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ABSTRACT 

This descriptive research’s aim was to assess fatigue experience, 
management strategies, and psychological well-being among children with Systemic 
Lupus Erythematosus (SLE). The Symptom Management model developed by Dodd 
and colleagues (2001) was used as a conceptual framework for this study. The study 
sample included sixty three children with SLE who received medical treatment at the 
Nephrology Clinic, Department of Pediatrics, Siriraj Hospital. Data were collected by 
using: 1) a demographic characteristic self-report questionnaire, 2) a fatigue 
management strategies questionnaire, 3) the Revised Fatigue Piper Scale,  and 4) the 
Index of Well-being. Data were analyzed using frequency, percentage, mean and 
standard deviation.    

The study results revealed that children with SLE had fatigue experience at 
a mild level (Mean = 2.69, S.D. = 1.71). Patients’ perceived that the causes of their 
fatigue were their illness (76.2%), inadequate rest/insomnia (55.6%) and pain (41.3%), 
respectively. The management strategy commonly used by the patients was trying to 
be in a place with fresh air (Mean = 2.12, S.D. = 0.58). This management strategy 
relieved their fatigue at a moderate (41.3%) or high (44.4%) level. In addition, study 
participants had an overall psychological well-being at a high level (Mean = 5.57, S.D. 
= 1.04). Most of the participants (76.2%) obtained fatigue management strategies from 
their family members. 
  

According to the study findings, health care providers (especially 
professional nurses) should emphasize their role as health educators. They can provide 
fatigue management strategies which are appropriate to individual patients and his/her 
caregivers. The study findings can also be used as a baseline of information for 
developing nursing practice guidelines in order to manage patient’s fatigue effectively 
and enchance the psychological well-being of children with SLE at an early stage of 
diagnosis.  
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บทคัดยอ 

การศึกษาครั้งนี้เปนการวิจัยแบบบรรยาย เพื่อศึกษาประสบการณการมีอาการเหนื่อยลา การ
จัดการกับอาการเหนื่อยลา และความผาสุกทางจิตใจในผูปวยเด็กโรคเอส.แอล.อี. โดยใชแบบจําลองการ
จัดการกับอาการของดอดดและคณะ (2001) เปนกรอบแนวคิดในการศึกษา กลุมตัวอยางเปนผูปวยเด็กโรค
เอส.แอล.อี. ที่มารับการรักษาที่คลินิกผูปวยเด็กโรคไต ภาควิชากุมารเวชศาสตร โรงพยาบาลศิริราช  โดย
เลือกกลุมตัวอยางตามเกณฑที่กําหนดจํานวน 63 ราย เก็บรวบรวมขอมูลโดยใหผูปวยตอบแบบสอบถาม 
ประกอบดวย 1) ขอมูลสวนบุคคล 2) ประสบการณอาการเหนื่อยลา  3) การจัดการอาการเหนื่อยลาโดย
ผูปวยเอง และ 4) ดัชนีวัดความผาสุกทางจิตอารมณ ทําการวิเคราะหขอมูลดวยความถี่ รอยละ คาเฉลี่ยและ 
สวนเบี่ยงเบนมาตรฐาน  

ผลการวิจัยพบวา ผูปวยเด็กโรคเอส.แอล.อี.มีประสบการณการมีอาการเหนื่อยลาโดยรวมอยู
ในระดับเล็กนอย (Mean = 2.69, S.D.= 1.71) สาเหตุที่ทําใหเกิดอาการเหนื่อยลาตามการรับรูของกลุม
ตัวอยาง คือ โรคที่เปนอยู (76.2%) การพักผอนไมเพียงพอ/นอนไมหลับ (55.6%) และอาการปวดตาง ๆ 
(41.3%) ตามลําดับ กลวิธีจัดการกับอาการเหนื่อยลาที่ปฏิบัติมากที่สุด ไดแก พยายามไปในที่มีอากาศ
บริสุทธิ์ (Mean = 2.12, S.D.= 0.58) ซึ่งวิธีนี้สามารถบรรเทาอาการเหนื่อยลาไดในระดับปานกลาง (41.3%) 
ถึงระดับมาก (44.4%) และมีความผาสุกทางจิตใจโดยรวมอยูในระดับสูง (Mean = 5.57, S.D.= 1.04) กลุม
ตัวอยางสวนใหญไดรับขอมูลเกี่ยวกับวิธีการจัดการกับอาการเหนื่อยลาจากสมาชิกในครอบครัว ( 76.2%) 

ขอเสนอแนะจากผลการวิจัย คือ บุคลากรทีมสุขภาพโดยเฉพาะพยาบาลควรเพิ่มบทบาทใน
ฐานะผูใหความรูใหมากขึ้น เพื่อสงเสริมการใหความรูในเรื่องการจัดการอาการเหนื่อยลาอยางเหมาะสมใน
ผูปวยแตละบุคคลแกผูปวยเด็กโรคเอส.แอล.อี.และผูดูแล รวมทั้งเปนขอมูลพื้นฐานในการสรางแนว
ปฏิบัติการพยาบาลเพื่อจัดการอาการเหนื่อยลาไดอยางมีประสิทธิภาพ และสงเสริมความผาสุกทางจิต
อารมณนับตั้งแตในระยะแรกเริ่มที่ไดรับการรักษาโรค 
 
106 หนา   
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CHAPTER I 

INTRODUCTION 

 

 

Background and Significance of the Study 
 Systematic Lupus Erythematosus (SLE) or Lupus is a severe chronic 

autoimmune disease, which results in inflammation and eventual damage in a broad 

range of organ systems (Tucker, 2007). 

 SLE can be found anywhere in the world.  It can happen to all age groups, 

from birth to 89 years of age. About 90% to 95% of the cases are found in females in 

reproductive age between 15 and 45 years (Wallace & Metzger, 1997 cited in Aosiri & 

Deesomchoke, 2001). In overseas reports, it has been documented that SLE is found in 

about 10 to 20 children younger than 18 years of age in the population of 100,000 

(Beresford & Davidson, 2006). The ratio of males to females in the first ten years of 

life who have SLE is 1:4, and that between the age of 20 and 30 years is 1:9. The 

average age of the onset of  SLE is 11 years old (Johnson, Gordon, Palmer, & Bacon, 

1995; Klein-Gitelman, Reiff, & Silverman, 2002; Stichweh, Arce, & Pascual, 2004).  

Likewise, in Thailand, at Siriraj Hospital the mean and median ages of onset were 9.7 ± 2.8 

and 10 ± 2.2 years, respectively (Supavekin, Chatchomchuan, Pattaragarn, Suntornpoch, & 

Sumboonnanonda, 2005), which is the period when children are approaching their teenage 

years. According to the statistics of  children with SLE at Siriraj Hospital from 2002 to 

2004, the number of children with SLE from birth to 18 years of age was 54, 66, and 

69, respectively (Office of the Registrar, Siriraj Hospital, 2005). At King Chulalongkorn 

Memorial Hospital, from 2003 to 2005, the number of children with SLE was 36, 38, and 

44, respectively (Office of the Registrar, King Chulalongkorn Memorial Hospital, 2005). As 

such, it can be seen that the number of children with SLE tends to increase, and more than 

80% of  these patients are children aged 10 to 15 years old.   

  SLE in children and adolescents generally have severe symptops, and it is 

also associated with poor prognosis because there is more likelihood for abnormality 

of different organ systems such as neurological system, renal system, and hematology 
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diseases in children than in adults (Stichweh, et al., 2004; Sumboonnanonda, 2005).  

In addition, about three in four pediatric children will suffer from renal symptoms after 

they have been diagnosed with SLE, which can eventually lead to renal failure and/or 

mortality in these children (Klein-Gitelman et al., 2002).  Approximately 90% of the 

patients will develop such symptoms within the first year after the onset of the disease, 

and those with only minor symptoms may subsequently suffer from more severe 

symptoms (Cameron, 1994). Thus, the rates of morbidity and mortality in pediatric 

patients are higher than those in adult patients. Furthermore, they require high doses of 

medications which have severe side effects. 

 At present, even though the prognosis of children with SLE tends to be 

better and the survival rates tend to increase due to timely diagnosis and more effective 

treatments, with the ten-year survival rate higher than 80% to 90% (Cameron, 1994; 

Lehman, 1991). There for health care providers should focus on the impact of SLE on 

psychological well-being these patients. Such psychological impacts result from the 

chronic nature of the illness, changing developments and growth, changing in physical 

appearances caused by the illness and/or the treatments, neurocognitive abnormality 

which may affect their learning abilities, and long-term complications of children with 

SLE (Sumboonnanonda, 2005; Beresford & Davidson, 2006). In addition these 

children with SLE suffer from the pathology of the disease or the treatment, such as 

facial rashes, joint pain, and fatigue, which can be a cause of death.  

 The symptoms generally found in children with SLE include fever, fatigue, 

loss of appetite, weight loss, joint pain, and skin rashes. These common symptoms 

tend to be overlooked by healthcare team members (Beresford & Davidson, 2006; 

Xiaohu, 2007). These symptoms also effect social functioning and quality of life of 

these patients (Dodd, Miaskowski, & Paul, 2001). In generally, fatigue. in children 

with chronic health problems also affected their general health condition and health 

related quality of life which were forgotten or ignored by health care providers (Eddy 

& Cruz, 2006). Also, fatigue is a symptom that is difficult to diagnose and treat. 

Fatigue is notified mostly through the verbal account of the patients or through the 

observation of patients’ behaviors. Sometimes, it is believed that fatigue is caused by 

stress or disease activity. Therefore, evaluation of fatigue in children with SLE should 

be carefully performed with valid and reliable instruments.  Moreover, the evaluators 
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should be knowledgeable about the normal developmental stages of children and youth 

and should be able to communicate with these patients so as to differential fatigue from 

other symptoms (Aosiri & Deesomchoke, 2001; Beresford & Davidson, 2006; Robb-

Nicholson et al., 1989). In pediatric cancer patients younger than six to seven years old, 

fatigue is generally evaluated by simply asking the patients whether they have experienced 

fatigue or not.  However, this kind of evaluation will be more reliable when used with older 

children (Collins, et al., 2002; Hockenberry, et al., 2003 cited in Worawut, 2006). 

 Fatigue, one of the common symptoms, was the most disabling symptom 

experienced by individuals with SLE, accounting for more than 70% (Krupp, 

LaRocca, Muir-Nash, & Steinberg, 1990; Tench, McCurdie, White, & D’Cruz, 2000; 

Wysenbeek, Leibovici, Weinberger, & Guedj, 1993; Zonana-Nacach et al., 2000) And, 

fatigue can be found in all stages of the disease, during both the remission and the 

exacerbation. SLE patients suffer from fatigue, which affect their physical and mental 

health and may cause disability as well (Dobkin, Fortin, Joseph, Esdaile, Danoff, & 

Clarke, 1998; Jacobsen, et al., 1998). In 30-50% of patients with SLE, fatigue is the 

most debilitating symptom interfering with physical, social and emotional functions 

(Avina, 2007). Bruce, Mak, Hallett, Gladman, and Urowitz (1999) have found fatigue 

severity to be correlated with quality of life. And these SLE patients with higher 

fatigue severity were more likely to have a poor health status. In a recent study, fatigue 

was the major effect of the SLE outpatients’ quality of life (Huang, Chou, Lin, & 

Chao, 2007). Given that fatigue-related distress in SLE patients impacts all dimentions 

of the patients’ well-being and ultimately quality of life. 

 No studies have been conducted to explore the cause of fatigue in children 

with SLE. There were several factors which related to severity of fatigue. These 

factors were depression, disease activity, quality of sleep, mood, pain, quality of life, 

fibromyalgia, and general health status (Bruce et al.,1999; Mckinley, Ouellette, & 

Winkel, 1995; Tayer, Nicassio, Weisman, Schuman, & Daly, 2001; Tence, Bentley, 

Vleck, McCurdie, White & D’Cruz, 2002; Wang, Gladman, & Urowitz, 1998). In addition, 

McKinley and colleagues (1995) examined the relationship among depression, sleep 

disturbances, and fatigue in 48 female SLE patients. Study findings revealed that 

women with fatigue was a destructive experience and that disease activity preceded 

depression and sleep disturbances. According to a pathanalytic framework, Tayer and 
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colleagues (2001) reported that depression and helplessness served as mediating 

variables in the relationship between disease status and fatigue. Also, Omdal, 

Waterloo, Koldingsnes, Husby, and Mellgren (2003) reported that fatigue in SLE 

patients was a psychosocial response such as emotional distress, stressors, and 

depression, which were found in patients with chronic pain syndrome. Therefore, it 

can be stated that fatigue in SLE is the patients’ perception or feeling of fatigue that 

they are experiencing due to various factors, particularly psychosocial factors. 

 According to Dodd and colleagues (2001), fatigue is viewed as a complex 

multidimentional symptom involving physical, emotional and psychological aspects 

that interferes with daily life performance and ability to concentrate, ultimately 

influencing one’s sense of well-being. The experience of the symptom described by 

Dodd includes an individual’s perception of symptoms, evaluation of the meaning of 

symptoms and response to symptoms. In addition, the experience of fatigue perceived 

by children with SLE may lead to appropriate strategies for the alleviation or control 

of the symptom (Dodd et al., 2001). A qualitative study also expressed that SLE 

patients are inclined to feel fatigued, non-energetic or disabled during their daily 

activities (Archenholtz, Burckhardt, & Segesten, 1999). Ouellette, Bochnak, and 

McKinley (unpublished data cited in Mckinley et al., 1995) found that women with 

SLE talked about fatigue, evoking 3 themes. First, the women presented fatigue as 

restricting their daily lives by affecting both home and work involvements. Second, 

they diligently attempted to get enough rest and sleep in an attempt to control fatigue. 

Finally, rest and sleep were often futile in allevating fatigue. Likewise, Robb-

Nicholson and colleagues (1989) found that 74% of the patients report that they 

usually did not have enough energy to do what they wanted, 61% had trouble sleeping 

and 74% felt that their fatigue was worse  between 1:00 p.m. and 5:30 p.m. Furthermore, 

70% of these patients tried to manage their fatigue by taking a rest, 22% exercised, 

and 9% did nothing to manage their fatigue. It can be seen that fatigue is a commonly 

found symptom and it leads to stress and affects daily living activities of patients. Put 

another way, fatigue considerably affects physical and psychological well-being of the 

patients. In addition, it has been found that patients try to manage their fatigue by 

themselves, and when their fatigue management is not effective enough to relieve or 

eliminate fatigue, it can even increase the fatigue level of  patients. 
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 When patients are experiencing fatigue, their physical functioning and 

ability to carry out activities will be reduced (Messias, Yeager, Dibble, & Dodd 1997).  

Their body loses energy and metabolism capacity which affects functioning of all 

bodily organs, thus leading to changes in the functioning of different systems in the 

body including the respiratory system, hematology system, bone and muscle system, 

etc.  Distinguishing symptoms of patients with fatigue are reduced body strength, 

increased heart rate, heart tremor, and sweating, which force patients to stop doing 

activities and take a rest.  For this reason, their quality of life and daily functioning 

will be reduced (Taylor et al., 2000).  In general, fatigue is one of the symptoms which 

can be used to measures of disease activity of SLE, and it is included in various 

instruments including the British Isles Lupus Assessment Group Scale (BILAG), Mexican 

SLEDAI (Mex-SLEDAI), the Systemic Lupus Erythematosus Activity Measure (SLAM), 

and the European Consensus Lupus Activity Measure (ECLAM), etc (Akkasilp, 2001). 

 In children with SLE, in addition to considerable effects on their physical 

development, fatigue also has an effect on their psychological, emotional, and social 

development (Beresford & Davidson, 2006). This is because fatigue reduces their 

physical capacity, so the patients feel that their activities or movements are limited, 

hence an effect on their daily living activities.  When they are unable to carry out work 

or activities as they used to, their social activities and psychological well-being will be 

reduced, hence the feelings of gloominess, suffering, and dependence on others.  As a 

consequence, the patients will greatly lose their identity, self-image, self-confidence, 

and self-control. Furthermore, the course of SLE is generally characterized by 

exacerbations and  remissions, the patients can develop the feeling of uncertainty, as 

well as the inability to control or predict their future.  This results in an increase in 

anxiety, social isolation, and depression, which in turn increases their level of fatigue.  

