability, and resulting medical 

interventions would be higher f o r  youth with severe 

arthritis. Perhaps parents of children with severe JA did 

not volunteer in order to spare their child any additional 

difficulty o r  inconvenience. This is supported by a comment 

from the parent of a child with moderate JRA. She chose to 

participate only after the mail-in option was offered. She 

reported t h i s  was partly because of distance, but prirnarily 

because of her perceived need to shelter her child from 

addit ional "interventionst' . Varni et al. s (1987) procedure 

of gathering data during a regular medical clinic 

visit may seme both to reduce the farnily's inconvenience, 

and to allow for more reliable physician pain estimates. 

Y o i i t h  Co~ina Skills. The literature suggests that outer- 

directed coping skills should prove adaptive when coping 

with chronic pain, and that inner-directed skills are likely 

maladaptive under the same circumstances. Results of the 

present study indicated that youth with JA are using a 

combination of both to deal with chronic pain. Al1 
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participants were naive in the sense that they had not 

received specific cognitive-behavioural pain management 

instruction. It is likely, 

skills have been influenced 

health care management. 

however, that their coping 

by exposure to multidisciplinary 

The development of V a m i ,  Waldron et al. 's (1996) 

coping instrument (PPCI) is encouraging as it confirms 

pain 

the 

need 

wi11 

CAC1 

for this type of investigation. In future study it 

now be possible to assess construct validity of the 

through cornparison of youth's responses to both 

instruments. 

The predicted relationships of inner-directed coping 

(positive) and outer-directed coping [negative) to reported 

pain were supported, although outer-directed coping not 

significantly so. The degree of a 'surplus' of inner- 

directed coping was significantly related to pain, but 

' surplus outer-directed coping was not . The data appears 

to support the adaptive nature of outer-directed coping as 

related to less reported pain, and the maladaptive nature of 

inner-directed coping as related to greater reported pain. 

It appears that use of outer-directed coping may not greatly 

impact (reduce) the pain experience, but that 
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proportionateiy more imer-directed coping may serve to 

focus or heighted the experience of pain. This pattern of 

results is reminiscent of Ebata & Moos (1991) findings with 

avoidant and approach coping (see P.  26) . 
There are likely, however, many potential confounding 

factors in these relationships. One example is individual 

pain threshold. As a group, youth with JA have been shown 

to have significantly lower general pain thresholds than 

their healthy peers, even in the absence of active o r  even 

detectable inflammation (Hogeweg et al., 1995)  . In Hogeweg 

et a l . s f  study, youth exhibited an enhanced sensitivity to 

noxious stimuli in a l 1  measured body areas, suggesting a 

change in the natural pain processing system through J A .  ~t 

is also likely that between youth there also exists 

individual variability in pain threshold. These factors 

could not be measured or accounted for in the present study, 

but rnay not have been of great importance as general levels 

of reported pain were low (see Table 6) . 

parents Influe~ce.  The hypotheses that child coping reports 

would be positively related to parental coping estimates and 

opinions concerning effective pain management were not 



supported. It is interesting, h o w e v e r ,  that parents 

provided better mean estimates of 'covert' imer-directed 

coping skills than the presumably more observable outer- 

directed ones. This is the opposite of what the researcher 

would have predicted. This tendency is surprising, as 

parents also reported the opinion that outer-directed skills 

are more effective for pain m a n a g e m e n t .  Perhaps parents 

believe that their children could be making more effective 

pain management efforts. 

In general, parents appear to be aware of what type of 

coping skills (inner versus outer) their child is using. 

Weaker correlations may have resulted if parents and youth 

responded to different 'specificr inner or outer  skills. AS 

parents' coping 'opinionr means and correlations show 

stronger relationships than coping 'estimates', this 

indicates that parents beliefs are having an important 

influence on their child's use of pain coping skills. 

Table 9 provides a ranked list of 

how frequently youth report using al1 27 original coping 

skills. It is interesting that the most frequently reported 

skill, at a rate of "often", is "wish that the pain would 
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stopM (M = 3.0) . In itself , this highlights the chronic and 

intrusive nature of arthritic pain. This also supports the 

need for additional behavioural medicine programs for youth. 

An alternative non-medical focus rnay be of benefit as "ask 

my parents to take me to a doctor or nursew was the least 

f requently reported, nearly 'never" (M = 0 . 4 )  . 

In reviewing Table 9 it is of note that negatively 

connoted items tended to be reported less than the 

positively connoted items. It is possible that although the 

study was anonymous, youth may have felt-sorne expectation to 

report 'positiver behaviours, or those they have been told 

by adults they 'shouldf be doing. 

In the context of variables associated with chronic 

pain, the scope of this study was limited. It should be 

acknowledged that these youth must also cope with the 

ernotional, familial, social, recreational, academic and 

occupational repercussions of juvenile arthritis. Details 

of these additional difficulties were provided spontaneously 

by families, or through the history section of the PPQ. 

Problems were highlighted primarily during the severe 

periods or f lare-ups . In general, young children appeared 

less troubled than adolescents. Younger children did report 
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the experience of a sense of rejection with respect to 

physical activity (e.g. not being included by peers in  gym 

class) . Adolescents indicated negative emotions and 

experiences concerning : (a) negat ive body image, primarily 

regarding thinness and joint defomity, (b) the possibility 

of having to abandon valued hobbies or career aspirations 

(e.g. one talented artist was begiming to have increased 

problems with pain and stiffness in his hands and wrists), 

and (c) concerns about future parenthood (e .g. fears of 

passing the disorder on to off spring) . Obviously, many 

questions and salient variables remain to be addressed in 

this field. 

on, This study has primarily concemed the 

etiology of coping skills for arthritic pain - a limited 

look at how children acquire health orientations and 

behaviours. Also needed is research concerning the 

practical application of such empirical data so as to 

provide information on how positive pain management changes 

can be encouraged. As Varni, Waldron et al. (1996) also 

concluded, "by identifying maladaptive as well as adaptive 

coping strategies, future cognitive-behavioural therapy 



treatment research can target cognitive and behavioral 

responses to clinical pain which may exacerbate emotional 

adjustment problems, as w e l l  as promote adaptive coping 

strategies" (p. 149) . 

In order to maxirnize therapeutic benefits, parents will 

also need to receive intervention. Even though direct 

parental influence on coping ski11 use does not receive 

strong support in this study, the reviewed literature does 

identify parents as an important influence. Parents are 

likely to serve different therapeutic roles as their 

children age. For example, when children are in the pre- 

operational stage of cognitive deveiopment, skills may need 

to be reinforced by parents through consistent practice, 

modelling, and behaviour modification. At older ages 

characterized by concrete operational and formal operational 

cognitive development, youth have an advanced understanding 

of health salience, cause and ef f ect relationships, 

generalising to and from others, and rational thought . ~t 

these stages parents may play a different role in 

introducing skills and initiating discussion regarding 

coping choices and resulting health effects. 



Also, to more fully explore the influences on the 

health beliefs and behaviours of children with chronic 

illness, variable of the complete Child Health Belief Mode1 

could perhaps be tested in this context. Such information 

would be valuable in designing a cornprehensive chronic pain 

treatment plan. 

As youth are health care consumers with a long future, 

the optimal time for intervention is in childhood. 

ïmprovements in their personal health- care management and 

quality of life can only be positive, t o  the individual, the 

family, and t o  society. 
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Appendix A 

Varni-Thompson Pediatric Pain Questionnaire: 

Child, Adolescent, and Parent Forms, 

(With Supplementary Demographic Data Form) 



VARNI /THOHPSON 

PEDXATRIC PAIN QUESTIONNAIRE 

Fom C 



mie : 

Age : 

Yhat vords vould you ure to describe pain or hure? 