As such, they may pay less attention to themselves and have less self-care, which can 

worsen the symptoms and increased disease activity. When this happens, the treatment 

may become more difficult and complicated, and the patients may lose more medical 

expenses, or their condition may lead them to morbidity or mortality.  

 Literature review found that the research on children with SLE focusing on 

fatigue has still little been done. Furthermore, those are the researches conducted in 

foreign countries and particularly focused on the incidence of fatigue occurred in 
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children with SLE only. To help this group of patients to properly decrease/relieve the 

occurred fatigue is an important role of the nurse. In turn, the nurse will gain more 

understanding about fatigue experience, patients’ self-management strategies both in 

effective and ineffective methods, and also the outcomes of symptoms and fatigue 

management from using those strategies. Therefore, researcher needs to study about 

fatigue experience, fatigue self-management, and psychological well-being based on 

the perception of children with SLE. The result of this study will lead to the cognition 

of information about fatigue experience, fatigue management strategies and 

psychological well-being  which is seen as an indicator of outcomes in patients. This 

can lead to the development of effective nursing care activities to enable patients to 

appropriately perform self-care and manage their fatigue to ensure their well-being.  

  

Research Questions  
1. What is fatigue experience of children with SLE? 

2. What are fatigue management strategies used by children with SLE? 

3. What is psychological well-being of children with SLE like? 

 

Purposes of the Study 
1. To investigate fatigue experience of children with SLE. 

2. To study fatigue management strategies and psychological well-being 

 of children with SLE. 

 

Conceptual framework  
 In the present study, the revised symptom management model developed 

by Dodd and colleagues (2001) was employed as the conceptual framework of the 

study. This conceptaul framework was developed from the concept of symptom 

management of Larson, Carrieri-Kohlman, Dodd, Douglas, Faucett, and Froelicher 

(1994), the model of Dodd and colleagues (2001) involves an awareness of the nursing 

discipline which consists of persons, health, illness, and the environment, which in 

turn have an influence on three major concepts of symptom experience, symptom 

management strategies, and symptom outcomes, which can be explained below. 
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 1. Symptom experience comprises the following: 1) Perception of symptoms 

refers to individuals’ perception that their physical condition or behavior has changed.         

2) Evaluation of symptoms refers to individuals’ consideration of severity of symptoms, 

their causes, their treatment, and their effects on their life. 3) Responses to symptoms 

refer to individuals’ physical, psychological, cultural, social, and behavioral changes 

that take place after their perception of symptoms.  The understanding of the 

components of symptom experience is believed to lead to more effective symptom 

management. 

 When individuals feel that their physical conditions or behaviors have 

changed, they will begin to perceive the symptoms that have taken place.  Individuals’ 

perception depends on individual factors and treatment factors. Generally, when 

individuals perceive their symptoms, they will evaluate such symptoms in terms of 

severity, location, duration, and frequency of the symptoms that affect their daily life.  

They will also evaluate the threat of the symptoms, depending on their symptom 

experience.  Once individuals have evaluated their symptoms, they will respond to the 

symptoms through their physical, psychological, social, cultural, and behavioral 

expressions.  For instance, their physical responses involve manifested changes such 

as insomnia, while psychological responses tend to reflect the changes in their 

thinking or vision including emotional changes and changes in self-concepts, etc.  

Also, behavioral responses are expression of the feelings individuals have for the 

symptoms of the disease, including verbal and non-verbal communications including 

crying, acting confused, and reduced functioning.  In general, individuals can have 

response to only one symptom or more than one symptom, and when they have 

perceived their symptom experience which may be threatening to them, they will have 

to seek ways to manage such symptoms. 

2. Symptom management strategies are a dynmic process depending on 

duration, needs, and responses of individuals to manage their symptoms.  Symptom 

management begins when individuals evaluate their perceived symptoms, which is 

seen as identification of problems and specification of the goal of symptom 

management to control or relieve symptoms. The components of symptom 

managements are the following: who manages the symptoms?, what are the methods 

used to manage the symptoms?, when?, where?, why?, how?, and in what way?  After 
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individuals have searched for strategies to manage symptoms and tried them out, they 

will see the outcomes of the management.  In fact, there may be only one goal or more 

than one goal for symptom management strategies.  In general, symptom management 

strategies tend to place their focus on control of symptoms that cause problems and 

prolong the negative biomedical effects.  Symptom management strategies may be 

initiated by the patients, by medical personnel, and with the use of medication. 

3. Symptom outcomes are outcomes of symptom experience and perception 

of efficiency and effectiveness of symptom management strategies.  In general, there 

are eight outcomes that are indicators of quality of management: 1) symptom status,   

2) functional status, 3) emotional status, 4) costs, 5) morbidity and co-morbidity,        

6) mortality, 7) quality of life, and 8) self-care.  The outcomes of symptom 

management strategies may be interrelated and affect one another. 

In the present study, the symptom management model of Dodd and 

colleagues (2001) was used to explain fatigue experience, fatigue management, and 

symptom outcomes of children with SLE.  Based on this model, it can be concluded 

that each individual patient has different components. These components include 

personal component, health component, illness component, and environmental 

component. These components have an influence on fatigue experience of the patients, 

their perception and evaluation of fatigue, and responses to fatigue symptoms, 

depending on each individual patient.  They also have both direct and indirect effects 

on symptoms, treatment, selection of symptom management strategies, and symptom 

outcomes of each individual patient. 

Fatigue experience is an experience in which individuals perceive and feel 

that there are some changes that have occurred with their physical conditions or 

behaviors. They use such perception and feeling to interpret fatigue they are 

experiencing, such as exhaustion, lack of energy, and boredom, etc. Perception of 

fatigue is individual experience, and each individual gives different meaning to 

fatigue.  Generally, patients will evaluate their fatigue and decide the level of severity, 

its cause, and danger or effects on their life.  If patients believe that fatigue is a threat 

to them, they tend to perceive that the level of severity of fatigue is high, and they will 

respond to fatigue through changes in their physical, psychological, emotional, and 

Copyright by Mahidol University



Fac. of Grad. Studies, Mahidol Univ.                                                      M.N.S. (Pediatric Nursing) / 9 

behavioral conditions, and they will search for means or methods to control or relieve 

fatigue.   

In the present study, symptom management strategies included self-management 

strategies initiated by patients such as changes in their activities, changes in their sleep 

patterns, or other strategies the patients used to reduce or relieve fatigue they were 

experiencing so as to enable themselves to live with fatigue with satisfaction. 

Generally, fatigue management is a dynamic process which constantly changes 

depending on duration, needs, responses, and acceptance of individuals.   

On the other hand, fatigue outcomes are outcomes of fatigue experience as 

well as perception of efficiency and effectiveness of symptom management strategies 

used by patients to reduce or eliminate fatigue.  In this study, the selected fatigue 

outcome was emotional status. Based on  previous studies, fatigue was positively 

associated with mood distress as fatigue makes individuals tense, anxious, depressed, 

angry, restless, irritable, and emotionally unstable (Aaronson et al., 1999; Bower, 

Ganz, Desmond, Rowland, Meyerowitz, & Belin, 2000; Irvine, Vincent, Graydon, 

Bubela, & Thompson, 1994; Piper, Lindsey, & Dodd, 1987). Similarly, studies have 

shown that there is a positive relationship between depression and fatigue in SLE 

patients (Krupp et al., 1990; McKinley et al., 1995; Tence et al., 1998).  In this study, 

emotional status was measured through psychological well-being of children with SLE  

as it manifested an important psychoemotional adaptation and reflects quality of life 

and optimism towards the patients’ environment (Neugarten, Havighurst, & Tobin, 

1961 cited in Tongvichien, 2007). Psychological well-being was measured using The 

Index of well-being (IWB) which is an instrument developed to evaluate psychological 

well-being as perceived by individuals in the cognitive and affective aspects (Campbell, 

Converse, & Rodgers, 1976 cited in Meravigia, 2004).  It is worth noting that, in this 

study, the researcher was interested in investigating fatigue experience of children 

with SLE, fatigue management initiated by patients, and psychological well-being of 

children with SLE without exploring the relationship among these variables, as 

illustrated in Figure One below. 
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Figure 1  Conceptual Framework of the Study 

 

Scope of the Study 
 The present study aimed at investigating fatigue experience, fatigue 

management, and psychological well-being of children with SLE aged between 10 and 

15 years old who sought treatment at Nephrology Clinic, Department of Pediatrics, 

Siriraj Hospital.  

 

Definition of Terms 
 1. Fatigue experience was defined as perception and evaluation of fatigue 

in terms of its occurrence, frequency, severity, and patients’responses. The perception 

of fatigue can be described in variety of ways by using terms such as tired, weakness, 

fatigued, slowness, worn-out, drained, exhausted, sleepiness, sleep deficient, lack of 

energy for performing normal activities, etc. In this study, the fatigue experience was 

assessed by the Thai version of the Fatigue Piper Scale (Piper, et al, 1998)  

Fatigue Experience in S.L.E. 
patients: 
  - Perception  
  - Evaluation 
  - Responses              

Fatigue Management by 
SLE patients: 
    - Self-care or self-

management strategies 

Fatigue Outcomes in 
S.L.E. patients: 
- Psychological well-being 
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 2. Fatigue management strategies refer to behavioral interaction/activities 

chosen by children with SLE for managing fatigue. In this study, fatgue management 

strategies  were evaluated by using the Self-care Diary (SCD) developed by Nail 

(1989). The Thai version was translated by Khongsaktakul (2004).  
 3. Psychological well-being refers to emotional status as one outcome of 

the fatigue experience and management strategies for alleviating fatigue used by 

children with SLE. In this study, psychological well-being was evaluated by using the 

index of well-being scale developed by Campbell and colleagues (Campbell, Converse, 

& Rodgers, 1976). The Thai version was translated by Pongthavornkamol in 2003. 

 

Expected Outcomes and Benefits 
 1. The findings of the study could be used to guide for nurses and other 

healthcare team members to gain better understanding of fatigue experience, fatigue 

management, and psychological well-being of children with SLE so as to devise a 

nursing care plan to more effectively promote fatigue management among children 

with SLE aged 10 to 15 years. 

 2. The study findings could also be used as a guide for further research on 

fatigue experience in other groups of  SLE patients. 
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CHAPTER II 

LITERATURE REVIEW 

 

 
 The present study aimed at investigating fatigue experience of children 

with SLE aged between 10 and 15 years, their fatigue management strategies, and 

their psychological well-being.  In this chapter, related literature and research are 

reviewed in the following topics: 

1. Systemic Lupus Erythematosus in children 

2. Fatigue 

3. Model of symptom management  

4. Fatigue in patients with SLE 

5. Fatigue management strategies in chronic patients 

6. Nursing care for fatigue in patients with SLE 

7. Psychological well-being of patients with SLE 

 

1. SLE in Children 
 Systemic Lupus Erythematosus or SLE is a disease of the connective 

issues involving chronic inflammation of different organs in almost every part of the 

body. The cause of SLE is not yet conclusive, but there are a number of factors that 

may play a role in the onset of SLE such hereditary factors, viral infections, hormones, 

and the environment that bring about abnormality of the immune system. In particular, 

when there is abnormal functioning of the T and B lymphocytes, autoantibodies in the 

body of the patients will be generated, leading to inflammations of various organs in 

the body. The affected organs will become aching, swollen, reddened, or heated, and 

some parts of the autoantibodies will attach to the substances in the body, resulting in 

immune complexes that accumulate in various organs, hence inflammation and pathology 

of different bodily systems. The symptoms vary including renal symptoms, symptoms 

of the skin, circulation system, and neurological symptoms, etc. (Stichweh, Arce, & 

Pascual, 2004 cited in Srunpakit, 2005).  
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 The incidence and prevalence of SLE depend on age, gender, and 

ethnicity. SLE is commonly found in African Americans and easterners, and it is less 

frequently found in Caucasians. About 90 to 95% of SLE is found in reproductive 

females aged between 15 and 45 years old (Aosiri & Deesomchoke, 2001). SLE was 

found in about 10 to 20 in 100,000 children younger than 18 years of age (Beresford & 

Davidson, 2006). Most of the SLE is found in older children or adolescents than in 

younger children, and in more females than in males.  The mean age in which children 

start to be stricken with SLE is approximately 11 years of age. In addition, the 

proportion of SLE in boys and girls in the first ten years of life is 1 to 4, and this 

changes to 1 to 9 in males and females aged 20 to 30 years old (Johnson et al., 1995; 

Klein-Gitelman et al., 2002; Stichweh et al., 2004). According to the statistics on 

pediatric patients of Siriraj Hospital between 2002 and 2004, the number of children 

with SLE who sought treatment at the hospital was equal to 54, 66, and 69, 

respectively (Office of the Registrar, Siriraj Hospital, 2005). As for King Chulalongkorn 

Memorial Hospital, the number of children with SLE who sought treatment between 

2003 and 2005 was equal to 36, 38, and 44, respectively (Office of the Registrar of 

Inpatients of King Chulalongkorn Memorial Hospital, 2005).  Based on such statistics, 

it can be concluded that the number of children with SLE tends to increase. 

 

Diagnosis of SLE 
 As SLE is a disease that causes inflammation to different organs, the 

symptoms of  SLE patients vary.  For this reason, the diagnosis has to rely on review 

of patients’ medical history, physical examination, and laboratory tests.  In general, 

SLE in children is diagnosed using the 1982 Revised American College of 

Rheumatology Criteria for Systemic Lupus Erythematosus based on the criteria of The 

American College of Rheumatology (Hochberg, 1997) as follows: 

1. Malar rash 

2. Discoid- lupus rash 

3. Photosensitivity 

4. Oral or nasal mucocutaneous ulceration 

5. Nonerosive arthritis 

6. Pleuritis or pericarditis 
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7. Nephritis 

 -Proteinuria > 0.5 g/day 

  -Cellular cast 

 8. Cytopenia 

 9. Encephalopathy 

-Seizures 

-Psychosis 

10. Positive immunoserology 

- Antibodies to dsDNA 

- Antibodies to Sm nuclear antigen 

- Positive finding of antiphospholipid antibodies base on: IgG or IgM  

   anti-cardiolpin antibodies or 

- Lupus anti-coagulant or 

- False-positive serologic test for syphilis for at least six months,    

confirmed by Treponema pallidum immobilization or fluorescent treponemal antibody 

absorption test 

11. Positive antinuclear antibody test 

If the patients have clinical characteristics and/or laboratory results that 

match at least four of the criteria, they will considered as having SLE with the 

sensitivity of 95% and specificity of 96%.  However, a large number of patients may 

have symptoms that meet only one or two of the above criteria in the initial period, 

with other symptoms subsequently follow (Sumboonnanonda, 2005).  Most of the 

child patients come to see the doctor with unspecific symptoms such as fever, fatigue, 

or weight loss. Others may seek medical treatment for acute and severe symptoms in 

different systems such as acute renal failure, neurological symptoms, seizure, anemia, 

low white blood cell count, and respiratory failure, and most have infection in the 

circulation system as well (Vilaichon & Wattana, 2001). 

Clinical manifestations of children with SLE which can be found in 

different bodily systems can be divided as follows (Stichweh et al., 2004): 

Skin: mucocutaneous manifestations are frequent in children with SLE.  

The most commonly found symptom is facial rash. To be exact, malar rash can be 

found in 44 to 74% of children with SLE at the time of diagnosis.  Malar rash is a red 
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or purplish, and is also mildly scaly.  It usually starts from the cheekbones and 

involves the bridge of the nose, hence the name ‘butterfly rash.’  It is photosensitive, 

and it may spread to cover the whole face, scalp, neck, chest, and limbs. 

Hair: The abnormality that can be found is the hair becomes coarser and 

the color is faded.  Split ends may also result.  Hair loss can occur in as many as 30% 

of the cases, either in patches or the whole head. 

Eyes: The blood vessels in the retinas tend to die, and there will be a sheath 

that covers the retinas.  In some cases, the condition may be so severe that the patients 

become blinded.  Conjunctivitis, episcleritis, optic neuritis, and photophobia may also 

result. 

Musculo-skeletal systems: Arthritis can be found in 74-90% of children 

with SLE, usually symmetric polyarthritis of both small and large muscles.  The pain 

may be more severe, and the condition tends to respond well to treatment.  The 

radiography shows mostly osteopenia without any other changes.  Osteopenia may 

also result from diseases of the muscles or continuous intake of a high dose of 

corticosteroid. 

Renal system: Approximately 30-80% of the children with SLE have renal 

symptoms at the time of diagnosis.  The condition may range from minor abnormality 

as detected with urine examination to renal sufficiency.  About 90% of the patients 

will develop renal symptoms within the first year after the onset of SLE, and those 

with minor symptoms may suffer from much more sever symptoms as time passes.  

Children with SLE tend to have more frequent and severe renal symptoms when 

compared to adults. 

Pulmonary and cardiovascular systems: About 5 to 77% of the patients 

with SLE suffer from an effect of SLE on the lungs and lung tissues.  The symptoms 

include empyema and pneumonia.  The x-ray results are likely to show collapsed lungs 

that scatter at the base of the lungs.  Moreover, it has been found that cardiovascular 

disease is a major cause of morbidity and mortality in children with SLE, especially 

accelerated atherosclerosis.  SLE also increases the chance of coronary disease by nine 

times.  Major risk factors of cardiovascular diseases in patients with SLE include 

hypertension, nephritic range protein, dyslipidema, steroid-induced obesity, arterial 

vasculitis, lupus coagulant, and antiphospholipid antibodies, etc. 
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Neurological system: Problems of the neurological system can be found in 

about 20 to 95% of children with SLE.  Both neurologic and psychiatric symptoms can 

be found, and it can be found in more females than in males.  Approximately 75 to 

80% of children with SLE tend to suffer from neurological symptoms since the first 

year after the onset of SLE, and the symptoms range from minor symptoms such as 

headache and forgetfulness to major symptoms such as seizure, paralysis, and chorea.  

Other symptoms include psychosis, mania, depression, and delirium. 

Gastrointestinal system: The most commonly found symptoms include 

ulcers at the lining or mucus tissues.  The ulcers are silver in color, especially those 

found in the mouth and on the palates.  Some patients may suffer from paralysis of the 

intestine. 

Circulation system: Hematological changes can be found in about 39% of 

children with SLE, with the following symptoms: 

1. Anemia: Anemia is the most commonly found symptom, which is found 

in approximately 72 to 84% of the patients.  There are different causes of anemia, and 

the most commonly found cause is anemia of chronic disease.  The patients are not 

considerably anemic, and the concentration of hemoglobin is no less than 8 g/dl.  

When the disease is in remission, anemia is likely to improve. 

2. Leukopenia is found in 27 to 52% of the patients, mostly at 2,000 to 

5,000/mm3 and lymphopenai with lymphocyte lower than 11,500 mm3 is found in 30 

to 59% of patients.  The number of lymphocytes, both type T and type B, will also be 

reduced. 

3. Thrombocytopenia: This condition is found in 8 to 74% of patients. 

Other symptoms which are commonly found in children with SLE include 

fever, fatigue, loss of appetite, and weight loss, which are found in about 40 to 74% of 

the patients (Beresford & Davidson, 2006; Stichwed et al., 2004; Tucker, 2007). These 

symptoms are commonly found, but they tend to be overlooked, especially fatigue, 

which is difficult to observe from the patients. Most of the time, the symptoms are told 

to the healthcare team by the patients, and these symptoms are difficult to treat (Aosiri 

& Deesomchoke, 2001; Berestford & Davidson, 2006; Robb-Nicholson et al., 1989). 
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Severity of SLE 

 The severity of SLE can be divided into the following three levels 

(Panichapun, 1994): 

 1. Mild SLE: refers to patients who have minor symptoms such as malar 

rash and joint pain. The laboratory results show that the patients have hemoglobin and 

serum complement at a normal level. 

 2. Moderate SLE: Patients are likely to have more symptoms.  There are 

inflammations of different organ tissues. Other symptoms include high fever, sediment 

in urine, albumin no more than one gram in urine per day, and high titer of anti-DNA. 

 3. Severe SLE: The patients seek medical attention with rather severe 

clinical symptoms including the symptoms of the brain, heart, kidneys, lungs, and 

gastrointestinal tract.  As for the hematology system, the symptoms include immune 

hemolytic anemia, thrombocytopenia, or leucopenia.  The treatment has to be provided 

to relieve these symptoms as soon as possible. 

 

Effects of SLE in Children  
 SLE was first found in children in 1892.  During 1927-1937, it was found 

that SLE was a very severe disease that caused renal failure, infection of the 

circulation system, failure of the circulation system, and eventually death. 

 In 1947, LE phenomenon was first discovered. In 1957, steroids were first 

used, resulting in a higher survival rate among children with SLE (Akkasilp, 2001).  

However, the mortality rate in children with SLE was higher than that in adults 

because SLE in children tends to be more severe, and in the past, the prognosis of the 

disease was considered poor.  At present, the prognosis of SLE has been greatly 

improved, and the immunosuppressive drugs are used with children with SLE.  In fact, 

the treatment of children with SLE is rather similar to that of adults with SLE.  

However, a major problem in treatment of children with SLE of healthcare personnel 

is the impacts of such a chronic illness on the patients themselves and their family.  

There are also effects of long-term use of immunosuppressive agents such as 

azathiopine and cyclophosphamide. Therefore, treatment plans need to be carefully 

devised to ensure maximum benefits for children with SLE while at the same time 

taking possible complications into consideration (Chayakul, 2005). For this reason, 
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physicians and nurses should not only recognize the significance of the disease but 

also pay attention to the physical, psychological,developmental, and environmental 

conditions of the patients which are affected by the pathology of the disease as well as 

the treatment. The family of the children with SLE should also be taken into 

consideration to ensure the success of the treatment.  SLE has the following effects on 

growth and development of children with SLE as follows: 

 Physical effects: In general, most of the physical effects result from the 

pathology of the disease which affects the hematological system, causing anemia, 

especially microcytic anemia.  The gastrointestinal symptoms of patients with active 

SLE include loss of appetite, vomiting, oral ulcers, and inflammation of the palates, 

which make the patients able to eat less, hence further causing anemia.  When the 

children with SLE cannot eat, they become easily fatigued, grow up more slowly, and 

lack age-appropriate development.  Furthermore, as children with SLE are generally 

treated with corticosteroid such as prednisolone, the side effects of the medications are 

unavoidable.  The side effects include moon face, round shoulders and neck, round 

body, and slower growth rate.  This is because the steroid inhibits the secretion of 

growth hormone.  Also, female adolescents may not have menstruation or have 

irregular menstruation during to chronic anemia. 

 Psychological effects: Psychological effects of SLE can be found in 

children, especially school age children (6 to 12 years old), and adolescences (13 to 19 

years old).  This is because during the school age, children will leave the family and 

spend more time in the environment of their peers.  It is the time during which they are 

developing their skills, socialization, ethics, and self-concepts, until they grow up and 

become adolescents who have their own identity (Pratheepchaikul, 2002).  Having a 

self-image that is different from their peers’ such as having facial rashes, dry and flaky 

skin, dry and thin hair, as well as having side effects of the medication such as round 

face, round shoulder and neck, round body, skinny limbs, hairy face, fatigue, anemia, 

exhaustion caused by the pathology of the disease, and frequent hospitalization and 

long periods of hospitalization makes children with SLE have low self-esteem.  They 

also experience depression, anger, frustration, and suffering caused by their different 

self-image.  Such psychological and emotional problems have an effect on daily living 

activities of children with SLE because they feel different from their friends of the 
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same age.  They may feel scared, anxious, and isolated, and they may become against 

the treatment. Moreover, abnormality of different bodily systems may make children 

with SLE have distorted behaviors and personality.  They may also have family 

problems and problems with their friends.  Their study may suffer, and they may lose 

their self-confidence.  Some children with SLE may become depressed or aggressive, 

lack cooperation with the treatment, and lack adherence to mediation intake or 

doctor’s appointments (Akkasilp, 2001). 

 Intellectual effects: Children at the age of 10 to 12 theoretically have 

almost complete intellectual development, including their language proficiency 

(listening, speaking, reading, and writing), and they are able to adjust themselves to 

new situations.  In other words, their intellectuality has developed to the point where 

they have maturity to create an idea and to find reasons.  They are able to have abstract 

thinking, and they have a rather distinctive intellectual development.  Furthermore, 

they begin to have their own thoughts and ideas, and they are able to assess the 

situation and make their own decisions (Meesup, 1985).  In addition, they are 

interested in learning and able to find reasons to explain and link ideas.  The ideas they 

develop enable children to have perception about their own body.  They are able to 

understand the disease and the relationship between time and everyday events.  

Therefore, they are able to describe the symptom of fatigue they are experiencing.  

When these children are between 12 and 15 years old, they will have more 

intellectuality, and they are able to think systematically (Piaget, 1972 cited in 

Kochapugee, 1998).  According to Piaget, this period is called ‘formal operation,’ 

during which adolescents are able to have logical thinking, understand the truth, and 

imagine about the future.  They also know how to solve problems more effectively, 

and they develop their potential to think abstractly.  In addition, adolescents are able to 

understand and develop profound concepts, so they know causes and effects based on 

hypotheses.  They begin to think about their future and occupation as well, so they 

consider their own skills as well as their capacity and preferences (Ford & Coleman, 

1999).  The children in late adulthood and adolescents who are sick with a chronic 

illness generally begin to have conceptual development just like normal children.  

They are interested in society and the environment, and they begin to pay attention to 

their own illness.  They are interested in the prognosis of the disease and causes of the 
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disease, and they may become concerned with their own sick condition, their future, 

their study, their occupation, and even their future spouse (Beresford & Davidson, 

2006).  Even though having a chronic condition like SLE does not directly affect the 

intellectuality of children with SLE, it may affect their learning and socialization (Fritz 

& McQuaid, 2000). This is because the sickness may prevent them from becoming 

successful in their study, possibly due to absenteeism. School-age children and adolescents 

may be anxious about their studies because they are unable to catch up with the class due to 

their sickness, the relapses of the disease, or the doctor’s appointment that they have to keep. 

This also includes having to be admitted into the hospital for examinations and treatments. 

There may also be neurological abnormalities such as poor judgment and loss of short-term 

memory (Akkasilp, 2001). These all have an effect on the intellectual development of 

children with SLE.  Also, children with SLE may have to live with physical constraints 

which may become obstacles of their learning such as fatigue and exhaustion, which prevent 

them from doing activities with their friends.  Or, they may result from depression and lack 

of interest in studying of children with SLE (Weitzman, 2000). 

 It can be seen that children with SLE have to face with a chronic illness 

condition including long periods of treatment, complications of the disease, and side 

effects of the treatment, which can affect their physical, emotional, and psychosocial 

well-being, especially when children with SLE are in their late childhood and are 

entering their adolescence.  In addition, when children with SLE have to deal with 

different symptoms caused by the pathology of the disease, they will experience more 

complicated self-care patterns. If they also suffer from fatigue, their daily living 

activities will be affected including self-care behaviors, social interactions, and family 

relationship, hence a lower quality of life and possibly a worsening condition of the 

disease.  On the other hand, if the children with SLE are able to manage their symptoms 

by themselves and to correctly perform self-care, they can reduce the relapses of the 

disease and live their life close to a normal condition.  In the present study, the sample 

consisted of children with SLE aged 10 to 15 years because they make up the largest 

group of children with SLE, and more importantly, even though they are still considered 

children, they are old enough to think and explain about their own fatigue. 
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2. Fatigue 
 Fatigue is a major symptom that can be frequently found in all genders and 

ages, including childhood, adolescence, adulthood, or old age.  It can also be found in 

acute patients, chronic patients, and healthy persons (Aaronson et al., 1999; Evants & 

Wicstrom, 1999; Piper et al., 1987).  Fatigue varies from mild fatigue to sever fatigue.  

Mild fatigue is the body’s mechanism that sends out a warning signal that the persons 

should take a rest and should avoid stressful conditions that may affect the body.  

However, if severe fatigue occurs frequently and persists for a long period of time, and 

at the same time if the persons’ self-care efficacy and ability to perform daily living 

activities reduce, making them become more dependent on others and lose their self-

esteem, their well-being and quality of life will eventually be affected.  In addition, it 

has been found that fatigue is a symptom that causes considerable distress in patients 

with a chronic illness such as diabetes mellitus, heart disease, AIDS, multiple 

sclerosis, rheumatoid arthritis, and cancer.  

 2.1 Definition of fatigue 

 Fatigue is a multidimensional phenomenon which can be caused by 

different factors.  The expression of fatigue includes symptoms which are the feelings 

of the patients, or patients’ perception of fatigue that they are experiencing.  The 

symptoms of fatigue which can be detected are physiological symptoms, biological 

symptoms, and behavioral symptoms (Piper et al., 1987).  Fatigue can be found in 

health people and sick people. Acute fatigue is a sign that the body needs a rest.  If 

fatigue continues, it will affect individuals’ functioning (Piper, 1986).  If fatigue 

persists for a long period of time, the patients’ daily living activities will be disrupted, 

and their quality of life will be affected (Aistars, 1987; Piper, 1993). 

 Aistars (1987) defined fatigue as a condition in which individuals 

experience exhaustion all over their body.  They feel weak and lack energy, which 

results from having lived with stress for a long time. This may be a direct or an 

indirect effect of the prognosis of the disease, which disturbs the body’s functioning 

and affects quality of life. 

 Skalla and Lacasse (1992) defined fatigue as a feeling that individuals 

become tired more easily than usual, which can be observed through reduction in 

ability to carry out activities and lose of energy. 
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 According to Winingham and colleagues (1994), fatigue is a feeling of 

tiredness, exhaustion, loss of energy, lethargy, depression, loss of concentration, 

discomfort, boredom, sleepiness, loss of mobility, and deteriorated mental condition. 

 Piper (1998) pointed out that fatigue takes place when individuals are in an 

abnormal condition or when the body is having an abnormality such as extreme 

exhaustion.  Fatigue can be either acute or chronic.  Rest and sleep cannot completely 

relieve fatigue, and fatigue has an effect on the quality of life of patients. 

 Ream and Richardson (1999) explained that fatigue is an opinion of 

individuals about discomfort all over the body due to extreme tiredness or exhaustion, 

which affects individuals’ functioning ability. 

 Carpanito (1997) contended that fatigue is a threatening state that makes 

individuals lose their energy and both physical and mental capacity. 

 Hockenberry-Eaton and colleagues (1998) defined fatigue in accordance 

with the developmental stages of children.  Children with cancer aged 12 to 17 years 

old define fatigue as a condition in which the children feel too tired to move their 

limbs or even open their eyes.  It is influenced by the environment, individuals, and 

treatment.  The effects of fatigue include reduced ability to participate in social 

activities and study, as well as physical capacity.  Fatigue also leads to emotional 

stress, depending on the severity and duration of fatigue.  On the other hand, children 

with cancer aged 13 to 18 years old define fatigue as a condition which results in 

physical and psychological changes.  As for the former, fatigue causes exhaustion, 

sleepiness, tiredness, and loss of interest or desire to do any activity.  As regards the 

latter, fatigues leads to boredom, irritability, confusion, sadness, and loss of sense of self. 

 In conclusion, fatigue is individuals’ perception of tiredness, loss of 

energy, and physical and mental exhaustion, which affects both physical and mental 

functioning.  Fatigue also affects individuals’ daily living activities and quality of life.  