From the wrdu l i a t e d  belou, circle the one8 chat k a t  d e r c r i k  
the niy  it 

CU t ting 

bea  ting 

burning 

scraping 

pricking 

pinching 

s t i n g i n g  

fearful 

ho t 

feels when you hurt or are in pain. 

pound ing t l n g l i  ng 

squeezing throbbing 

pulling etckeaing 

aching uncoaf oc a b l e  

cruel warm 

anbesra b le  uad 

cool aore 

pins & n e e d l e s  sharp 

spteading p u n i s  hiag 

tiring 

horrible 

bit ing - 

cold 

mirera b l e  

i tching 

f las hing 

j u w n g  

scared 

deep 

6 tabblng 

screaming 

tuggm? 

8 tre tching 

terrible  

pressing 

t i g h t  

lonely 

ba d 

From the words pou circled, which three uords b e s t  described the 
pain you are fee l ing  r i g h t  nov? 



Put  a k r k  on the Une  that bes t  shows how you feel naw. If 
you have no pain or hurt, you would put a mark a+ the end of 
the Une by the happy face; 1 f you have aome pain or hurt, 
you would put a mark near the  middle of the Une.  If you have 
a whole lot  of pain or hurt, you would put a mark by the sad face. 

Not Hurting Hurting a Whole E 
No Discornfort Very Uncomf ortabl 
No Pain Severe Pain 

Put a mark an the line that  best shows what was the worsl: 
you had t h i s  week. ~f you had no pain or hurt t h i s  wee - l C + s  
would put a mark at the  end of the l i n e  by the happy face.  If 
the pain or hurt you had was some hurting,  you vould put a mark 
by the middle of the  line. If the wotse pain you had was a whole 
l o t  of pain or hurt, you would put a mark by the sad face. 

Not Hurting Hurting a Whole Loi 
No Discornfort I V e r y  Uncornfortable 
No Pain Severe Pain 



- - - -- - - --*- 
No Rurt A Little Hurt More Hurt fi Lot of Hurt 

Pick  the colors that  mean No Kurt, A L i t t l e  Hurt, More Hurt, and -- - -- 
A L o t  of Hurt to you and color in the boxes. Now, using those ---- 
colore, color in the body to show how you feel. Where you have 
no hurt ,  use the No Hurt color to color in your body. If you have -- 
hurt or pain, use the color  that te l l s  how much hurt you have. 



VARNI/THOHPSON 

PEDIATRIC PAIN QUESTIONNAIRE 

Fom A 



P e d i a t r f c  Pain Questionnaire 

Form A 

The purpose of this ques tionnaire is to h e l p  us to  obtafn a 

comprehensi ve h i s  tory of gour pain problems. A i l  information 

ob tai ned f rom th1 s ques tionnaire and in interviews ut11 remain s tric t l y  

conf i d e n t i a l .  if you do no t wish to ansuer a particular question, for 

any reason, please vri- "Do not wish to aaswer" in the space provided. 

Please print or n i t e  clearly. 

TodayBs Date: 

Pour Name : 

Age : 

Grade Ln School: 

b t e  of  Birth: 

Place of Work: 

Address: 

Phone Number : 



Whea d i d  your present pain problem begïn? Please al80 explaîa the 
spmp tons, exact locations of paLa and whe tkr  the pain ha8 k e n  oa or off 
over the months and years? 

üha t vas your reac tiou to the  pain a t  that tirne? Please explain. 

Were any major changes in your l i f  e occurtlng then? 
Please explain. 

1s your current pain cons tant or does L t apear to corne and go? 

1s your pain accompanied by nausea , voml tiag , dizziness, feel ing fa in  t , 
anxiety, r a p i d  brea thing or other symp toms? If sa, please lis t the 
symp toms. 

If your pain were suddealy t a  dlsappear ,  hou wuid  it change your l ife? 



NOTE TO USERS 

Page(s) missing in num ber only; text follows. Microfilmed as 
received. 



How would i t change your family rela t ioashi  p s ?  

Assuming the t the pain con tfnues , vha t kinds of thi ngs do you think you 
should do now, which will help you la ter on? - 

1s there any thing else you would like to tell us about your pain and the 
effect it has on yourself or your famfly? 

W h a t  words would you use to descrtbe your pain? 



Fros the words l i s t e d  belou, circle the ones that best descr ibe  
th way it feels when you hurt or are in pain. 

CU t t ing  

beating - 

burning 

scraping 

pr i ck ing  

pinching 

s t ing ing  

fearful- 

hot  

pounding 

squeezing 

p u l l i n g  

aching 

crue 1 

unbea rab le 

cool 

pins 6 needles 

spreading 

t ing l ing  

throbbing 

sickening 

uncornfortable 

uarm 

sad 

so ce 

sharp 

punishing 

t i r h g  

horrible 

b i  ting 

cold 

miserable  

i tching' 

flasàing 

j mping 

scared 

From the words you circled, whtch three words best describe the 
pain you are feeling right now? 

deep 

s tabbing 

screaming 

tuggf ng 

s tre tching 

terrible 

pressing 

tight 

l o n e l y  

bad 

Wha t day of the veek do you have the mos t pain? 

Mhat week of the month do you have the most pain? 

What season or month do you b v e  the worst pain? 

üave you ever noticed some thing tha t tells you tha t pou are about to 
experience a pain episode? (e-g., s t i f f n e s s ,  par ticular thoughts or s ta te- 
men ts, physical sensa t i o n s  or irri t a b i l i  ty )  , 

How man? hours a day do you have pain now? 

Hou long does a s ingle  pain episode last? (minutes, hours)? 



Vhet do you cal1 p u r  pains? (For example, "beadache", "joint p i n n ,  
"stomchache", "backache", etc.) Please l i s t  them in order of severity, il 
being the most  severe pain. 

- 
Pain Probaem # 1: 

Pain Problem 52: 

Pain Problem #3: 

On a male of 0-10, 
(0-0 pain, lO=severe pain), 
how severe is your pain 
a t the following times 
of the day? 

- 
12 aoon 

Wha t is the wors t time of the &y? 

U b t  is the bes  t time of the day? 

Are pou curreatly taking medtcation for pain? Ye s No 
If yes, please comple te the following information. 

Med ica tion Dose #Times/day When - - Bow Ef fec t ive 
'-ot effective, 
lO=wery ef f ec t h e )  

Wha t medica tions or other trea ûnents have pou tr ied  in the pas t? 
ûn a scale of 0-10 (O=not effective, lO=very effective) hou effective has 
each one k e n ?  



Uhat do pou currently do, b e s i d e s  taking medication, to relîeve your 
pain? 

Does your pain seem uotse when pou are? 

YES - 

anxious - 

YES - 

busy 

bored 

happy 

lonely 

a rgu ing 

Are there any other si tua tions in vhich your pain is worse? 
If yes, w h a t  are they? 



Does yout pain lnterfere u i t h  any of the 
most correct  number. 

Enjoying the family 

Ea ting/appe ti te 

Seeing . f rïends 

Sports 

Sleeping 

Wa tching T. V. 

Read ing 

Schoolwork 

Attending school 

Going to the movies 

Favori te ac t ivf  ties 

Unliked ac t i v i  tlos 

Rarely 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

following? Please circle  

Of ten 

the 

Always 

Commen t s? 



Ouring the pas t three mon ths, d i d  your pain liait p u  f roa doing things vhich pou 
vantf2d to do? 

I f  yes, please explain 

During the pas t three mon ths of the school year, hou of ten did your pain keep p u  
Lrom gofng to school? 