Fatigue can be either acute or chronic, and various methods are needed to relieve 

fatigue.  Sleeping and resting alone cannot relieve fatigue. 

 2.2 Signs and symptoms of fatigue 

 Severity and duration of fatigue depend on individual basis.  Thus, signs 

and symptoms of fatigue are specific to individuals who express their behaviors and 

responds to fatigue in different ways, which can be summarized as follows: 
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 1. Physical symptoms: When the body is fatigued, it needs more energy.  

Thus, the stored energy in the body will be expended, causing tiredness, exhaustion, 

slow movement, lethargy, and loss of energy (Aistars, 1987; Hart et al., 1990; Larson, 

Dodd, Bretch, & Packer, 1993; Piper et al., 1998; Rhoten, 1982).  In addition to these 

symptoms, some individuals claim that they have numbness in the tips of their fingers 

and their toes, muscle ache, twitching eyelids, and dizziness.  Fatigue can occur with 

specific muscles or all muscles in the body (Varricchio, 1985). 

 2. Psychological and emotional symptoms: Individuals can develop 

irritability (Piper et al., 1987), unstable moods (Hart et al., 1990; Piper et al., 1987), 

and depression (Hubsky & Sears, 1992; Piper et al., 1987) when they are having 

fatigue. 

 3. Behavioral symptoms: Fatigue has an influence on individuals’ 

behavioral changes such as boredom, softer voice when speaking, lethargy, 

indifference, memory loss, lack of interest, loss of willpower or motivation to do 

activities, loss of sense of self-esteem, desire to sleep or rest, refusal to participate in 

activities with others, and isolation (Hubsky & Sears, 1992; Piper, 1986). 

 4. Intellectual symptoms: Fatigue affects individuals’ intellectual capacity 

including decision making ability, loss of interest, forgetfulness, confusion, and 

memory loss, which in turn adversely affect their living and functioning (Hubsy & 

Sears, 1992; Yoshitake, 1971). 

 2.3 Classification of fatigue  

 Fatigue can be classified into two types depending on the time when 

fatigue takes place (Piper et al., 1993) as follows: 

 1. Acute fatigue takes place when the body is in its normal condition.  

Acute fatigue occurs with only some parts of the body, and it mostly results from too 

much exercises.  Acute fatigue occurs rapidly, and it does not last long, generally 

subsides within one month.  Such fatigue is the body’s warning sign that individuals 

need a rest to prevent possible dangers from overworking.  This type of fatigue only 

slightly affects individuals’ daily living activities and quality of life. 

 2. Chronic fatigue is a condition that takes place when the body is in an 

abnormal condition or is sick.  The symptoms of chronic fatigue tend to be mild, but 

they persist for more than one month, just like long-term stress.  Chronic stress can be 
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either stable or intermittent, and the symptoms will not disappear within a short period 

of time.  Different methods are required to relieve chronic fatigue.  Also, sleep and rest 

cannot completely relieve chronic stress.  In general, chronic stress has considerable 

effects on daily living and quality of life.  If fatigue lasts for more than six months, it 

will be called ‘chronic fatigue syndrome’ (CFS) (Friedberg & Jason, 1998), which is 

commonly found in chronic patients. 

 2.4 Effects of fatigue on children with SLE 

 Fatigue has both physical and psychosocial effects on children with SLE. 

 1. Physical effects 

 Fatigue reduces the mobility of children with SLE.  In general, balance and 

mobility development of patients in their late childhood and in their adolescence are 

rather similar to those of adults.  All their body muscles have grown and reached their 

full capacity, in terms of power, endurance, and accuracy, hence ability to play sports 

or do activities that require energy expenditure (Kochapugdee, 1998).  However, when 

children with SLE suffer from fatigue, their mobility will be drastically reduced due to 

fatigue, loss of energy, and difficulty to move body limbs, or even open their eyes.  

Patients also need a great deal of sleep in order to carry out the usual activities.  In 

addition, fatigue prevents patients from participating in social functions and fulfilling 

their own needs (Hockenberry-Eaton et al., 1998; Hinds et al., 1999).  When patients 

have less movement or lack exercise for a long period of time, their neurological and 

muscular systems will lack stimulation, and this makes the patients lose the 

opportunity to learn and promote age-appropriate physical developments.  Besides 

this, fatigue is considered a constraint in cancer treatment, as it decreases cancer 

patients’ threshold of tolerance to chemotherapy, hence a discontinuation or 

restrictions in the cancer treatment of patients (Dimeo, Dieter, Noovelli, Fetscher, & 

Keul, 1999). 

 2. Psychosocial effects 

 According to the psychosocial development theory of Erikson (1968), 

school age (6 to 12 years old) is the stage of industry versus inferiority.  Children are 

able to become aware of what they are capable of doing with their own attempt.  If 

there is fatigue, the children will have less perceived functioning and lack acceptance 

from family and friends.  Thus, they may feel that they are incapable and cannot 
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succeed.  As for adolescents, they are at the stage of identity or role confusion.  They 

are trying to search for their own identity and get to know themselves and their 

specialization.  It is the time during which they need great freedom to do things their 

own way.  They also pay a great deal of attention to themselves.  If they feel that their 

body is changing, or their physical ability is reduced due to fatigue, they may feel that 

their activities and mobility are restricted, and they have to constantly depend on 

others.  They will lose their identity and security, and develop emotional stress, hence 

loss of self-control ability (Pratheepchaikul, 2002; Whaley & Wong, 1995).  Besides 

this, SLE consists of both relapse phases and remission phases, so children with SLE 

may develop uncertainty and feel that they are unable to control or predict their own 

future.  When this happens, they are likely to suffer from anxiety, social isolation, and 

depression, which, in turn, increase their fatigue even more.  In addition, their self-

interest and self-care behaviors may reduce, and this means that they may suffer from 

more frequent relapses of SLE.  As a result, more medical expenses follow, and 

children with SLE may suffer from disability or even mortality.  For these reasons, 

studies need to be conducted to ensure understanding of fatigue and how to reduce 

fatigue in this group of patients so as to increase quality of life of children with SLE. 

    

3. Model of Symptom Management of Dodd et al. (2001) 
 The symptom management model is a concept that was developed from 

research and clinical practice of a group of academics at the School of Nursing at the 

University of California in San Francisco.  The revised symptom management model 

was developed by Dodd and colleagues (2001) who revised and improved the 

symptom management model after Larson and colleagues (1994).  The revised model 

involves different ways used by the patients when they have symptoms.  The patients 

perceive that they do these things to relieve or eliminate the symptoms with the 

following six basic assumptions of symptoms management proposed by Dodd and 

colleagues (2001): 

 1. Symptom depends on baseline of individual experience perception that 

is expressed by that person. 
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 2. There is an opportunity that the symptom will be more severe as of 

various influence variables such as a work with high risk of accident.  The symptom 

management has to begin prior to the symptom existed. 

 3.   In the patients who are unable to provide verbal communication or give 

information such as infant or paralyzed patient may have the experience related to the 

symptom. Hence, parents or caregivers are persons who give the fatigue experience 

and various definitions of those symptoms. They will assess and seek for the solution, 

which is the symptom management that can remedy those symptoms. 

 4.  Symptom management may have specific objective, especially for 

individual, group, family or environment. 

 5.  Symptom management is a dynamic process that can be adjusted to 

individual.  Nursing influence has the scope at individual, health status/illness or 

environment. 

 The components which are nursing emphases in the symptom management 

model consists of person, environment, and health and illness, which are factors which 

influence symptom experience, symptom management strategies, and symptom 

outcomes, all of which are main concepts of the symptom management model of  

Dodd and colleagues (2001).  They can be explained as follows: 

 1. Symptom experience is individuals’ perception of symptoms based on 

their definition of symptoms and responses to symptoms, which lead to observation of 

changes from things individuals usually feel or do. Individuals will conduct an 

assessment and make a decision based on severity, cause, treatability, and effects of 

symptoms outcomes on their life.  Responses to symptoms are physical, mental, 

psychosocial, and behavioral responses.  Understanding of such responses is important 

as it enables individuals to effectively manage their symptoms.  Within the concept, 

symptom experience has a two-way relationship with perception of symptoms and 

evaluation of symptoms, evaluation of symptoms and responses to symptoms, and 

responses to symptoms and perception of symptoms (Facione & Dodd, 1995, Jayne, 

1996 cited in Dodd et al., 2001).  If individuals believe that symptoms are a threat to 

their well-being, their perception of symptom will be high.  Symptom experience 

consists of the following: 
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 1.1 Perception of symptoms refer to individuals with good consciousness 

interpret the meaning of symptoms through their own thinking process about the 

changes from what they used to know or do (Larson et al., 1994).  The internal 

concept of symptom experience (perception, assessment, and response) will change 

and will be influenced by individual factors and/or the treatment they receive.  In 

addition, perception of symptoms is complicated.  For example, when children with 

asthma begin to have wheezing sounds and coughing, the parents will perceive the 

children’s suffering when they are breathing. The healthcare team members will 

perceive responses to symptoms of the children and their parents before summarizing 

the perceptions of the both the parents and the children. After that, the healthcare team 

members will make a decision on how to manage such symptoms.  If the perceptions 

of all parties involved match, there will be no conflicts in symptom management.  

However, if there is discrepancy in the perceptions or the perceptions do not directly 

match the existing problems, the symptoms will not be appropriately managed 

(Koening, 1999 cited in Dodd et al., 2001). 

1.2 Evaluation of symptoms has a specific characteristic which is 

complicated.  It involves the factor of symptom experience which includes severity, 

position, being acute or chronic, frequency of symptoms, and impacts of symptoms.  It 

also involves the threats of the symptoms and the search for the causes of such symptoms. 

In one study, the reasons why patients with acute asthma delayed their medical treatment 

were investigated and it was found that search for treatment may be obstructed by 

economic problems or expectations of family members in as many as 86.5% of the cases 

(Koening, 1999 cited in Dodd et al., 2001).  Besides this, patients with symptom 

experience will be able to more correctly and effectively explain their symptoms than 

those who do not have symptom experience (Lenz et al., 1997 cited in Dodd et al., 2001). 

1.3 Responses to symptoms include physiologic, psychological, 

sociocultural, and behavioral responses. Physiologic responses are physiological changes 

that are expressed including heart shake, changes in rate of breathing, and insomnia. The 

physiologic responses include physiologic functioning, while psychological responses 

reflect changes in the thinking process or visions such as mood change, reduced 

intention, and changes in self-concept.  In addition, behavioral responses are 

individuals’ expressions of their feelings toward the symptoms of the disease 
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including their speech and communication, both verbal and non-verbal, such as crying, 

shouting, and confused gestures.  Another expression of behavioral response is 

reduced functioning including social avoidance, changes in sleeping patterns, and 

changes in role fulfillment.  Individuals may respond to only one symptom or more 

than one symptom. 

 In the present study, symptom experience of fatigue as perceived by 

children with SLE was investigated. It was believed that understanding of different 

components of symptom experience would benefit symptom management of patients.  

Patients would have the opportunity to analyze their symptom experience, learn more 

about their disease, and take part in management of such symptoms, hence enabling 

them to appropriately develop strategies to effectively manage their own symptoms. 

 2. Symptom management strategies are utilized to manage the symptoms 

to deviate or slow down the negative effects of symptoms using different strategies 

including self-care practices, biomedical methods, and dependence on medical 

personnel. Symptom management generally begins with evaluating symptom 

experience in the perspective of each individual patient before selecting symptom 

management strategies, followed by determining problematic nursing practices and 

managing symptoms.  Symptom management strategies may have one or more than 

one goals. Symptom management is a dynamic process, and it can be changed 

depending on the consent of the patients or lack of the consent. Symptom management 

strategies are specific.  It specifies which strategies should be used, when they should 

be used, whey they are used, how much they should be used, with whom they should 

be used or who the service receivers are, and how they should be used.  In this study, 

symptom management strategies were the strategies selected and used by children 

with SLE themselves. 

 3. Symptom Outcomes refer to the outcomes of symptom experience and 

symptom management strategies.  Such outcomes are indicators of the quality of symptom 

management.  There are eight factors of outcomes of symptom management (Dodd et al., 

2001) as follows: 1) symptom status, 2) function status, 3) self-care, 4) cost, 5) quality of 

life, 6) emotional status, 7) morbidity and co-morbidity, and 8) mortality.  All of these 

symptoms are interrelated and have an effect on one another. 

Copyright by Mahidol University



Fac. of Grad. Studies, Mahidol Univ.                                                         M.N.S. (Pediatric Nursing) / 29 

 The duration of the evaluation depends on the endurance of the patients, 

continuity of practices, and responses to treatment. After the symptoms are 

successfully managed or treated, and the patients have relieved symptoms or returned 

to normal, continuous practices are necessary to control and prevent recurrence of 

such symptoms.  For this reason, the symptom management model of Dodd and 

colleagues (2001) is appropriate for direct management and for continuous evaluation 

of outcomes.  In the present study, only the emotional status of symptom management 

and outcomes of symptom management was investigated through psychological well-

being of children with SLE. 

 4. The personal domain includes demographic characteristics of individuals 

such as gender, age, education; psychological characteristics, sociological characteristics, 

and physiological characteristics. They are inside the individuals, and they make 

individuals have different responses to symptoms. Besides, age-appropriate development 

and maturity have an effect on symptom experience.  For instance, menopausal women 

tend to have problems with their sleep, infants are unable to fully perceive their pain due 

to incomplete physiological development, and a smaller dose of painkillers is required 

for elderly patients than for adults because of reduced physiological responses. 

 5. The health and illness domain is composed of risk factors, health status, 

disease, accident, injury, and disability or impairment, all of which have either direct 

or indirect effects on symptom experience, symptom management strategies, and 

outcomes of symptom management.  For example, patients with type 1 and type 2 

diabetes mellitus have similar symptom management, but the outcomes of symptom 

management are different (Hunt et al., 1998; Rankin, 1998 cited in Dodd et al., 2001).  

As for cancer patients, the type and scope of cancer determine the directions of the 

treatment and lead to the risk factors of complications of the treatment.  For instance, 

patients with the head and neck cancer who receive treatment have the risks of pain 

and oral mucositis depending on the type of treatment they receive (Shiba, 1997; 

Beck, 1999; Dodd et al., 1999 cited in Dodd et al., 2001). 

 6. The environmental domain consists of physical, social, and cultural 

environments. The physical environment includes surrounding of the house, workplace, and 

hospital.  The social environment involves sources of social support and interpersonal 

relationship, while the cultural environment involves beliefs, values, specific/special 
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practices, traditions, ethnicity, and religion, etc.  Besides, the venue of symptom experience 

will affect the choice of symptom management strategies and outcomes of symptom 

management strategies.  For example, cancer patients who are treated as outpatients and 

have oral mucositis will receive advice to take care of their inflammation at home by 

themselves, etc. (Beck, 1999; Dodd et al., 1999 cited in Dodd et al., 2001). 

 Based on the model of symptom management, it can be concluded that 

each patient has different components of personal, health and sickness, and 

environment components. Such components have an influence on symptom 

experience, perception of symptoms, evaluation of symptoms, and responses to 

symptoms that vary among individuals. They also have direct and indirect effects on 

onset of symptoms, treatment, choice of care practices, and symptom management 

strategies, as well as outcomes of symptom management of individuals.  In the present 

study, fatigue was examined based on the perception of the patients themselves in 

terms of fatigue experience, management of fatigue by patients, and outcomes of 

fatigue management strategies of children with SLE. 

 

4. Fatigue in patients with SLE 
 Fatigue is a commonly found condition in patients with SLE at all stages 

of the disease.  However, the cause of fatigue is not yet conclusive.  It has been found 

that there are a number of factors that promote fatigue, which disrupts daily living activities 

of the patients. Fatigue has an effect on patients’ physiological, psychological, emotional, 

and social well-being, as well as their quality of life (Krupp et al., 1989; Omdal et al., 

2002; Tench et al., 2000; Zonana-Nacach et al., 2000). 

 When children with SLE have to live with the chronic nature of the 

disease, uncertainty, and changing body image, they can develop stress and anxiety.  

Their body may respond when the sympathetic system stimulate the adrenal gland to 

secrete more epinephrine hormone in the bloodstream.  In addition, norepinephrine 

will be secreted by the ending of the sympathetic nervous system, the front part of the 

pituitary gland, and the inside of the adrenal gland, so the heartbeat becomes faster, 

the blood vessels will be dilated, the metabolism rate is increased, the fatty acids and 

amino acids stored in the muscles will be decomposed, and secretion of insulin, which 

is an agent that takes carbohydrates into cells to be stored as glycogen, will be 
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inhibited. When the body is under stress for a long period, a lot of energy will be 

expended, and the stored energy will be used.  Furthermore, storage of glycogen will 

be obstructed.  When the body lacks energy needed in the constriction of muscles, 

fatigue may result (Thongcharuen, 1997). 

 4.1 Incidence of fatigue 

 Previous studies have shown that the incidence of fatigue can be 

frequently found in adults with SLE.  However, there are few studies conducted on 

fatigue in children with SLE, and the findings are not yet conclusive. 

 Rood and colleagues (1999) examined the medical records of 31 children 

with SLE who were 0 to 16 years old and sought treatment between 1986 and 1995.  

The findings showed that fatigue was a symptom that was most frequently found in 

children with SLE during the initial phase of the diagnosis at 74%. After the diagnosis, 

fatigue could be found in as many as 87% of children who had been diagnosed with 

SLE. 

 Xiaohu (2007) carried out a study with 432 children with SLE who sought 

treatment at eight hospitals in China between 2001 and 2005.  The symptoms that 

were most commonly found among these children were skin rash, joint pain, and 

fatigue. 

Zonana-Nacach and colleagues (2000) conducted a study with patients with 

SLE aged 18 years and older who had been diagnosed with SLE for no more than five 

years.  It was found that fatigue was most frequently found, at 87.5%.  The findings 

also revealed that perceived severity of patients with SLE resulted from various factors 

including psychosocial factors and relapses. 

Wysenbeek, Leibovici, Weinberger, and Guedj (1993) conducted a study 

with 83 adult patients with SLE and found that fatigue was most commonly found in 

76% of the patients.  Of these, 50.6% had a severe level of fatigue.  The findings also 

indicated that fatigue was associated with leucopenia and that fatigue would become 

more severe if the SLE patients had headache, nervousness, and musculoskeletal 

symptoms and signs.  In addition, fatigue was one of the signs that signaled relapses of 

the patients. 

 Tence, McCurdie, White, and D’Cruz (2000) conducted a study with 120 

patients with SLE aged 32 to 45 years whose mean duration of SLE was three years.  
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The findings showed that 97% of the patients suffered from fatigue and that fatigue 

was negatively associated with functioning.  Moreover, fatigue was associated with 

relapses, quality of sleep, anxiety, and depression. 

 According to the study of Tayer, Nicassio, Weisman, Schuman, and Daly 

(2001), disease status could directly and indirectly predict fatigue through helplessness 

and depression. 

 In conclusion, it could be seen that the incidences of fatigue in patients 

with SLE are high.  The more severe the condition of SLE, the higher incidence rate of 

fatigue.  In general, it has been found that fatigue in children with SLE is more severe 

than that in adults with SLE. 

4.2 Factors associated with fatigue 

 A review of previous studies and the symptom management model of 

Dodd and colleagues (2001) has revealed that the factors associated with fatigue in 

patients with SLE are as follows: 

 1. Personal domain 

   1.1 Age: When individuals get older, they are more likely to 

suffer from fatigue. This is due to changes in different bodily systems such as 

neurological system, muscular system, efficiency of the functioning of the heart and 

lungs, and absorption of nutrients, which decreased the capacity of different bodily 

functions.  Zonana-Nacach and colleagues (2000) conducted a study with 213 patients 

with SLE and found that the increasing age is a co-factor that can predict fatigue in the 

patients.  Likewise, Petchung (2004) carried out a study in 130 hemodialysis patients  

who were on a hemodialysis and reported that older patients had a higher perception of 

fatigue with statistical significance (p < .01). However, a study of Dalopakarn (2002) 

on factors related to fatigue in 160 breast cancer patients undergoing chemotherapy 

has reported that there was a negative relationship between age and fatigue (r = - .188; 

p < .05). This could be explained that younger patients had more fatigue than older 

patients because younger patients had more stress (Curt et al., 2000; Vogelzang et al., 

1997; Woo, Dibble, Piper, Keating, & Weiss, 1998). 

   1.2 Psychological condition: Tence and colleagues (2000) 

conducted a study with 120 patients with SLE aged between 32 and 45 years old and 

found that fatigue was related to depression and anxiety in patients with SLE.  
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Similarly, other studies have confirmed that there is a positive relationship between 

depression and fatigue (Krupp et al., 1990; McKinley et al., 1995; Tence et al., 1999).  

Furthermore, Omdal and colleagues (2003) found that fatigue in patients with SLE is a 

response to psychosocial factors such as emotional distress and depression.  In 

Thailand, Pimpayom (2002) conducted a study with 80 children with leukemia who 

received chemotherapy and found that anxiety was positively related to fatigue at a 

low level with statistical significance (r  = .277, p < 0.05).  Similar findings were also 

reported by Kuntana (2002) that fatigue and energy loss were associated with 

depression in 64 children with acute leukemia at a moderate level with statistical 

significance (p < 0.05) and by Buranaruangrote (2006) that fatigue experience was 

positively related to depression and anxiety in 100 breast cancer patients receiving 

chemotherapy with statistical significance (r = .484 and r = .429, p < 0.01, respectively). 

   1.3 Quality of sleep: Insufficient sleep during the nights can 

cause sleepiness and fatigue during the days.  Insufficient sleep disrupts the 

functioning of bodily systems.  It also causes the loss of energy and fatigue of specific 

muscles, thus requiring a daytime nap and longer hours of sleep at night to restore 

energy (Piper, 1993).  In addition, it has been found that daytime napping has an effect 

on nighttime sleeping (Monk, Buysse, Carrier, Billy, & Rose, 2001).  This is because 

long hours of napping, especially in the afternoon, may prevent patients from feeling 

sleepy at night, hence a shorter duration of nighttime sleep.  One study has shown that 

30-50% of the causes of fatigue were problems with sleeping (Ancoli-Isarael et al., 

2004).  Besides this, stress and anxiety also affect the sleep-wake patterns.  For 

example, they reduce the effects of slow wave of sleep, hence the shorter duration of 

REM (Aldrich, 1999; Benca, 2000).  As a result, patients with stress or anxiety tend to 

have a low quality of sleep.  McKinley and colleagues (1995) explain the mechanism 

of fatigue in patients with SLE that fatigue results from individuals’ perception of the 

severity or relapses of the disease, hence more depression and abnormal sleep patterns. 

This leads to an increase in perceived fatigue of the patients.  In other studies, 

Hockenberry-Eaton and colleagues (1998) and Hinds and colleagues (1999) report that 

individual factors or behavioral factors that increase fatigue in children with cancer 

included lack of nighttime sleep, lack of daytime napping, and disrupted sleep.  

Hockenberry-Eaton and Hinds (2000) explain that changes in the sleep pattern of child 
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patients prevent them from having sufficient rest, and this promotes fatigue.  Likewise, 

studies conducted with SLE patients showed that an abnormal sleep pattern or a low 

quality of sleep can increase fatigue experienced by patients (Bruce et al., 1998; Tench 

et al., 2000).  

   1.4 Activity/rest patterns: Piper and colleagues (1987 cited in 

Piper, 1993) have pointed out that less mobility, long periods of rest, and immobility 

of the body can cause tiredness and fatigue.  Muscles that do not work or slightly work 

will lose their oxidative ability, and this requires an expenditure of a large amount of 

oxygen to maintain the condition of the muscles. This can lead to fatigue.  

Furthermore, Hockenberry-Eaton and colleagues (1998) and Hinds and colleagues 

(1999) contend that hasty activities or too many activities, plays that require child 

patients to get up and play with other children, and carrying out daily living activities 

while experiencing fatigue can increase the level of fatigue experienced by the child 

patients with cancer. This can be explained that too much movement requires more 

expenditure of energy stored in the body, so child patients feel tired and perceive more 

fatigue. Dalopakarn (2002) conducted a study with cancer patients undergoing 

chemotherapy and found that fatigue was negatively related to rest and activity 

patterns with statistical significance (r = -0.052 and r = -0.654, p < 0.05, respectively). 

 2. Environmental domain 

   2.1 Physical environment: Hockenberry-Eaton and colleagues 

(1998) and Hinds and colleagues (1999) report that the physical environments reported 

to increase fatigue by children with cancer were loud noises made by small children, 

having too many child patients or caregivers in the hospital room, and loud noises 

made by nurses.  This may be because there are different kinds of noises that can be 

heard in the hospital such as telephone rings, opening and closing doors, movements 

of equipment or tools, cry of other children, caregivers’ or nurses’ talks, being awoken 

for visits of nurses and physicians, and lighting during the night, all of which disrupt 

rest and sleep of child patients and make them lack rest and sleep.  In addition, there 

are other undesirable odors in the hospital wards such as chemicals, foods, etc., which 

promote fatigue. Kulsu (2001) conducted a study with children with leukemia who 

received chemotherapy and found that factors that increased patients’ fatigue were 

noises, odors, lights, and disrupted sleep. 
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   2.2 Social environment: It has been found that sources of social 

support and interpersonal relationship are factors associated with fatigue in patients.  

Hockenberry-Eaton and colleagues (1998) and Hinds and colleagues (1999) have 

reported that factors which increased fatigue in children with cancer were expressions 

of others in the child patients’ family and peer groups such as parents’ emotional 

expressions of tiredness, irritability, and moodiness.  Another factor was social 

pressure especially at school due to the child patients’ inability to carry out activities 

like other normal students, hence a lack of acceptance from the peer group.  According 

to Hockenberry-Eaton & Hinds (2000), these factors affect the psychological condition 

of child patients. 

 3. Health and illness domain 

   3.1 Disease status: Zonana-Nacach and colleagues (2000) conducted 

a study with SLE patients and reported that illness-related behaviors and helplessness 

decreased patients’ physical and psychological functioning and increased their fatigue.  

Likewise, Tayer and colleagues (2001) conducted a study in SLE patients and found 

that disease status could directly and indirectly predict fatigue through helplessness 

and depression. 

   3.2 Disease activity: Fatigue has been found to be related to 

disease activity of SLE patients.  The patients with more disease activities are likely to 

have more fatigue (Krupp et al., 1990; Tench et al., 2000; Wysenbeek et al., 1993; 

Zonana-Nacach et al., 2000).  However, McKinley and colleagues (1995) and Wang 

and colleagues (1998) investigated the multivariate models of fatigue in patients with 

SLE and found that there was no relationship between disease activity and fatigue. 

   3.3 Fibromyalgia: It has been found that patients with SLE who 

have fibromyalgia will have more fatigue than patients who do not have this condition 

and more fatigue than those who are experiencing disease activity (Bruce et al., 1999; 

Gladman, Urowitz, Gough, & MacKinnon, 1997; Middleton, McFarlin, & Lipsky, 

1994; Petri, 1989; Wang et al., 1998; Taylor et al., 2000).  This may be because 

fibromyalgia is characterized by chronic pain in different muscles, or chronic 

widespread myalgia, together with at least 11 out of 18 tender points.  In addition, 

patients suffer from other abnormalities such as depression and insomnia, etc. Study 

findings also point out that patients with SLE who also have fibromyalgia have poorer 
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health status and coping responses than those who do not have fibromyalgia 

(Akkasilpa, 2001).  These reasons can increase fatigue in patients with SLE. 

   3.4 Pain: Previous studies have revealed that patients who 

indicated a higher level of pain also had a higher level of fatigue (Lindal et al., 1993; 

Zonana-Nacach et al., 2000).  

   3.5 Anemia: Anemia is commonly found in 70-85% of children 

with SLE.  Anemia deprives the body of needed oxygen and reduces the amount of 

blood that goes through the brain.  As a result, the patients suffer from headache, 

dizziness, tinnitus, and depression.  The perceived functioning of the body can also 

decrease, and this can increase fatigue.  A study of Cella, Lai, Chang, Peterman, and 

Slavin (2002) in cancer patients showed that the level of anemia could predict fatigue 

in patients.  Similarly, Falk, Swedberg, Gaston-Johansson, and Ekman (2006) carried 

out a study with patients with chronic heart failure and found that perceived fatigue 

experience of the patients was related to low hemoglobin concentration. 

   3.6 Treatment/treatment related contributing factors: Hockenberry-

Eaton and colleagues (1998) and Hinds and colleagues (1999) found that 

treatment/treatment related contributing factors that increased fatigue in children with 

cancer were chemotherapy, side effects of chemotherapy, constant IV fluids, and 

different nursing care activities such as blood examination, lumbar puncture, etc., as 

well as other nursing care practices that caused pain to the child patients.  Such 

activities that resulted in physical and mental sufferings of child patients also 

increased their fatigue. 

 Therefore, it could be said that fatigue in children with SLE is perception 

or feelings of patients related to the fatigue they are experiencing.  There are different 

factors that are associated with fatigue including psychosocial factors, which affect 

daily living activities in various aspects of patients.  In the present study, the fatigue 

theory of Piper and colleagues (1998) was used to evaluate fatigue experienced by 

children with SLE.  According to this theory, fatigue is individuals’ perception of their 

decreased capability to carry out activities and their extreme exhaustion that lead to 

discomfort.  When the body is fatigued, individuals will develop subjective fatigue, 

which makes them feel exhausted and energy lost.  It can also be objective fatigue, 

which can be observed by others.  Such perception depends on the severity and 
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duration of fatigue.  Piper and colleagues (1998) divide perception of fatigue into four 

dimensions as follows: 

 1. Behavior/severity dimension:  This is the perception of fatigue which 

results from physical changes including tiredness of the limbs, eyes, and organs all 

over the body.  It also includes lethargy, indifference, energy loss, weakness, and the 

need to rest. 

 2.  Affective dimension: Perception of fatigue is the psychological 

response which affects individuals’ behaviors.  It results from individuals’ ideas and 

attitudes.  Individuals who experience fatigue tend to say that they need a great deal of 

time and energy to carry out an activity because of fatigue, and they also need more 

naps and sleeps than they usually do. 

 3.  Sensory dimension: This is the perception of fatigue which results from 

changes in feeling such as dissatisfaction, impatience, being disturbed, lack of 

motivation, and lack of interest. 

 4.  Cognitive/mood dimension: This is the perception of fatigue which 

results from cognitive or emotional changes including concentration, decision making, 

memory, and thinking. 

 

5. Fatigue management strategies in chronic disease patients  
 Symptom management strategies consist of self-care, biomedical 

treatment, and dependence on medical staff.  A review of research has shown that 

fatigue management strategies can be divided into two categories as follows: 

 1. Pharmacological intervention includes using medications to treat mental 

symptoms such as depression and anxiety, etc. 

 2.  Non-pharmacological intervention includes giving advice to patients on 

exercises, self-care to preserve energy, psychological methods, and alternative 

therapy, as well as disseminating knowledge as follows: 

  2.1 Exercise: Studies have shown that exercise programs are 

effective to reduce fatigue in patients with a chronic illness (Highleyman, 2001).  This 

can be explained that the patients with fatigue suffer from the effects of the disease 

and the treatment they receive, which makes them have fewer activities during the 

treatment period.  When the body has fewer activities continuously for a long period 
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of time, the muscles will lose their tenseness, and this can lead to more fatigue.  Thus, 

exercise is one method to increase the body functioning to reduce the body’s stress and 

promote strengths of the muscles.  It also helps prevent osteoporosis (Suwannaroj, 

2003).  In addition, exercise improves the functioning of the cardiovascular system 

and pulmonary system.  Therefore, it prevents the onset of cardiovascular disease 

which is a major cause of morbidity and mortality in children with SLE (Callen, 2004 

cited in Sambunnanonda, 2005).  Exercise also stimulates the secretion of endorphins, 

which is a happy substance, so it can reduce mental sufferings of the patients (Ream & 

Richardson, 1999).  In brief, exercise benefits patients’ physical, psychological, and 

social well-being, ensuring the patients’ mental health and quality of life.   However, 

when used with chronic patients, exercise needs to be used with understanding of 

types, methods, and restrictions of patients in terms of age and the disease they are 

having.  The exercise that is appropriate for chronic patients is aerobic exercise.  