0. Noae - 
1. - 1 day only 
20 - 2-3 days 
30 - 4-7 days 
40 - more than 1 week 
50 - more thaa 2 weeks 
6. more than 3 ueeks - 
7. - more than 1 month 

During the past three moaths, hou of ten did your pain l i m i t  you from vlgotous 
ac t iv i t i e s  such as ruuning, bfcycling,  lifting beavy objects ,  or  participa ting 
s treauous sports? 

- Noce 

- 1 day only 
- 2-3 days 

- 4-7 days 

- more than 1 ueek 

- more than 2 weeks 

- more than 3 weeks 

- more than 1 month 

During the pas t three mod ths, how of ten d i d  your pain I l m l  t you from modera te 
a c t i v i t i e s  such as climbing several f l i g h t s  of stafrs ,  bending, valking several 
blocks, l i f t i n g  or stooping? 

Noue 
1 &y oaly 
2-3 days 
4-7 days 
more than 
more than 
niore than 
more than 

1 week 
2 weeks 
3 weeks 
L montb 



- None 
- 1 day only 
- 2-3 days 

- 4-7 days 

- more tbaa 1 veek 
more thaa 2 weeks 

- more than 3 weeks 
- more than 1 mon th 



Please ra te hou much pain pou are having a t - 
the present tirire by placing a mark - - 
somevhere on the l ine.  

No t Hurting Hurting a mole L o t  
No Discornfor t Very Uncornfor tab le 
No P a h  Severe Pain 

Please rate hov much pain you have on an average -- 
each day by placfng a mark somewhere on the l i n e .  

No t Bur ting Eur t ing a h o l e  Lo t 
No Dlscomfor t Very Uncomf or tab le  
No Pain Severe Pain 

Please rate how severe the wors t pain you had in -- - 
the pas t ueek (7 days) by placing a mark --- 
sornewhere on the l i n e .  

N o t  Xurtlng Hurting a mole Lot 
No Discornfort Very Uncornfortable 
No Pain Severe Pain 



u~C-Z &a UNLS Y b m a A  V.15 p-AlA&UA 

starting with the most painful 

L e f t  side of head 

Front Back 



VARNI/'I!BOMPSON 

PEDIATRIC PAIN QUESTIONNAIRE 

Fom P 



Pedia trie Pain Que8 tiouuatre 

Porm P 

The purpose of this ques tionnaire is to  bclp us to obtsin a compreheu- 

sive hie  tory of your chi ld ' s  pain problems. Ai1 inforut iou obtained from 

this ques tioonaire and in interviews vi 1 l remain s tric t ly  conf ideotial. If 

you do not wish ta ansuer a particular question, for any reasoo, pleaie 

vrite "Do not  wish to  answer" in the space ptovided. Please print or m i t e  

clearly . 

Todaygs Date: 

Your Name: 

Addcess: 

Phone Nmber: 

Rela tionship to child of person comple ting this f otm : 

ChLld Information - 

Age: Date of B i t t h :  

Sex : 

Grade i n  School: 

Home Inf onna tion - 
Please l i s t  the name, age and sex of a l 1  indiv iduals  l iv ing  in the barne. 



Please List any health problems tha t your chi ld bas. 

If anyone else in the family k s  heal th problems please l is t the person and 
t& beal th problem. Example: son w i t h  as thaa, husband with arthrïtfs. 

Please l i s  t al1 severe or chronic family illuesses th t your c h i l d  has 
been avare of .  

Fami ly  member Dates - TYDC of Illness Ou tcome 

Please l t s t  al1 severe and/or chroaic pain problems experienced by O ther 
famlly rnembers that your chfld has observed. 

Famî ly  member Da tes - T pe of Pain L-- Ou tcome 



Are there curren t l y  any ma j or 1 ife stresses in the family si tua ti on (e.g. 
divorce, separa t ion ,  d i f f  icul t f inancial but de^, i l lnesri)? If ye8, please 
lis t. 

Uhen did  your child's present pain problem begin? Please also explain the 
symp toms, exact locations o f  pain and vhe the t  the pain bas been on or o f f  
over the months and years? 

What uas your reactlon to the pain a t  that tirne? Please explain. 

Vere any major changes in yours or your c h i l d b  l t fe  occurring then? 
Plea se expla in. 

1s your childe s current pain constant or does it appear to corne and go? 



f s your ch i ld ' s  pain accompanied by uausea, vomi ting, dizzineas, f ee l ing  
faint,  anxiety, rapid brea thing or O ther symp toms? If 80, please l i s t  the 
s p p  toms; 

Uhea your chi ld  has pain hov do you react? Please explain. 

If your c h i l d l s  pain aere euddenly to disappear, hou vould it change 
his/her lffe? 

How wouïd it change your life? 

How would i t change family rela tionships? 

Assuming tba t the pain continues, vha t kinds o f  things do you think your 
c h i l d  should d o  - n w ,  which vil1 be lp  him/her la ter on? 



1s there anything else you vould l i k e  to  t e l l  us about  your chi ldts  pain 
and the effect it has on your c h i l d ,  yourself  or the family? 

ühat uords would you use t o  describe your child's pain? 



Pieaie circle any of the w r d a  l ln ted  klw tbit pou feel 
chi ld 'e  pain. 

cuttîng - pounding 

bea ting squeezing 

burning pu1 l i n g  

s craping aching 

prtcking c r u e l  

pinchhg unbearable 

s t ing ing  cool  

fearful p ins  & needles 

hot  spreading 

t i ng l ing  

throbbing 

ri îckening 

uncomf o r  ta ble 

uarm 

sad 

sore 

sbarp 

punishing 

tirtng 

horrible 

bL ting 

cold 

m i  sera ble 

i tching 

flas hing 

j mping 

scared 

ühat day of tbe week does your c h i l d  have tbe most pain? 

What ueek of the month does your chi ld  have the moet pain? 

What season o r  month does your ch i  f d  have the worat pain? 

deecrtbe your 

deep 

s tabbing 

ecreaming 

WIging 

8 t re  tcbing 

t e r r i b l e  

pressing 

t i g h t  

lone ly  

bad 

üave pou ever ao t i ced  somethlng tbat t e l l e  pou tbat your c h i l d  1s about to 
experfence a p a i n  episode? (e.g., r t i f fness ,  pa r t i eu la r  thoughts o r  s ta te- 
rnents, physical sensat ions o r  i r r i t a b i l i t y )  . 

Hou many hours a day does your chi ld  bave pain nov? 

Hou long does a s i n g l e  pain episode las t (minutes, hours)? 

ühat do you label  your ch i ld ' s  pains as?  (For example, "beadache", " j o i n t  
painw,  "stoaiacbache", "backache", etc.) Please l i e t  than in o rde r  of 
severity, Il 

Pain Roblem 

Pain Roblem 

Pain Roblem 

k i n g  tie mort ievere pain. 

il: 



On a scak of 0-10, 
(0-0 pain, 10-severe pain), 
how severe is your childB s 
pain a t  the following times 
of the day? 

What 1s the vorst t h e  of the day? 

ühat is the best t h e  of the day? 

1s your chird cutrently taking medica tion for pain? Yes No 
if yes, please complete th following information, 

Hed ica tion Dose - #Times/day - Uhen Bow Effective - 
(0-0 t effective, 
lO=very effective) 

Wha t medica tîons or other trea tments bave been t r i e d  in the pas t? 
ûi a s a l e  of 0-10 (O=not effective, lO=very effective) hou effective has 
each one ken? 

What do pou currently do, besides giv ing  medicatfon, to relieve your 
child's pain? 



Does your chi ld  ' s pain seem votse when he/she is? 

t i red  

YES - 
awry 

busy 

bored loaely 

U ~ ~ P P Y  upse t 

Other s i tuattons in uhich your childes pain is worse? Please describe. 



Does pour child's pain interfere with  any of the following? Please 
circle the mos t correct number. 

Enjoying the family 

Ea ting/appe ti te 

Seeing friends 

Sports  

Sleeping 

Wa tching T. V. 

Reading 

Schoolvork 

Attendhg school 

Gofng t o  the movies 

Favorite a c t i v i t i e s  

Unlfked ac t i v i  ties 

Some t î m e  s Often Alvays - 

Commen ts? 
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During the past three months, did your ehildt 6 pain l i a i t  hii/bsr from doing 
things uhich ht/sbe wanted to do? 

1, - Ycs 
2. No - -  
If yes, please explain 

h r i n g  the past three mon ths of the achool year, hou of ren d i d  your childas pain 
keep hiiP/ber from gofng to school? 

- 
2, - -2-3 byr - 
3, - 4-7 days 

- 4 .  - more than 
5 ,  - more than 
6, - more than 
7, - more than 

1 veek 
2 veeks 
3 weeks 
1 month 

During the pas t three mon ths, hou of ten dLd your childt s pain liai t him/her frm 
vfgorous activi  cies such as running, b icgcling, 1 i f  t h g  beavy objec ts, or 
participa ting in s trenuous sports? 

None 
1 &y only 
2-3 days 
4-7 days 
more than 1 week 
more than 2 weeks 
mare than 3 weeks 
more than 1 month 

During the past three months, hou often d i d  your c h i l d ' s  pain l i m i t  him/her frm 
modem te a c t i v i  ties such a s  climbing several f l i g h t s  of stairs , bendiag , ualking 
several blocks, l i f t i n g  or s toop ing? 

Noue 
1 dey only 
2-3 days 
4-7 days 
more than 
more tban 
more than 
more than 

1 week 
2 weeks 
3 weeks 
1 month 



AL3 
Puring tae paat three ooothr, h w  of- dîd  your child8r pain l i m i t  hii/hr f r a  
i i l d  aetîvi t iea  ruch as valking one block, climbfng oae f i i g h t  of a u î r r ,  ri t t iug,  - 
or i tauding? 

- Nooe - I -day oaly - 2-3 days - 4-7 days - more than 1 veek - more t h n  2 weeks - more t b a  3 weeks 
- more than 1 month 



Please rate hov much pain pou think your c h i l d  i e  
haviag the presen t tiue by placing a mark - 
somewhere on the Une. 

Not tiurting 
No Discornfor t Very Uncomf or tab le 
No Pain Severe Patn 

Please rate hov much pain you think your ch i ld  bas 
on an average each day by placing a mark some- -- 
vhere an the line. 

No t Bur t ing Bur ting a mole Lc 
No Discomfort Very ütkcomfortabï~ 
No Pain Severe Pain 

Please rate hou severe the vors  t pain vour ch f ld  had --- 
in the pas t week (7 days) by plac ing  a mark -- - 
someuhere on the line. 

No t Hur ting Hur t i n g  a Whole LE 
No Discornfort Very Uncomfortablr 
No Pain Severe Pain 



-- a - - ----- *ru wuau &a 

hawing pain nou. If there is more than one painhil place, mark the 
13 1 

"ln, "2", "3". etc., starting vith the m a t  painfui place as "IW. 

Back - 



Appendix B 

Cornparison of Item Content and Sub-Scales of 

The Vanderbilt Pain Management Inventory and The Childrenr s 

Arthritis Coping Inventory 



Cornparison of Item Content and Sub-Scales 

VPMI 
1. Wishing doctor would prescribe better P 
pain medication. 
2. Thinking the pain is wearing one 
dom. 
3 .  Telling others how much the pain 
hurts . 
4 .  Praying for relief. 
5 .  Reatricting social activities. 

6. Depending on others for help with 
daily tasks. 
7. Thinking one cannot do anything to 
cope with the pain. 
8 .  Taking medication for purposes of 
immediate pain relief. 
9. Calling a doctor or nurse. 

10. Focuaing on the location and 
intensity of the pain. 
11. Suppressing angry, depresaed or 
frustrated feelings. 
12. Lying dom to rest, 
13. Avoiding activities or movements 
which make the pain worse. 
14. Taking a hot bath or using rubbing 
ointments. 

CACI 
1. Wish my doctor or parents would give 
me better pain medicine. 
2. Think that the pain is getting me 
down . 
3. Tell othere how much the pain hurts. 

4 .  Wish that the pain would etop. 
5. Not go out with my frienda or family 
as much. 
6. Depend on others to help me with 
everyday thinge. 
7. Think 1 canlt do anything to cope 
with the pain. 
8 .  Take medicine to make the pain go 
away quickly. 
9. Ask my parents to take me to the 
doctor or a nurse. 
10. Think about where the pain ia and how 
much it hurts. 
11. Keep my feelings inaide when 1 feel 
angry, Sad, or fed up with the pain. 
12. Lie down to rest. 
13. Not move around or do other things 
that 1 know will make the pain worse, 
14. Take a waxm bath or rub on ointments. 



Cornparison of Item Content and Sub-Scales (Continued) 

VPMI 
15. Wondering whether one has done 
anything to cause or exacerbate the pain. 
16. Watching television. 
17. Engaging in physical exercise or 
physical therapy. 
18. Ignoring the pain. 
19. Staying busy or active. 
20. Clearing mind of bothersome thoughts. 
21. Reading. 
22. Participating in leiaure activitiee. 

23. Dietracting attention from the pain. 

24. Thinking one can handle the pain by 
oneself . 
25. Relaxing the muscles. 
26. Imagining pleasant situations. 

27. Expressing angry, depressed, or 
fmstrated feelings. 

P = factor loaded as passive coping 
A = factor loaded as active coping 
* = dropped, did not meet inclusion 
criteria 

CAC1 
15. Wonder if 1 did something to make the 
pain worse, 
16. Watch television. 
17. Exercise or do physical therapy. 

18. Ignore the pain. 
19. Stay busy or active. 
20. Not think of thinga that bother me. 
21. Read or look at books for a while. 
22. Participate in a hobby or some 
activity that 1 like. 
23. Try to think about or do something 
else or dietract myself. 
24. Think that 1 can handle the pain al1 
by myself . 
25. Relax my muscles. 
26. Think about nice thinge or pleaaant 
t imea . 
27. Let out my feelings when 1 am angxy, 
Sad, or fed up with the pain. 

O = outex-directed coping ski11 
1 = imer-directed coping ski11 
* *  = dropped, did not meet inclusion 
criteria 



Appendix C 

Children' s Arthritis Coping Inventory (LACI) 

Youth Form (CACI-Y) 

Parent Form (CACI-Pl, CACI-P2) 



These questions deal with what you do t o  cope with the pain from 
your arthritis. Coping is what you do t o  lessen the pain or  bad 
feelings you may have about it, or just what you norrnally do when 
it happens. Everyone copes differently; muybe you do some o f  
these things, or  none at all. Please read the sentences caref ully, 
and circle the number that matches how often you choose t o  do 
each thing when bothered by your pain. 

1) Wish my doctor or parents would give me better pain 
medicine. 

........................... ......................... ............................. .............................. 1 2 3 4 5 
NEMR FURELY SOMrnMES O m N  VERY O F E N  

2) Think that the pain is getting me down. 

1 ..*........................... 2 .........................W... 3 ........-.................. 4 ........................... 5 
NEVER RARELY SOMETTMES OFTEN E R Y  O F E N  

3) Tell others how rnuch the pain hurts. 

........................ ........................... ............................. 1 ............................ - 2  3 4 5 
NEVER RARELY SOMElTMES OFTEN VERY O F E N  

4) Wish that the pain would stop. 

......W.................. ........................... 1 .W............................ 2 . 3  .*......................... ..4 5 
NEVER RARELY SOMElTMES O F E N  VERY OFTEN 

5) Not  go out with rny friends or family as much. 