Adults with SLE use different types of aerobic exercises to manage or relieve their 

fatigue such as walking, biking, or jogging, which can be done at home, or they can 

use an aerobic exercise program.  It has been found that fatigue can be relieved, and 

the patients feel more energized.  Their body functions have also improved, especially 

the cardiovascular system.  Also, the muscles become stronger, and their mental health 

is in a better condition.  However, patients with SLE have to have mild SLE and there 

is no disease activity during the time of the exercise.  In addition, they are not 

pregnant, and they have no other exercise restrictions such as anemia, fever, extreme 

exhaustion, or conditions of the neurological system, the hear, the renal system, or 

arthritis (Clake-Jenssen, 2004; Neill, Belan, & Ried, 2006; Ramsey-Goldman et al., 

2000; Robb-Nicholson et al., 1989; Tench et al., 2003).  Besides, it has been found 

that the exercise generally used by patients with SLE is unsystematic and unregulated. 

  2.2 Conservation of energy intervention: Conservation of energy 

intervention is done by reducing the number of activities.  It is popularly used to 

manage patients’ fatigue.  The most popular method is sleeping and resting because 

these two methods can reduce energy expenditure and prevent too much exertion of 

energy that causes fatigue.  However, if there is too much conservation of energy, the 

patients’ muscles may become weak and lose their functioning, hence more fatigue 

(Winningham, 2002).  Pritsanapanurungsie (2000) conducted a study on effectiveness 

Copyright by Mahidol University



Fac. of Grad. Studies, Mahidol Univ.                                                         M.N.S. (Pediatric Nursing) / 39 

of self-care to manage fatigue of 30 breast cancer patients who received chemotherapy 

and found that the methods used by most patients to effectively reduce or relieve 

fatigue was sleeping and resting.  Furthermore, Saejew (2001) conducted a study with 

60 patients with head and neck cancer undergoing radiotherapy and found that resting 

and sleeping were most frequently used by the patients to reduce or relieve their 

fatigue.  In other studies, Kuntana (2005) and Prajimtis (2004) report that sleeping and 

resting were most commonly used by children with leukemia.  In addition, it has been 

found that most patients stop or reduce activities they used to do in their daily life.  A 

study of Berger & Higginbotham (2000) showed that during and after the treatment, 

patients reduced the activities they used to do by 65-80%.  Likewise, Richardson & 

Ream (1997) investigated self-care behaviors and fatigue in 109 breast cancer patients 

undergoing chemotherapy and found that the methods used by most patients were 

changing activity patterns and resting, at 83.6%. 

  2.3 Psychological and preparatory intervention: Dissemination of 

knowledge about the causes and effects of fatigue and self-care to prevent and relieve 

fatigue caused by the disease and treatment can relieve fatigue in patients.  Kongthong 

(2001) examined the effects of the educative-supportive nursing system on fatigue of 

30 patients with cancer of the nasal cavity who were receiving radiotherapy.  In this 

study, nurses taught the patients and gave information on self-care to relieve fatigue 

that occurred during each phase of the radiotherapy and observed the abnormalities 

that took place during the radiotherapy.  The findings indicated that the experimental 

subjects who received educative-supportive nursing program had less fatigue than the 

control subjects with statistical significance.  Moreover, Tiesinga, Dassen, Halfens, 

and Heuvel (1999) explored the related factors and nursing activities used to relieve 

fatigue in chronic patients by reviewing 53 existing studies.  It was found that the 

nursing activities that were used and most effective to relieve fatigue of patients were 

energy management, emotional support, activity therapy, and coping enhancement, 

respectively. 

 It was also found that a psychological method of distraction can be used 

with patients.  This includes listening to music, reading, watching television, going to 

a movie, doing recreational activities, doing household chores, going shopping, and 

meeting other people, etc., which are used by 24.7 to 25% of patients to relieve fatigue 
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(Ream & Richardson, 1999; Richardson & Ream, 1997).  However, it has been found 

that these methods can only partly relieve fatigue and only in some situations of the 

patients.  A study of Richardson & Ream (1997) showed that self-care activities 

selected by the patients were not effective enough to completely relieve fatigue.  Only 

half, or 53.7%, reported that they could partly relieve fatigue and 11.5% reported that 

they could relieve almost all fatigue.  However, 9.4% stated that they could not relieve 

fatigue at all. 

2.4 Complementary therapy intervention: At present, there are 

only few studies on complementary therapy and homeopathic remedies to relieve 

fatigue.  However, existing studies have revealed that they constitute one alternative 

for patients to relieve their fatigue.  The intervention includes meditation, massage, hot 

pack, acupuncture, herbal medicines, and Qi Gong, etc. (Highleyman, 2001; Ream & 

Richardson, 1999).  
 

6. Nursing care for fatigue in patients with SLE 

 Currently, there are no specific medical treatments that can improve 

fatigue. However, there are several drugs in development that appear to have some 

success in helping with fatigue. These drugs include male hormones, which probably 

work by inhibiting certain cytokines, & therefore, reduce the fatigue. Some lupus 

patients find that corticosteroids help. However, it is unlikely that an overall effective 

treatment will be found until the cause of the disease is better understood. Fatigue is a 

particularly common disease manifestation and one area in which patients can take 

some control. In order to minimize fatigue in patients with SLE, professional nurses 

should advise these patients as follows: 

 1. Be aware of their energy levels during the day and note times of the day 

when energy levels tend to be higher. Slow down or stop before they get too tired. 

 2. Plan activities during the times of the day when they tend to have higher 

energy levels. 

 3. Not to do everything at once. If possible, they should plan ahead and 

spread their time and energy. 

 4. Get plenty of rest and adequate sleep. When possible, they should plan 

to take a nap during the day. 
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 5. Try to avoid stress, take time to relax and learn about relaxation 

techniques. 

 6. Ask and let their friends and family help them with whatever they may 

have to do. 

 

7. Psychological well-being of children with SLE 
 Symptom outcomes and outcomes of symptom management strategies are 

important because they are indicators of the quality of symptom management 

strategies whether they are appropriate for the patients or not.  Outcomes of fatigue 

depend on symptom experience and symptom management strategies.  According to 

the symptom management model of Dodd and colleagues (2001), evaluation of 

outcomes has to be conducted on a continuous basis.  In this study, the outcomes of 

symptom management were evaluated in terms of emotional status because it has been 

found that fatigue is positively related to mood distress.  Fatigue makes individuals 

stressed, anxious, depressed, angry, restless, and emotionally unstable (Aaronson et 

al., 1999; Bower et al., 2000; Irvine et al., 1994; Piper et al., 1987).  Previous studies 

have confirmed that depression is positively associated with fatigue in patients with 

SLE (Krupp et al., 1990; McKinley et al., 1995; Tence et al., 1998; Knippen, 1998).  

In the present study, the emotional status of children with SLE was evaluated in terms 

of psychological well-being of individuals. Generally, psychological well-being is 

individuals’ feelings of happiness, content, and satisfaction with their life.  It is 

individuals’ feelings toward the situation or condition they are facing as perceived and 

decided by themselves.  In addition, it is an important psychoemotional adjustment 

that reflects quality of life and optimism toward individuals’ own environment 

(Neugarten, Havighurst, & Tobin, 1961 cited in Tongvichean, 2007).  Individuals 

perceive their psychological well-being from the evaluation of their own life in the 

current situation as well as the outcomes of their current living in terms of satisfaction 

in life (Campbell, Converse, & Rodgers, 1976 cited in Fiedman, 1993).  In this study, 

psychological well-being of children with SLE was assessed using the Index of Well-

Being (IWB) which evaluated psychological well-being as perceived by individuals in 

the cognitive and affective domains (Campbell, Converse, & Rodgers, 1976 cited in 

Meravigia, 2004).  
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8. Summary 
 An extensive review of documents and research on fatigue of child 

patients in both Thailand and abroad has shown that the number of existing studies is 

rather small.  Most of the studies have been conducted with children with cancer, and 

there is no study that is conducted with children with SLE. As for the studies 

conducted overseas, they are studies that investigated fatigue in adults with SLE.  

Only incidence of fatigue was explored in children with SLE in existing studies.  In 

Thailand, there is not study on fatigue in patients with SLE.  Findings reported by 

studies conducted abroad have shown that fatigue is more commonly found in patients 

with SLE when compared to other symptoms of this disease.  It can be found in all 

stages of the disease, in remissions and during relapses.  Fatigue generally results from 

different factors, and relief or reduction of fatigue may require only one or more than 

one methods.  Furthermore, it has been found that fatigue has considerable effects on 

development, daily life, and quality of life of children with SLE, especially those who 

are between ten and 15 years of age, who constitute the largest group of children with 

SLE and who can describe fatigue as perceived by them.  Besides this, fatigue 

symptoms and fatigue management strategies can vary, depending on perception of 

individual patients.  Some patients may want to manage their fatigue symptoms by 

themselves, some may seek ways to deal with the symptoms, and others may do 

nothing. The duration of symptom management and evaluation of symptom 

management may differ, so nurses and healthcare team members should have 

understanding of symptom experience as perceived by the patients and have mange 

their symptoms to eventually develop an effective clinical nursing practice guideline 

that will enable the patients with SLE to correctly take care of themselves and 

appropriately manage their fatigue.  
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CHAPTER III 

METHODOLOGY 

 

 
 The present study was descriptive research which aimed at investigating 

fatigue experience, fatigue management strategies, and psychological well-being of 

children with SLE.  This chapter describes the research methodology used in this study. 
 

Population and Sample 
 The population of the study consisted of children with SLE who sought 

treatment at the Out Patient Department, Nephrology Clinic, Department of  

Pediatrics, Siriraj Hospital.  The study sample was recruited based on the inclusion 

criteria. 

 The inclusion criteria were as follows: 

 1. They were pediatric patients who have been diagnosed with SLE by a 

      physician. 

 2. They were between 10 and 15 years old. 

 3. They were able to speak, read, and write the Thai language. 

 The exclusion criterion of the study was as follows:  

 1. They were children with SLE who have another disease or any  other 

     condition which is cause by another disease or not directly due to SLE 

 

Sample size 

 As regards sample size, estimation of the proportion π was used.  It is 

worth noting that the size of the population in the past was unknown and accepting 

maximum 0.10 (10%), with the confidence level set at 95% (Pongvichai, 2001).  The 

formula used in this study was shown below. 
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               n     =              1                 =          Z 2 

              4e2                           4e2 

                   Z 2 

          

         =           (1.96) 2          =      96.04 

                       4(0.1) 2  

 When: 

   n  =  the sample size 

  e  =  error accepted in estimation 

  Z  =  the value obtained from the statistics table Z, with the confidence 

          level set at 95% 

 Thus the required subjects were 96 children with SLE. However, as the 

population of children with SLE was small, and during the six-month period of data 

collection, only 38 subjects attended the Nephrology Clinic. These subjects were 

60.3% of the total sample.  Therefore, data collection was terminated, and the total 

number of the subjects in this study was 63. 

 

Setting 
 In the present study, data collection was conducted at the Out patient 

Department, Nephrology Clinic, Department of  Pediatrics, Siriraj Hospital, which is a 

university hospital that can accommodate patients from all over the country.  As 

children with SLE mostly have symptoms of the renal system, the examinations and 

treatments of children with SLE are under the responsibility of the nephrology 

clinic.The physicians who provide treatment at the clinic are renowned experts in 

children with SLE.  They performed examinations and treat children with SLE ranging 

in age from 0 to 18 years.  The schedule of the clinic is every Thursday from 1:00 p.m. 

to 4:00 p.m.  Generally, the pediatric patients who seek services at this clinic are 

newly diagnosed patients and patients who have previously been diagnosed with SLE 

and who return to the clinic as appointed by the physicians.  All pediatric patients who 

use services at the Nephrology Clinic have to measure their body weight and height.  

If they are new patients, their medical history will be elicited, and they will then see 
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the physician for examinations and treatments.  On the other hand, patients who return 

to the clinic for their appointments will have their blood or urine examination, as well 

as other examinations as specified by the physicians on the appointment cards.  After 

that, they will wait for the lab results and see the physicians, with the waiting time of 

one to two hours.  According to the statistics of the hospital, the number of children 

with SLE who seek treatment at the Nephrology Clinic is around 30 to 40 cases per 

month. 

 

Instrumentation 
 The instruments used to collect data in the present study were as follows: 

 1. Demographic Characteristics Questionnaire 

 The questionnaire was designed by the researcher to elicit data regarding 

the patients’ age, gender, educational background, caregivers, symptoms or other 

discomforts, time since diagnosis, and the treatment they received. 

 2. The Revised Fatigue Piper Scale 

 The scale was developed by Piper and colleagues (1998) and was 

translated into the Thai language by Dalopakarn (2002).  There were 22 items in the 

scale which measure four dimensions of subjective fatigue:  behavior/severity (six 

items: item 1- 6), affective meaning (five items: item 7-11), sensory (five items: item 

12-16), and cognitive/mood (six items: item 17-22).  The items were arranged in a 

numeric rating scale with the scores ranging from 0 to 10 points on a straight line.  At 

each end of the line, there was a word which indicated what was assessed.  The word 

“Did not suffer at all” was specified on the left end, while the word “Suffer the most” 

was specified on the right end of the line, as illustrated below. 

 Example: How much do you suffer from fatigue?   

      0          1         2           3         4          5          6          7          8          9        10  
          

 

             Did not suffer at all            Suffer the most 

  

 

Copyright by Mahidol University



Chayada  Kasempan                                                                                                        Methodology / 46 

 The Revised Piper Fatigue Scale was developed in a population of breast 

cancer with reliability level as assessed by Cronbach’s alpha coefficient was equal to 

0.97.  In Thailand, the scale was used with patients with breast cancer and lung cancer, 

and Cronbach’s alpha coefficient was equal to 0.86 to 0.97 (Dalopakarn, 2002; 

Jantaramanee, 2006; Kongsaktrakul, 2004; Pritsanapanurungsie, 2000).  When it was 

used with school-age children with leukemia, Cronbach’s alpha coefficient was equal 

to 0.94 (Kulsu, 2001).  In addition, the scale had been used with other groups of 

patients with a chronic illness such as AIDS patients, patients with chronic renal 

failure on dialysis, etc., and Cronbach’s alpha coefficient ranged from 0.88 to 0.93 

(Kongrod, 2006; Petchrung, 2004). 

 Therefore, in the present study, the Thai version of the Revised Fatigue 

Piper Scale (1998) translated by Dalopakarn (2002) was used because the instrument 

had been tried out with different groups of patients with a chronic illness similar to 

children with SLE aged 10 to 15 years in the present study to ensure its reliability and 

the results were at an acceptable level.  However, one of the items was adjusted to suit 

pediatric patients.  The questionnair statement in behavioral/severity subscale (item 5) 

was changed from “the ability to have sexual activities” to “the ability to perform daily 

living activities”.  In addition, the language use was revised to better suit the disease 

and age of the children with SLE. 