1 .............................. 2 ............................. 3 ............................. 4 ........................... 5 
NEVER RARELY SOMEnMES OFTEN VERY OfTEN 



6) bepend on othen t o  help me with everyday things. 

........................... ............................. ............................. .............................. 1 2 3 4 5 
NEVER RARELY SOMEnMES OFTEN VERY OFTEN 

7)  Think 1 can't do anything to cope with the pain. 

........................... .................... ............................ ..................... 1 .... 2 3 .... 4 5 
NEVER RARELV SOMErrmES OFTEN VERY OFTEN 

8) Take medicine to make the pain go away quickly. 

........................... ........................... ............................. ............................ 1 2 3 4 5 
NEVER RARELY SOMElTMES OrrEN E R Y  OFTEN 

9)  Ask my parents to cal1 or take me to a doctor or nurse. 

........................... .......................... ........................... ................... 1 .....*. 2 3 4 5 
NEVER RARELY SOMErrMES O m N  E R Y  OFTEN 

10) Think about where the pain is and how much it hurts. 

........................... ............................. ........................... ........ .................. 1 ., ..2 - 3  4 5 
NEW RARELY SOMETIMES OFTEN VERY OFTEN 

11) Keep my feelings inside when 1 feel angry, sad, or fed up 
with the pain. 

1 ...**.......*...... .....*.. 2 .......................*.. . 3  .......*........*............ 4 ...............*........... 5 
NEVER RARELY SOMETIMES OFTEN VERY OFTEN 

12) Lie down to rest. 

1...*..-• ...................... 2 ..........................a 3 ............................* 4 ........................... 5 
NEVER ûARELY SOMETIMES OFTEN VERY OFTEN 
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13) Nat rnove arwnd or do other things that 1 know will make 
the pain worse. 

....................... ............................. ............................. ........................... 1 ... 2 3 4 5 
NEVER RARELY SOMETINES OFEN E R Y  OFTEN 

14) fake a warm bath or rub on ointments. 

........................... ............................. ............................. lm.* ...*....................... 2 3 4 5 
NEVER RARELY SOM€lTMES OFTEN E R Y  OFTEN 

15) Wonder if 1 did something to male the pain wone. 

......................... ............................. ........ ............................. .................. 1 .., 2 3 4 5 
N€Vm RARELY SOMETTMES O m N  VERY OFTEN 

1 ..*........*............... ,.. 2 ..*.....***..*............... 3 ....*.*.*.....*.........*.... 4 .*............*....,..... 5 
NW€R RARELY SOMnTMES OFTEN VERY OFTEN 

17) Exercise or do , physical therapy . 

1 .......*...................... 2 ..............**............ 3 ............................. 4 ...........*...*..*........ 5 
NEVER RARELY SOM€lTMES Ol=I€N VERY OFTEN 

18) Ignore the pain. 

........................... ............................. ............................. .............................. 1 2 3 4 5 
NEVER RARELV SOMElTMES OFTEN VERY OFTEN 

19) Stay busy or active. 

1 ................. ........... 2 .........................*... 3 ............................. 4 ........................... 5 
WVER RARELV SOME-rrMES OFTEN VERY O F E N  



20) Not think of things that bother me. 

........................... ............................. ............................. .............................. 1 2 3 4 5 
NEVER QARELY SOM€lTMES OrrEN VERY O F E N  

21) Read or look at books for a while. 

........................... ............................ ........................... .............................. 1 2 3 4 5 
NEV€R RARELY SOMElTMES O m N  -Y OFTEN 

22) Participate in a hobby or some activity that 1 like. 

1 .*............................ 2 ............................ 3 .......*.........*. .. .... 4 ........................... 5 
NEVER RARELY SOMETIMES Of=rEN VfRY OFTEN 

23) Ty to  think about something else or distract myself. 

........................... ............................. .............................. 1 2 3 ............................ 4 5 
=VER RARELY SOMFrrMES O F E N  VERY O F E N  

24) Think that 1 can handle the pain al1 by rnyself . 

1 ........................... - 2  .......................... 3 .......................... 4 ........................... 5 
NEVER RARELY SOMEtrMES 0FT-m VERY OFTEN 

25) Relax rny muscles. 

........................... ............................. ............................. ......................... 1 ..,.. 2 3 4 5 
NEVER RARELY SOMETIMES OFTEN VERY O F E N  

26) Think about nice things or pleasant times. 

1 .............................. 2 ............................. 3 ............................. 4 ........................... 5 
NEVER R A R n Y  SOMErrmES OFTEN VERY O F E N  
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27) Let out my feelings when 1 am arigy, sad, or fcd up with 
the pain. 



niese questions concern what your child does t o  cope with the 
pain f rom his or  her arthritis. We def ine coping as what they do 
to  lessen the pain or bad feelings they may have about it, or  just 
what they normally do when it happens. Everyone copes 
differently; maybe she/he does some o f  these things, or none ut 
aII. Please read the sentences carefully, and circle the number 
that matches how often you think your child chooses t o  do each 
item when bothered by arthritic pain. 

i) Wish my doctor or parents would give me better pain 
medicine. 

........................... ............................ 1 ............................ 2 ........................ .....3 4 5 
NEVER RARELY SOME7TMES OFTEN VERY OFTEN 

2) Think that the pain is getting me dom. 

........................... ........................... 1 .............................. 2 3 ............................. 4 5 
NEVER RARELY SOMEliMES Of=EN E R Y  OFEN 

3) Tell others how much the pain hurts. 

........................... .......................... ............................. 1 .............................. 2 3 4 5 
NEVER RARELY SOMETTMES OFTEN VERY OfTEN 

4) Wish that the pain would stop. 

........................... ............................. ............................ 1 .............................. 2 3 4 5 
NEMR RARELY SOMETTMES OFTEN E R Y  O F E N  
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Not go out with my friends or fomily as much. 

NEMR RARELY SOMElTMES OFTEN VERY OFTEN 

6) bepend on others to help me with eveyday thirigs. 

............................. ..................... .............................. 1 2 .,... - 3  4 .....-,-,............... 5 
NEVER RAELY S0MEn:MES OFtEN VERY OFTEN 

7)  Think 1 can't do anything t o  cope with the pain. 

........................... .... ................... .......................... 1 ... 2 .......*..**.....*......,.. 3 .. 4 5 
NNER RAELY SOMETTMES OFTEN VERY O m N  

8) Take medicine t o  make the pain go away quickly . 

1 .........*.................... 2 .......**..*............... - 3  *.....*.................... - 4  .....*.................*... 5 
NEVER RARELY SOME~~MES OFTEN VERY OFl€N 

9) Ask my parents to  cal1 or take me to a doctor or nurse. 

1 .............................. 2 ...........*.........*... - 3 . -  ....................... ..4 ......*....*.......,.. . 5 
N M R  RARELY SOMETiMES O F E N  VERY OfTEN 

10) Think about where the pain is and how much it hurts. 

1 ..............*...........*... 2 ....*..*................. * . 3  ..*..*................. ..,... 4 ...........*...*.*...*..... 5 
NEVm RARE LY SOMETMES OF'EN E R Y  OFTEN 

11) Keep my feelings inside when 1 feel angry, sad, or fed up 
with the pain. 

1 ........*...*.....*........... 2 ..-.-........................ 3 .*........................... 4 ...................*....... 5 
NEV€R RARELY SOMETïMES O F E N  E R Y  O F E N  



12) Lie down t o  rest. 

....................... ............................. ........................... 1 ........................ * .2  ..3 4 .... 5 
NEMR RARELY SOMEfLMES OFTEN VERY OFTEN 

13) Not move around or do other things that 1 know will make 
the pain worse. 

1 .......................... 2 ............................. 3 ............................. 4 ......................... .. 5 
NEVER RARELY SOMEnMES O F E N  VERY OFTEN 

14) Take a wam bath or rub on ointments. 

........................ ..... ............................. ...............*............. 1 .................. .. - 2  3 4 - 5  
NNER RARRY SOM€lThES OFtEN VERY O F E N  

15) Wonder if 1 did something to  make the pain worse. 

.... .................. ............................. ......................... 1 .. 2 3 ............................. 4 5 
NEVER RARELY SOMETTAIES OFfEN VERY OFTEN 

16) Watch television. 

...... 1 ..............*.-. .. 2 ........-....-.............o. 3 ............................. 4 ........................... 5 
NEVER RARELY SOMErrMES OFTEN VERY OFTEN 

17) Exercise or do physical therapy. 

........................... ................... .......................... .......................... 1 * . 2  - 3  ...... 4 5 
NEVER RARELY SOM€lTMES OFTEN VERY OFTEN 

18) Ignore the pain. 

............................. 1 ................*.......... 2 3 ............................. 4 ........................... 5 
NEVER RARELY SOMEITMES OFTRI  E R Y  OfT€N 



19) Stay busy or active. 

........................... ............................ ............................. 1 .............................. 2 3 4 5 
NE= RARELY SOMErrmES O F E N  VERY OFTEN 

20) Not think of things that bother me. 

.......................... ............................. ..................... .............................. 1 2 .... 3 4 5 
NEVER RARELY SOMElïMES 0- E R Y  OFTEN 

21) Read or look at books for  a while. 

........................... ......................... .......................... .............................. 1 2 3 ....4 5 
NEVER RARELY SOMEnMES O F E N  V€RY OFTEN 

22) Participate in a hobby or some activity that 1 like. 

........................... ............................. ................... 1 .............................. 2 .......... 3 4 5 
NEVER RARELY SOMElTMES OFTEN VERY OFTFN 

23) Try to  think about something else or distract myself. 

........................... ............................. .......................... 1 .............................. 2 3 4 5 
NEER WRELY SOMRTMES OFTEN VERY OFTEN 

24) Think that 1 c m  handle the pain al1 by myself. 

........................... ............................. ......................... 1 ............................ - 2  3 4 5 
NEVER RARELY SOME7TMES OFEN VERY OFTEN 

25) Relax my muscles. 

........................... ............................. ......................... .............................. 1 2 - 3  4 5 
NEVER RARELY SOMETfMES OFTEN E R Y  OFEN 



26) Think about nice things or pleasant times. 

1 .............................. 2 ................... ., .... .... 3 ............................. 4 ........................... 5 
WVEQ RARELY SOM€l'TMES OmEN VERY O f T N  

27) Let out my feelings when 1 am angry, sad, or fed up with 
the pain. 

1 ......................*-. .... 2 ..............*.............. 3 ........,.......-......O . 4 ......................*.... 5 
Nalm RAREtY SOMETIMES O F l m  VERY OFTEN 



rd like you t o  a m e r  these questions once more. Please read the 
sentences caref ully, and this tirne circle the nurnber t hat matches 
how often you think i t  would best serve your child t o  choose to do 
each item when bothered by arthritic pain. I n  other words, which 
responses do you feel are best, and how f requently. 

1) Wish my doctor or parents would give me better pain 
medicine. 

............................ ........................... 1 ............................ 2 3 ............................ 4 5 
NEVER RARELr SUA#Err.!!S OFTEN VERY OFTEN 

2) Think that the pain is gettirig me dom. 

........................... ......................... ............................. 1 .............................. 2 ,.,.3 4 5 
NEVER RARELY SOMETIMES OFEN VERY OFTEN 

3) Tell others how rnuch the pain hurts. 

............................. ............................ ........................... 1 2 3 ............................. 4 5 
NEVER RARELY SOMETfMES OFTEN VERY Of=l€N 

4) Wish that the pain would stop. 

........................... ........................... ............................. 1 - 2  ............................. 3 4 5 
NEVER RARELY SOMErrMES OFfEN VERY O F E N  

5) Not go out with my friends or family as much. 

........................... 1 .............................. 2 ........................... 3 ............................. 4 5 
NEVER RARELY SOMETUIIES OF TEN VERY O M N  



147 

6 )  bepend on others to  help me with everydoy things. 

...... ........................... ................... ............................. .......................... 1 - 2  3 ., 4 5 
NEVER RARELY SOMFTZMES OFTEN VERY OFTEN 

7)  Think 1 can't do anything to  cope with the pain. 

8) Take medicine to make the pain go away quickly. 

........................... ................... ............................. .............................. 1 2 3 ,.,..4 5 
NEVER RARELY S0MEn:MES 0- =Y OFTEN 

9)  Ask my parents t o  cal1 or take me to  a doctor or nurse. 

....................... ........................ ............................. 1 .............................. 2 - 3  4 .... 5 
NEVER RARELY SOMFrrMES OFTEN VERY OFTEN 

10) Think about where the pain is and how much it hurts. 

........................... .......................... 1 ............................ 2 . . 3  ............................. 4 5 
NEVER RARELY SUMEnMES O F f R l  VERY OFTEN 

il) Keep rny feelings inside when 1 feel angry, sad, oc fed up 
with the pain. 

........................... ........................... ............................. 1 .......................... 2 3 4 5 
NEVER RARELY SOMETTMES 0Fl-W VERY OFTEN 

12) Lie dom to rest. 

.............................. ........................... .........................o... .......................... 1 2 3 4 5 
NEVER RARELY SOMEnMES OFTEN VERV OFrEN 
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13) Not m o n  around or do other things that 1 kiow will make 
the pain worse. 

14) Take a warm bath or rub on ointrnents. 

15) Wonder if 1 did something to  makc the pain worse. 

........................... ............................. ........................... ......................... 1 .....2 3 4 5 
NEVER RARRY SûMFnMES O f E N  VEW OFTEN 

16) Watc h television. 

1 ............................ 2 ........*.... .. .... ..,.. - 3  ............................. 4 ...........*.......... - 5  
NE= RARELY SOMEITMES O F E N  VERY O F E N  

17) Exercise or do physical therapy . 

........................... ..................... ............................ .................... 1 ...... 2 3  .... - 4  5 
NEVER RARELY SûMFrrMES OFEN VERY OFTEN 

18) 1 gnore the pain. 

1 ............................ 2 ................... .... - 3  .....-............*....... *..4 ......................... - 5  
NEVER RARELY SOMFrrMES OFTEN VERY OFTEN 

19) Stay busy or active. 

........................... ......................... ....*.*.................. 1 ..........................*... 2 3 4 5 
NEVER RARELY SOMFrrMES Of=m'4 VERY OFTEN 



20) Not think of things that bother me. 

........................... ............................ ............................. .............................. 1 2 3 4 5 
NEVER RARELY SOME7TMES OFTEN VERY OrrEN 

21) Read or look at  books for a while. 

22) Participate in a hobby or som activity that 1 like. 

........................... ........................... ............................. ............................. 1 2 3 4 5 
NEVER RARELY SOM€TIMES OFTEN E R Y  OFTEN 

23) Try to  think about something else or distract myself. 

........................... .................... ............................. ............................. 1 2 3 ..... 4 5 
NEVER RARELY SOMfnMES O F E N  VERY OFTEN 

24) Think that 1 can handle the pain al1 by myself. 

......................... ......................... ............................. ..... ................... 1 .. 2 3 ...4 ..5 
NEVER RARELY S O M t M E S  OFTEN VStY OFTEN 

25) Relax my muscles. 