 The total average fatigue score was calculated by adding the 22 scores 

together and dividing by 22 in order to keep the score on the same numeric scale “0” 

to “10”. Total scores ranged from 0 to 10 which the mean of total scores from 22 items 

was interpreted into 4 levels of fatigue, with a higher score indicating a higher level of 

perceived fatigue as follows (Piper et al., 1998):  

 Mean scores at 7.00 to 10.00 =  severe fatigue 

 Mean scores at 4.00 to 6.99 =  moderate fatigue 

 Mean scores at 0.01 to 3.99 =  mild fatigue 

 Mean score at 0.00  =  no fatigue 

 Item 23 in the questionnaire was an open-ended item which elicited data 

regarding the causes of fatigue, and there could be more than one response.  There was 

no score given to this item. 
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 3. The Fatigue Management Strategies Questionnaire 

 The fatgue management strategies  were evaluated by using the Self-care 

Diary (SCD) developed by Nail (1989). The Thai version was translated by Khongsaktakul 

(2004). There were all together seven items regarding activities or techniques to 

reduce or relieve fatigue.  Of these seven items, two items were related to symptom 

management through changes in activity and rest patterns, two items were concerned 

with changes in the sleeping pattern, two items were about the patients’ psychological 

strategies, and the last item was about other strategies used by the patients.  The items 

could be divided into two parts as follows: 

 Part I:  As regards activities/techniques used to reduce or relieve fatigue 

contain 3 level:  

  Always      =  when there was fatigue the patients frequently or almost 

              all the times used this strategy, equaling 3 points. 

  Sometimes =  when there was fatigue the patients sometimes used this 

    strategy, equaling 2 points. 

  Never        =  when there was fatigue the patients never used this  

               strategy, equaling 1 points. 

 As for scoring, the scores for each of the scores for each of the items 

ranged from 1 to 3 points, with the total scores ranging from 7 to 21 points.  The total 

scores were divided by the total number of items to derive at the mean scores of 

fatigue management strategies.  The mean scores were divided into three levels as 

follows: 

  Mean scores at  2.50 to 3.00 =  frequent use of fatigue management 

          strategies 

  Mean scores at 1.50 to 2.49 =  moderate use of fatigue management 

          strategies 

  Mean scores at 1.00 to 1.49 =  little use of fatigue management  

          strategies 

 Part II: the questions asking about the outcomes of fatigue management 

strategies contain 3 levels:  

  Most            =  the fatigue management strategies used by the patients 

    could greatly reduce their fatigue, equaling 3 points 
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  Moderately  =  the fatigue management strategies used by the patients 

    could moderately reduce their fatigue, equaling 2 points  

  Mild         =  the fatigue management strategies used by the patients 

    could slightly reduce their fatigue, equaling 1 point 

 There was also one open-ended item eliciting data regarding sources of 

information about fatigue management strategies used by the patients. 

 4. The Index of Well-being 

 The outcome fatigue experience perception and management of fatigue is 

related to psychological well-being as indicated by the Index of Well-Being.  This 

instrument was translated into Thai using the translation-back translation method by 

Pongthavornkamol (2003), an instrument consisting of eignt bipolar adjective scales 

that describes life experiences and subjective well being in which a nine items 

sementic differential scale assesses the cognitive and affective dimentions of 

patients’sense of psychological well-being (Campbell, Converse, & Roger, 1976 cited 

in Meraviglia, 2006).  The questions in the test were divided into positive questions 

and negative questions.  They were four positive questions (questions no. 2, 5, 7 and 

9) and five negative questions (questions no. 1, 3, 4, 6 and 8) the answered were to be 

answered in likert scale which were divided into seven levels as shown in the example 

as follows:  

  Example: Today my life is 

  My present life is  

     7     6       5         4          3            2   1  

 

     

                Happy                Sad  

 The Index of Well-being was developed for population of lung cancer with 

reliability level as assessed by Cronbach’s alpha was 0.90 in previous research 

(Meraviglia, 2004). In Thailand, the Index Well-being was used in adult patients with  

advanced lung cancer who received palliative chemotherapy reliability level as 

assessed by Cronbach’s alpha was 0.86 (Jantaramanee, 2006). In this study, the alpha 

reliability of the index of well-being was 0.88.  
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 The score range were from 1-7 point for  questions No.1-8, except for 

questions No. 9 the score range were from 1.1-7.7 points.  The score for negative 

questions were inversed from the positive questions before been added to the total 

score.  The possible range of scores for total index was 9.1-63.7 points, with a high 

score  indicating high psychological well-being. 

 

Instrument Test 
 1. Validity  

 The Revised Fatigue Piper Scale, the Fatigue Management Strategies 

Questionnaire, and the Index of Well-being were examined by a panel of five experts 

to ensure content validity as follows: 

 One physician who was a specialist in children with SLE 

 Two nursing instructors who were specialists in fatigue management 

 One nursing instructor who was a specialist in the conceptual framework 

of fatigue management  

 One professional nurse with experience in provision of care to children 

with SLE 

 The instruments were revised and improved according to the experts’ 

comments and suggestions to ensure content validity and language appropriateness.  

The content validity index (CVI) of the instruments was as follows: 

   The Revised Fatigue Piper Scale:   CVI = 0.86 

   The Index of Well-being:                   CVI = 0.89 

 2. Reliability  

 After the instruments were revised and improved according to the experts’ 

comments and suggestions, all three questionnaires were tried out with ten children 

with SLE who had similar characteristics to the subjects in the main study.  (As the 

number of children with SLE was small, only ten subjects were used in the pilot 

study.)  The questionnaires were then used with the children with SLE who 

participated in the main study. Cronbach’s alpha coefficient was then calculated to 

determine the reliability of the questionnaires, which were as follows: 

   The Revised Fatigue Piper Scale (n =10) = 0.91 

   The Revised Fatigue Piper Scale (n =63) = 0.94 
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    The Index of Well-being       (n = 10) = 0.88 

   The Index of Well-being              (n = 63) = 0.92 

 

Data Collection 
 In this study, data collection proceeded in the following manners: 

 1. The researcher asked for an introduction letter from the Graduate School 

of Mahidol University to be submitted to the Dean of the Faculty of Medicine, Siriraj 

Hosptial, Mahidol University, to ask for permission to collect data. 

 2. The researcher submitted the research proposal to the Ethical Committee 

on Research Involving Human Subjects from the Faculty of Medicine, Siriraj Hospital, 

Mahidol University to ask for permission to collect data. 

 3. After permission was granted from the Dean of the Faculty of Medicine, 

Siriraj Hospital, and the Ethical Committee on Research Involving Human Subjects 

from the Faculty of Medicine, Siriraj Hospital, Mahidol University, the researcher met 

the head nurse of the Outpatient Department, Nephrology Clinic, Department of 

Pediatric, and related personnel. The researcher introduced herself, and explained the 

research objectives and data collection procedures, and asked for co-operation in data 

collection at the Nephrology Clinic. In addition, the researcher asked for the 

permission of medical records.  After that, the researcher proceeded in the following 

steps: 

 3.1 The researcher surveyed the medical history and records of 

children with SLE which the Office of the Registrar would send to the pediatric clinic 

one day before the appointment date.  The researcher selected the children with SLE 

who met the inclusion criteria, and recorded the subjects names.  The researcher also 

prepared the questionnaires to be completed by each of the study subjects. 

 3.2 On the data collection dates, the researcher met the subjects 

who met the inclusion criteria while they were waiting to see their physician at the 

Nephrology Clinic on the first floor of Chaophamahachakree building, Siriraj Hospital. 

 3.2.1 After the children with SLE came to the 

appointment, their body weight and height would be measured, and their blood or 

urine samples would be taken.  While they were waiting to see the physician, around 

11:00 a.m. to 1:00 p.m., the researcher established the relationship with them by 
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introducing herself to the children with SLE and their parents.  After that, the 

researcher informed them of the research objectives, explained the concept of fatigue, 

and asked them to participate in the study as described in the information sheet 

provided.  After the children with SLE and their parents agreed to participate in the 

study, the researcher asked to sit in a private area in the department and also asked the 

parents to sign the informed consent form. 

   3.3. After the subjects agreed to participate in the study, the 

researcher conducted data collection in the following steps: 

  3.3.1 The researcher arranged for the subjects to sit 

in a private area in the Nephrology Clinic where there was no distraction and where 

the subjects would conveniently go to see the physician when they were called. 

  3.3.2 The researcher explained how to fill out the 

questionnaires and asked the subjects to complete the questionnaires, beginning with 

the Demographic Characteristics Questionnaire, the Revised Fatigue Piper Scale, the 

Fatigue Management Strategies Questionnaire, and the Index of Well-being, 

respectively.  It took at least 30 minutes to complete all the questionnaires. 

  3.3.3 While the subjects were responding to the 

questionnaires, the researcher would be waiting nearby so as to be able to readily 

answer the subjects’ questions or clarify their doubt. 

 4. The data collected from the subjects were then analyzed using statistical 

formulas. 

 

Protection of Human Subjects  
 The researcher was well aware of the research ethics and respected the 

rights of the patients. Once the Ethics Committee on Research Involving Human 

Subjects from the Faculty of Medicine, Siriraj Hospital, Mahidol University had 

approved the data collection. The data collected from the subjects were utilized by 

considering the integrity, value, and possible effects on the subjects. Before data 

collection commenced, the researcher explained the research objectives and data 

collection procedures to the subjects. The subjects were informed that they had 

freedom to decide whether they would participate in the study and to withdraw from 

the study at any time if they wished without having negative consequences on the 
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treatments and care they would receive from the hospital.  The subjects were also 

assured that the data collected from them would be kept strictly confidential and 

would be reported only as group data.  Finally, the researcher gave the subjects an 

opportunity to ask questions, clarify their doubts, and sign their name on the informed 

consent form.   

 

Data Analysis  
The researcher statistically analyzed data by using statistical package.  

Descriptive statistics were used to analyzed the data as follows:  

1. Personal data such as demographic data, history of illness and treatment 

were statistically analyzed for frequency and percentage. 

2. Data on level or score of fatigue experiences, management of fatigue 

and index of well-being were statistically analyzed by using descriptive statistics and 

the results were reported in frequency, percentage, mean and standard deviation  
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CHAPTER IV 

RESULTS 

 

 
 The present study was descriptive research which aimed at investigating 

fatigue experience, fatigue management strategies, and psychological well-being of 

children with SLE.  The subjects consisted of 63 children with SLE aged between 10 

and 15 years old who received treatment at Nephrology Clinic, Department of 

Pediatrics, Siriraj Hospital.  None of the children with SLE who was approached by 

the researcher refused to participate in the study.  Data collection took place between 

July and December 2008, totaling six months.  The subjects were selected based on the 

inclusion criteria. In this chapter, the findings regarding fatigue experience, fatigue 

management strategies, and psychological well-being of children with SLE are 

presented in the form of tables with explanation. 

 Part 1: Demographic Characteristics of the subjects  

1.1 Demographic and clinical characteristics data of children with SLE        

           (Table 1) 

 Part 2: Fatigue experience of children with SLE  

  2.1  Fatigue experience (Table 2 and Table 3) 

  2.2  Causes of fatigue (Table 4) 

 Part 3: Fatigue management strategies of children with SLE 

  3.1  Fatigue management strategies by patients (Table 5) 

  3.2  Sources of knowledge for fatigue management strategies (Table 6) 

 Part 4:  Psychological well-being of children with SLE (Table 7)  
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 Part 1: Demographic Characteristics of the subjects 

Table 1 Number and percentage of children with SLE categorized by demographic 

and clinical characteristics (n = 63) 

 
 

       Demographic characteristic           Number                 Percentage     

  Age (years)                                                                 
 10-12     19    30.1 

 13-15     44     69.8  

 (Mean = 13.25, S.D. = 1.62) 

Gender 

 Female     53                  84.1 

 Male     10                15.9 

Education level  

Primary education    15   23.8 

 Secondary education   40   63.5 

 High school education/      8   12.7 

 Vocational certificate    

Leave of absence from school during treatment 

 Not taking a leave   55   87.3 

 Taking a leave     8   12.7 

  Less than 1 year      5     7.9 

  More than 1 year     3     4.8 

Caregiver 

 Mother     47   74.6 

 Father     6     9.5 

 Other persons    10   15.9 

   Time since diagnosis (months) 

 > 25        42   66.7 

13 - 24        15   23.8 

 6 - 12            6     9.5 
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Table 1 Number and percentage of children with SLE categorized by demographic 

and clinical characteristics (n = 63) (Continued)    

 
 

    Demographic characterisitcs                    Number                  Percentage                             
 

Symptoms or discomfort during treatment 

Tiredness           28            44.4 

Coughing           17                  27.0 

Pain           13   20.6 

Insomnia            8   12.7 

Anorexia             8   12.7 

Weight loss             7   11.1 

Nausea               4     6.3 

Vomiting            3     4.8 

Dyspnea           2                3.2 

Treatments 

Corticosteroids       60   95.2

 Antimalarials drug       27   42.9

 Immunosuppressive agents      24   38.1 

NSAIDs          1      1.6  

Others (Antihypertensive drug,Vitamins, etc.)29    46.0 
 

  

 As shown in Table 1, most of the subjects (69.8%) were between 13 and 

15 years old. Most subjects. were female (84.1%), and had secondary education 

(63.5%). As regards leave of absence from school, 87.3% did not take a leave of 

absence and continued their studying while they were receiving the treatment. 

Moreover, 74.6%, had their mothers as their primary caregivers. With regard to 

symptoms of SLE, 44.4% of subjects suffered from tiredness. This was followed by 

coughing and pain, at 27% and 20.6%, respectively.  In addition, as for the time since 

diagnosis, 66.7% of the subjects had been diagnosed with SLE for longer than 25 

months. Finally, most of the subjects were treated with corticosteroid (95.2%), and 

antimalarails drugs (42.9%). 
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 Part 2: Fatigue experience of children with SLE  

Table 2 Mean and standard deviation of fatigue experience score categorized by 

affective meaning, cognitive/mood, sensory, behavioral/severity (n = 63)   
 
 

             Scales and items                Mean               S.D.   
 