1 ............................ 2 ............................. 3 .......................... *.4 ........................... 5 
NEVER RARELY SOMETIMES OFlEN VERY OFTEN 

26) Think about nice things or pleasant times. 

......................... .......................... ......................... ........................... 1 2 - 3  4 ..5 
NEVER RARELY SOMRMES OFEN VERY OFTEN 
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27) Let out my feelings when 1 am angry, sad, or fed up with 
the pain. 

1 ............................. 2 .................*. ...... 3 .....................*....... 4 ........................ 5 
Nam RARELY SOMETTMES O m N  VERY O F E N  
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physician' s Report Form 



Patient 

Date of 

152 
Name Today's Date 

last appointment (if applicable) 

Are JA related medications currently prescribed? Yes No 

At your m o s t  recent encounter with this patient, please 
rate your perception of the patient's pain by placing a mark 
at a point along the line. 

No Pain Severe Pain 

Please indicate your impression of the patient's 
present disease activity : 

1..*-......~*2...-~.......3.....*....*.4......-**..~5 
Severe Moderate Mild Quiescent Remission 

(Quiescent = no physical or laboratory signs, on medication; 
Remission = quiescent for two months without medication) 

Please indicate onset type of Juvenile Arthritis for this 
patient (check one) : 

1) Pauciarticular JRA (-1 

2) Polyarticular JRA (-1 

3 )  Systemic JRA 

4) Other Comective Tissue Diseas@(-) 
Please specify 

Approximately when was this child first diagnosed with JA? 



Appendix E 

Division Criteria and Rater Responses For 

Outer-Directed and Inner-Direzted 

Coping Constructs 
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Thanks for  taking a few minutes to help me with this project. 
ï v e  given you a Iist o f  some things that children with arthritis 
pain do to  make thernselves feel better. 1 would like you t o  
divide these items into two scales, as many coping theories 
indicate that there are often two distinct coping styles. There 
are a number o f  paradigms for classifying coping responses, but 
these tend t o  be confusing and often contradictory. I n  a review 
of children's coping with medical situations, Rudolph, bennig, and 
Weisz (1995) proposed two categories which seem to  best 
capture the parallels among the various paradigms. They are 
summarised as f ollows: 

1) Outer-directed coping modes: Strategies are behavioural, 
problem-f ocused, inf orrnation seeking, active, or approach 
oriented. 

2) Inner -directcd coping modes: Strategies are cognitive, 
ernotion-focused, passive, or avoidance oriented. 

Indicate whether you think each action represents outwardly 
directed or inwardly directed coping by ticking the appropriate 
colurnn. I f  you have any questions, 1 can be reached at  758-3633 
or 834-3292. 

Thanks again, 

Janet Kavanagh 



Rater Responses 

What A Child With Arthritis Chooses To ûuter fnwr 1 
1 Do Whcn i n  Pain Directcd bircctcd 1 
&k tny parents to cal1 or take me to a doctor or nurse 7 O 
Oepend on others to help me with everyday thinqs 2 5 
Exercise or do physiccil thmw 7 O 

1 Iqnore the pain 1 6 
1 Kccp my feelings inside when 1 feel angry, sad, or fed O 7 1 
up w i th  the pain 
Let out my feelings when 1 am angry, sad, or fed up 5 2 

1 w i th  the pain 1 
- - 

Lie down t o  rest 6 1 
Not go out with my f riends or family as much 1 6 

2 1 Not move around or do other things ihat 1 know wil! 4 3 1 
1 mke the min worse 1 

rn 

1 Not think of thiws that bother tne O 7 1 
Participate in a hobby or some activity that 1 like 7 O 
Read o r  look at books for a while 6 1 
Relax rny muscles 6 1 
Stay busy or active 6 1 
Take a warm bath o r  rub on ointments 7 O 
Take medicine to make the pain 90 away guickly 6 1 
Tell others how much the pain hurts 7 O 
Think about nice thinqs or pleasant times 1 6 
Think about where the pain is and how much it hurts O 7 
Think 1 can't do anythinq to cope w i th  the pain O 7 
Think that L con handle the min al1 bv rnvself 1 6 - 

L I .  

Think that the pain is qettïng me dom O 7 
1 Tiy to think abaut somethinq else or distmct myself 2 5 
Watch television 5 2 
Wish my doctor or parents would give me better p i n  1 6 
medicine 
Wish th& the pain would stop O 7 

1 

Wonder if 1 did something to make the pain worse 1 6 i 



Appendix F 

Order of Colour Sample Presentation For Childrenls 

Likert Scale Comprehension Task 

~ed' 4 ,  1, 5, 3 ,  2 

Blue 1, 4, 3, 5, 2 

Green 3, 1, 4, 2 ,  5 

Numbers one to £ive indicate colour samples of increasing 
intensity, i.e. one is lightest, 5 is darkest. 



Appendix H 

L e t t e r s  to Solicit Subject Participation, 

and Supplementary Demographic Information Form 

(JA Study Questionnaire) 



Dear Parent, 

1 am writing to tell you about a study of children who 
have arthritic conditions. The focus of this study is the 
pain children experience and how they cope with it. Mrs. 
Janet Kavanagh, the researcher, has asked me to help find 
families who are interested in taking part. This project 
forms p a r t  of he r  Master's degree program in Clinical 
Psychology at Mernorial University of Newfoundland. It has 
been approved by myself, as well as by M.U.N., The Janeway 
Child Health Centre, and The Health Care Corporation of St. 
John's. 1 am her Janeway sponsor, and she is being 
supervised at M.U.N.'s Psychology Department by Dr. 
Christine Arlett. 

If you decide to take part, Janet will need to meet 
once with you and your child. You will both be interviewed, 
and asked to f i l 1  out questionnaires about pain and coping 
with pain. The questionnaires will take into account your 
childls age, and Janet will help with completing them. One 
week later you will be asked to answer another brief 
questionnaire on pain, and mail it to her. Al1 information 
you provide will be kept strictly private and confidential. 
At the end of the study we plan an informal workshop to 
give you the results and to t a l k  about ways to -help children 
cope with pain and illness. 

In any case, if you decide not to take part please take 
a few minutes to cornplete the enclosed questionnaire, and 
mail it to us in the provided envelope. We will be happy to 
answer any questions you rnay have, so please feel free to 
contact Mrs. Janet Kavanagh at 834-3292. You may cal1 out 
of interest, before you decide whether or not to take part. 

Yours sincerely, 

Chaker Hobeika, MD. , FRCP . (C) 



Dear Parent, 

A few months ago 1 wrote to tell you about a study of 
children who have arthritic conditions. Some families have 
not yet had the opportunity to respond. The focus of this 
study is the pain children experience from arthritic 
conditions and how they cope with it. Mrs. Janet Kavanagh 
is the researcher, and this project is the final requirement 
for her Master's degree program in Clinical Psychology at 
M e r n o r i a l  University of Newfoundland. It has been approved 
by myself, as well as by M.U.N., The Janeway Child Health 
Centre, and The Health Care Corporation of St, John's. 1 am 
her Janeway sponsor. She is being supervised at the M.U.N. 
Psychology Department by Dr. Christine Arlett, who is also a 
psychologist at the Janeway. 

Many of the parents who received letters had 
additional questions about the study. To assist you in 
making your decision whether or not to participate, 1 am 
enclosing a letter £rom Mrs. Kavanagh which addresses some 
commonly raised questions. IYe will be happy to provide any 
other information you may need. In any case, we would like 
to hear from al1 families before- you decide whether or not 
to take part. Please feel free to contact Mrs. Janet 
Kavanagh at 834-3292. If you live outside the St. John's 
area you may make this a collect call. 

Yours sincerely, 

Chaker Hobeika, MD. , FRCP . (C) 
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contact the Arthritis Society and childrenfs arthritis 
support groups in other areas for information which may be 
useful to you. Evan if you do not wish to participate in 
this study, pleaae let m e  know if you would l i k e  to teceive 
information about thir, group when it ie being formed. 

Here again, are the general details of this study. If 
you decide to take part in person, 1 will need to meet once 
with you and your child. You will both be interviewed, and 
asked to fil1 orit questionnaires about pain and coping with 
pain. The questionnaires will take into account your 
childls age, and 1 will help with completing them. One week 
later you will be asked to answer another brief 
questionnaire on pain, and mail it to me. For those who 
participate by mail, 1 will talk briefly with you and your 
child by phone before you complete the questionnaires, and 
will call to remind you of the brief questionnaire one week 
later.  You will then return the material to me by mail in a 
provided envelope. Al1 information participants provide 
will be kept ettictly private and confidential. 

In any case, if you decide not to take part please take 
a few minutes to complete the enclosed questionnaire, and 
mail it to us in the provided envelope. 1 will be happy to 
answer any questions you may have, and can be contacted at 
834--3292. You rnay call out of interest, before you decide 
whether or not to take part. Please feel free to make this 
a collect cal1 if you live outside the St. John's area. 1 
very much appreciate your time and interest, and look 
forward to hearing f r o m  you. 

Sincerely , 

Mrs. Janet Kavanagh 



JA Study Questionnaire 

Please take a f e w  minutes to complete the following 
questions and return them to us in the enclosed envelope. 
This information is confidential, and very important to our 
study. Thaaks very much! 

1. Please list t he  age and sex of al1  family members  living 
i n  your home: 

HOW old was your child when he/she first developed 
JA? How old is he/she now? 

1s this child male or fernale? (please circle) 

What grade in school will this child be attending in 
September? 

Parent (s) occupation (s) : 

Parent ( s )  education: 

Marital status of parent(s) in the home: 

Married - 
Separated - 
Common Law - 
Other 

Divorced 
Single Parent 
Widowed 

- - 

8. Gross family income 
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Consent to Participate Form 
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DEPARTMENT OF PSYCHOLOGY AND FACULTY OF MEDICINE 

MEMORIAL UNIVERSITY OF NEWFOUNDLAND 
ST. JOHN'S, NEWFOUNDLAND A1B 3V6 

CONSENT TO PARTICIPATE IN BIO-MEDICAL RESEARCH 

TITLE: How Children Cope With Juvenile Rheumatoid 
Arthritis: Caregiver's Influence, and the Effect of 
Coping On Expressed Pain 

INVESTIGATORS: Mrs. Janet Kavanagh, B.Sc., M.Sc. Candidate, 
Department of Psychology . 

SPONSORS: Dr- Christine Arlett, Associate Professor, 
Department of Psychology and 

Dr. Chaker Hobeika, Associate Prof essor, Faculty 
of Medicine, C.A. Janeway Child Health Centre. 

You and your child or ward have been asked to participate in 
a research study. Participation in this study is entirely 
voluntary. You may decide not to participate or may 
withdraw from the study at any time without affecting your 
normal treatment . 

~onfidentiality of information concerning participants will 
be maintained by the investigator. The investigator will be 
available during the study at a l1  times should you have any 
problems or questions about the study. 

1. Purpose of etudy: This is to provide you with more 
information about our proposed study. We are interested in 
learning more about the pain expexiences of youth who have 
Juvenile Rheumatoid Arthritis or other rheumatic conditions. 
We are also interested in what they choose to do to make 
the pain easier to cope with, and the opinions of their 
parents or guardian. This study is part of the researcherrs 
Master's degree program in Clinicîl Psychology at Mernorial 
University of Newf oundland. 
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2 .  Deecription of proceduree and tests: In this study, 
Janet Kavanagh will be your researcher. During your 
interview session several things will take place. Janet 
will meet first with both parent and child, to get 
acquainted. The parent and child will then go to separate 
rooms, or at least where they cannot hear each other. Janet 
will give the parent three questionnaires - one about pain 
and two about coping. She will explain how to fill these 
out, and if there are no further questions, will leave the  
parent alone to complete them. If the parent has any 
difficulty or questions, Janet will provide assistance after 
the child has finished his/her questionnaires. 

Janet will begin the session with young children by 
testing their understanding of greater and lesser amounts. 
This will be done by having the child put light and dark 
colours in the correct order. This step is not necessary 
for older children and adolescents. Al1 youth will be asked 
to fill out one questionnaire on pain, and one on coping 
skills. They will be asked to use pencils or markers to do 
this. Janet will work through a l1  questions with the youth. 
In the case of adolescents, if they have no writing 
difficulties, and understand the instructions, they may go 
ahead and complete some questions on their own. Janet will 
stay with them in case they have any problems. Once they 
have finished, Janet will check with the parent to see if 
any help is needed. 

Once the questionnaires are complete, Janet is free to 
answer some questions about the study. A letter explaining 
the study will be provided for you to keep. Janet will give 
each of you another brief questionnaire about pain. You 
will need to f il1 this out one week from your interview, and 
mail it to us in an envelope provided. Janet will arrange 
to telephone you to remind you of this. We will also need 
to ask your childls doctor a few brief questions about 
his/her arthritis, and will show you the form your doctor 
will fill out. 



166 
3 .  Duration of aubject participation: The researcher will 
need to m e e t  once with your child and an adult who is t he i r  
primary caregiver. This interview and questionnaire session 
should take no more than two hours. One week later you will 
both be asked to answer another brief question on pain, and 
send it to us by mail in a provided envelope. This should 
take no more than five minutes. 

4 .  Foreeeeable riska, d i s c d o r t s ,  or inconveniences: It 
is possible that focusing attention on pain and illness may 
temporarily increase your childls discomfort. It can a l so  
be the case, however, that an opportunity to talk openly 
about illness experiences can help reduce stress- Should 
your child pay more attention to their ~ a i n  as a result of 
this study, this effect is likely to be short lived. 

5. Benefits which the subject may receive: After the 
study is complete, Janet will be offering a workshop for 
parents, to thank you for your help. This will be an 
informal meeting of parents, to give you the results of th2 
study, and provide information on ways that children can 
learn to cope with pain. 

6 ,  Alternative procedures or treatment for thoae not 
enteting the study: This study is in no way intended to 
replace any of your childls usual medical care, therefore an 
alternative for those who choose not to participate is not 
needed . 

7. L i a b i l i t y  Disclaimer Statement: Your signature on this 
form indicates that you have understood to your satisfaction 
the information regarding your participation in the research 
project and agree to participate as a subject. In no way 
does this waive your legal rights nor release the 
investigators, sponsors, or involved institutions from their 
legal and professional responsibilities. 
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1, , the undersigned, agree 

to my participation and to the participation of 

child, ward, relative) 

the research study described. 

Ariy questions have been answered and 1 understand what is 
involved in the study. 1 realise that participation is 
voluntary and that there is no guarantee that 1 will benefit 
from rny involvement. I acknowledge that a copy of this fom 
has been given to me. 

(Signature of Participant) (Date > 

(Witness Signature) (Date) 

-- 

(Signature of Minor participant) 

Age 

Relationship t o  Participant Named Above 

To the best of my ability 1 have fully explained to the 
participants the nature  of t h i s  research study. 1 have 
invited questions and provided answers. 1 believe that the 
participants fully understand the implications and voluntary 
nature of this study. 

(Signature of Investigator) (Date) 
Telephone Number: 834-3292 



IMAGE EVALUATION 
TEST TARGET (QA-3) 

APPLIED IMAGE. lnc 
1653 East Main Street 

O 1993. Applieû Image. Inc. Al1 Rights Resenred 