     Affective meaning      3.37  2.42              

  Positive/negative     5.16  3.44    

 Pleasant/unpleasant     4.09  3.30              

  Normal/abnormal     3.02  3.17            

 Protective/destructive     2.33  2.56

 Agreeable/disagreeable     2.29  2.73         

Cognitive/mood      2.85  1.95              

Patient/impatient     3.81  2.93             

 Relaxed/tense      2.86  2.75              

 Ability to remember     2.79  2.24              

 Ability to think clearly     2.76  2.18      

 Ability to concentrate     2.56  2.17     

 Exhilarated/depressed     2.35  2.26                

Sensory        2.36  1.98              

 Awake/sleepy      2.67  2.46     

 Energetic/unenergetic     2.49  2.13 

 Refreshed/tired      2.48  2.49    

 Strong/weak      2.41  2.66              

 Lively/listless      1.75  1.98                   

Behavioral/severity     2.24        2.01          

 Interference with work / school activity  3.02  2.84  

Fatigue intensity/severity    2.86  2.59 

Interference with socializing with friends  2.27  2.62 

 Overall interference with enjoyable activities  2.14  2.72     

    Fatigue distress      2.02  1.96              

    Interference with dialy activities   1.13  1.89              

Total fatigue scale     2.69  1.71 
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 Table 2 shows that overall fatigue experienced and each dimention by 

subjects was rated as being at a mild level (Mean = 2.69, S.D. = 1.71).  However, the 

subjects’ responses to affective meaning of fatigue were rated with the highest mean 

score (Mean = 3.37, S.D. = 2.42), followed by the cognitive/mood subscale (Mean = 

2.85, S.D. = 1.95). Only responses to two subscales, the affective meaning of pleasant/ 

unpleasant and positive/negative were rated at a moderate level (Mean = 4.09, S.D. = 

3.30 and Mean = 5.16, S.D. = 3.44), respectively.  
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Table 3 Number and percentage of children with SLE categorized by level of 

fatigue (n = 63) 

 
 

             Fatigue level                      Number                Percentage          
 
 

 Mild  fatigue               47       74.6 

         Moderate fatigue             16       25.4 

 Severe fatigue                        0           0 
 

   

 According to Table 3, most of  the subjects (74.6%) experienced in a mild 

level of  fatigue. 
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Table 4 Number and percentage of children with SLE categorized by perception 

of causes of fatigue (n = 63)  

 
 

 Causes                        Number                 Percentage 
 

  Disease     48   76.2 

  Inadequate rest/insomnia                   35   55.6 

  Ache/pain such as headache, joint pain    26                          41.3 

                  Stress/anxiety        25   39.7 

Hard work     21   33.3 

                  Fever      17   27.0 

Taking medicines    15                                23.8  

Going to the hospital        13   20.6 

Travels such as going to school   13   20.6 

Not being able to play/meet friends     12   19.0 

Nausea/vomiting       11   17.5 

Helplessness          9   14.3 

Procedures of treatment         8   12.7 

                  Anorexia                8   12.7 
 

  

 As illustrated in Table 4, the three causes of fatigue as perceived by the 

subjects were the disease they were having, inadequate rest/insomnia , and ache or 

pain, accounting for 76.2%, 55.6%, and 41.3%, respectively.                 
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 Part 3: Fatigue management strategies in children with SLE 
Table 5 Mean and standard deviation of fatigue management strategies score of 

children with SLE and percentage of children with SLE categorized by 

level of alleviation of fatigue (n = 63)  

 
 

     Activity                 Mean   S.D.     Level of  fatigue alleviation (%) 

                       High         Moderate        Mild 
 

Getting fresh air       2.12      0.58           44.4                  41.3                  4.8 

Going to bed earlier than usual 1.98  0.52          31.7                  50.8         3.2 

Getting up later than usual  1.95    0.68          30.2                  39.7                  6.3 

Getting more exercises  1.95      0.63         28.6                  42.9                  6.3 

Taking naps               1.92      0.67         33.3                  36.5                  4.8 

Keeping busy to get your mind off it 1.75       0.71      14.3                   30.2                 17.5 

Other strategies 

Playing games, do nothing   1.10      0.43           0                  3.2                1.6 
  

  

 The findings shown in Table 5 indicated that the subjects used fatigue 

management strategies at a moderate level. The most frequently used fatigue 

management strategy was trying to be in a place with fresh air (Mean = 2.12, S.D. = 

0.58), and the outcome of this strategy was rated at a moderate (41.3%) or high 

(44.4%) level. 
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Table 6 Number and percentage of  children with SLE categorized by sources of 

fatigue management knowledge (n = 63) 

 
 

      Sources of knowledge                       Number              Percentage  
 

 

  Family members    48   76.2 

Healthcare team members   36   57.1 

Media such as television/ Internet  33   52.4 

Friends      10   15.9 

Brochures/ poster boards        7   11.1 

Neighbors        6     9.5 
  

 

 Table 6 revealed that  family members, and healthcare team members were 

the major source of fatigue management knowledge for children with SLE (76.2%, 

and 57.1%, respectively). 
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 Part 4: Psychological well-being of children with SLE  

Table 7 Mean and standard deviation of psychological well-being score of 

children with SLE (n = 63) 

 
 

              Statement            Mean               S.D.    
             

  Full      5.87  1.14 

 Friendly      5.84  1.22           

 Enjoyable      5.81  1.26 

  Completely satisfied    5.69  1.42 

  Hopeful      5.65  1.29      

  Worthwhile     5.52  1.33       

   Brings out the best in me    5.52  1.32            

 Rewarding     5.16  1.32  

 Interesting     5.01  1.64         

 Overall psychological well-being   5.57  1.04 

   
   

 According to Table 7, the study indicated that the overall psychological 

well-being was high (Mean = 5.57, S.D. = 1.04). In addition, most patients reported 

their psychological well-being as follows: the fullness of life (Mean = 5.87, S.D. = 

1.14), friendly (Mean = 5.84, S.D. = 1.22), and enjoyable (Mean = 5.81, S.D. = 1.26). 
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CHAPTER V 

DISCUSSION 

 

 
 The present study was descriptive research which aimed at investigating fatigue 

experience, fatigue management strategies, and psychological well-being of children with 

SLE.  In this chapter, the findings regarding research questions of the study are discussed. 
 

Characteristics of the sample 
 The total number of subjects in this study was 63.  They were children 

with SLE who ranged in age from 10 to 15 years old, with the mean age of 13.25 

years. Most of the subjects (69.8%) were between 13 and 15 years old.  As for gender, 

most of the subjects (84.1%) were girls.  This finding was in congruence with the data 

on the incidence of  SLE overseas that there are more girls than boys who suffer from 

SLE (Johnson, et al., 1995; Klein-Gitelman, et al., 2002; Stichweh, et al., 2004).  In 

addition, 63.5% of the subjects were studying in an early secondary level, 74.6% had 

their mothers as their caregivers when they were sick, and 66.7% had been diagnosed 

with SLE for more than 25 months.  Finally, the symptoms of SLE that were most 

commonly found among this group of subjects were tiredness, coughing, and pain, 

accounting for 44.4%, 27%, and 20.6%, respectively, and these symptoms were 

mostly treated with corticosteroids (95.2%), and antimalarails drugs (42.9%). 

 

Research Question 1: What is the fatigue experience of children with 

SLE? 
 According to the study findings, most of the subjects (74.6%) had fatigue 

experience at a mild level (Mean = 2.69, S.D. = 1.71), while 25.4% had fatigue 

experience at a moderate level.  None of the subjects had fatigue experience at a high 

level.  When considering each dimension of  subjective fatigue, it was found that the 

perception of  fatigue in the affective meaning subscale had the highest mean score 
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(Mean = 3.37, S.D. = 2.42), followed by the perception of fatigue in the cognitive 

/mood subscale (Mean = 2.85, S.D. = 1.95), the perception of fatigue in the sensory 

subscale (Mean = 2.36, S.D.= 1.98), and the perception of fatigue in the behavioral/ 

severity subscale (Mean = 2.24, S.D.= 2.01), respectively.  It can be seen that almost 

all of the mean scores of all dimensions of subjective fatigue were at a mild level, 

except the mean scores of perception of fatigue in the affective meaning subscale as 

positive/negative and pleasant/unpleasant which were at a moderate level (Mean = 

5.16, S.D. = 3.44, and Mean = 4.09, S.D. = 3.30, respectively).  Similar findings have 

been reported by studies conducted overseas regarding the incidence of fatigue in 

children with SLE; however, there is no study that has been carried out to investigate 

other aspects of fatigue (Houghton et al., 2008; Rood et al., 1999; Xiaohu, 2007).  On the 

other hand, a study conduced with adults with SLE has shown that the patients (50.6%) 

had a high level of fatigue and that fatigue would be more severe in adults with SLE who 

suffered from headache, dizziness, and symptoms of the bones and muscles (Wysenbeek 

et al., 1993). Furthermore, the three leading causes of  fatigue as perceived by the children 

with SLE in this study were the disease they were having (76.2%), inadequate 

rest/insomnia (55.6%), and pain (43.1%). Likewise, previous studies conducted with 

adults with SLE have revealed that fatigue was associated with exacerbation of the 

disease, pain, emotional condition, and sleeping patterns (Krupp et al., 1990; McKinley et 

al., 1995; Tence et al., 2000; Wysenbeek et al., 1993; Zonana-Nacach et al., 2000). 

 According to Dodd and colleagues (2001), symptom experience is individuals’ 

perception of symptoms, assessment of the meaning of symptoms, and responses to 

symptoms, which, in turn, lead to individuals’ observation of changes in what they used to 

feel or do. Individuals will assess and judge severity, cause, treatability, and outcomes of 

symptoms in their life. Responses to symptoms are physical, psychological, 

psychosocial, and behavioral responses to symptoms.  Therefore, understanding of 

these responses is deemed significant as it enables individuals to manage their 

symptoms effectively. According to the conceptual framework of symptom 

experience, there are two-way relationships between perception of symptoms and 

assessment of symptoms, between assessment of symptoms and responses to 

symptoms, and between responses to symptoms and perception of symptoms.  If  

individuals believe that the symptoms are threatening them, their perception of  the 
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severity of symptoms will be increased, hence more responses to symptoms as well as 

more perception of  fatigue.  The findings of the present study showed that children 

with SLE had overall fatigue experience at a mild level.  This may be because their 

disease was in a remission stage, and most of them were treated with steroids.  

Therefore, they had little suffering caused by the disease and its treatment.  When they 

perceived that the disease was not threatening to their life, the children with SLE had a 

mild level of perception of fatigue experience. 

 

Research Question 2: What are fatigue management strategies used 

by children with SLE? 
 The study findings indicated that the fatigue management strategies of the 

children with SLE were at a moderate level.  The four items which received the 

highest mean scores were trying to be in a place with fresh air (2.12 ± 0.58), which 

could reduce fatigue at a moderate (41.3%) or high (44.4%) level, trying to go to bed 

earlier than usual (1.98 ± 0.52), which could reduce fatigue at a moderate level 

(50.8%), waking up later than usual (1.95 ± 0.68), which could reduce fatigue at a 

moderate level (39.7%), and trying to exercise (1.95 ± 0.63), which could reduce 

fatigue at a moderate level (42.9%). On the other hand, the fatigue management 

strategy which was used the least by the children with SLE was trying to keep busy so 

as not to think about fatigue (1.75 ± 0.71) such as reading, listening to music, playing 

games, etc., which could reduce fatigue at a moderate level (30.2%).  Such findings 

were not consistent with the findings reported by Neill and colleagues (2006) who 

reviewed  research studies involving non-pharmacological interventions for fatigue 

published in England between 1987 and 2006. It was discovered that effective fatigue 

management strategies among adult patients with SLE were aerobic exercises.  

 According to Dodd and colleagues (2001), when individuals have 

symptom experience, they will assess their symptoms and set a goal of symptom 

management by searching for symptom management strategies to relieve or improve 

the symptoms.  Besides, symptom management is a dynamic process that constantly 

changes or changes with or without the consent of the patients.  In the present study, 

symptom management was the strategies selected and perceived by the patients to 

manage their symptoms.  It was found that the children with SLE used exercises to 
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manage their fatigue less than other strategies.  In addition, they perceived that the 

effectiveness of exercises to relieve fatigue was at a moderate level, while their fatigue 

experience was only a mild level.  Such finding was contradictory to the finding of 

Neill and colleagues (2006) that aerobic exercises are effective to relieve fatigue in 

patients with chronic illnesses, particularly SLE.  One plausible explanation is that the 

subjects of the present study did not exercise correctly or appropriately to suit their 

symptoms or they may have had incorrect perception of exercises to manage fatigue.  

In this study, most of the subjects (76.2%) received information about fatigue 

management strategies from their family members. Only 57.1% of them received 

information from the healthcare team members.  Thus, healthcare team members 

should become aware of their roles to disseminate knowledge and understanding of 

correct fatigue management strategies among children with SLE and their family 

members.  This is because family is considered an important source of social support 

that can enable children with SLE to adopt effective symptom management strategies.  

This is also in line with the components of nursing emphases specified in the 

conceptual framework of symptom management proposed by Dodd and colleagues 

(2001) consisting of person, environment, and health and illness, all of which 

constitute factors that have an influence on symptom experience, symptom 

management strategies, and symptom outcomes. 

 

Research Question 3: What is psychological well-being of children 

with SLE? 
 According to the revised symptom management model (Dodd et al., 2001), 

outcomes emerge from symptom management strategies as well as from the symptom 

experience. In this study, researcher studied outcome dimention which is focused on 

emotional status as indicated by psychological well-being, and Index of well-being 

was used to assess the cognitive and affective dimentions of patients’ sense of 

psychological well-being. (Campbell, Converse, & Rodger,1976 cited in Meravigia, 

2004).  

  In this study, patients reported high psychological well-being. Data 

showed that patients’ mean score of psychological well-being was 5.57 (S.D. = 1.04). 

(The possible range of scores for the total index is 9.1 to 63.7, with a high score 
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indicating high psychological well-being).  The four items of psychological well-being 

which received the highest mean scores were the item on the current feelings of 

fullness of  life (Mean = 5.87, S.D. = 1.14), followed by friendly (Mean = 5.84, S.D. = 

1.22), enjoyable (Mean = 5.81, S.D. = 1.26), and completely satisfied (Mean = 5.69, 

S.D. = 1.42), respectively.  Such findings indicated that the psychological well-being 

of children with SLE was at a high level.  Moreover, most of the children with SLE in 

this study had fatigue experience at a mild (74.6%), or moderate level (25.4%).  None 

of them had fatigue experience at a high level.  These findings were not consistent 

with the findings of Jantaramanee (2006) who used the Revised Fatigue Piper Scale 

and the Index of  Well-being to investigate fatigue experience and psychological well-

being of adult patients with advanced lung cancer receiving palliative chemotherapy 

and found that these patients had fatigue experience and psychological well-being at a 

moderate level.  This may be explained that children with SLE in this study had less 

fatigue experience because their disease was in remission, so fatigue did not have 

much effect on their ability to perform activities of daily living or other activities.  

Besides, they were still children, so they did not have much social interaction in their 

daily life, and they suffered from less complications or side effects of  their treatment. 

This was evidenced by their scores of psychological well-beings in different 

dimentions which were at a high level, especially the scores of  fullness of life, 

friendly, and enjoyable.  In addition, the effects or complications of treatment of 

children with SLE were mostly on their self-concept due to changes in their physical 

appearances such as weight gain, puffy cheeks, excessive growth of body hair, skin 

changes with purple striae, acne , etc. (Ruperto, et al., 2004). Therefore, their level of  

psychological well-being was high.  
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CHAPTER VI 

CONCLUSION 

 

 
 The present descriptive research aimed at investigating fatigue experience of 

children with SLE, their fatigue management strategies, and their psychological well-being.   

 The study sample consisted of 63 children with SLE aged 10 to 15 years 

who were seeking treatment at Nephrology Clinic, Department of  Pediatrics, Siriraj 

Hospital.  The instruments used in the study were composed of the demographic 

characteristics questionnaire, the Revised Fatigue Piper scale, Fatigue Management 

Strategies, and the Index of Well-Being.  The instruments were examined to ensure 

content validity by a panel of five experts, and Cronbach’s alpha coefficient 

correlation revealed that the reliability of the Revised Fatigue Piper scale and the 

index of  Well-Being of subjects were tried out with 10 children of SLE who had 

similar characteristics to the subjects were 0.91 and 0.88, respectively. 

 Data were collected by the researcher who asked the children with SLE to 

complete the self-administered questionnaires.  The data from the medical and 

treatment records of children with SLE from the OPD cards were also utilized.  It is 

worth noting that as the number of children with SLE was rather small, the data 

collection lasted as long as six months, and the total number of subjects who were 

recruited during this period was 63. 

  Data were then analyzed by means of a computer program.  Data 

regarding the subjects’ demographic characteristics and the medical and treatment 

records of the subjects were analyzed in terms of descriptive statistics of frequency 

and percentage.  In addition, frequency, percentage, mean, and standard deviation 

were also employed to analyze data regarding the subjects’ fatigue experience, fatigue 

management strategies, and psychological well-being. 
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Summary of the research findings 
 1. Most subjects (69.8%) were between 13 and 15 years old, and most of 

them (84.1%) were female.  As regards education, 63.5% of the subjects were 

studying in an early secondary level, and 87.3% of them were able to attend school.  

Moreover, 74.6%, had their mothers as their caregivers.  When considering their 

symptoms, it was found that 44.4% of the subjects suffered from tiredness, 27% had 

coughing, and 20.6% suffered from pain. As for diagnosis, 66.7%, had been diagnosed 

with SLE for more than 25 months, and almost all of them (95.2%) had been treated 

with coticosteroids.  Furthermore, 46% had been prescribed other medications such as 

antihypertensives, diuretics, or vitamins, while 42.9% had been treated with anti-

malarial drugs. 

  2. As regards fatigue experience, the findings indicated that most subjects 

(74.6%) had a mild level of fatigue experience (Mean = 2.69, S.D. = 1.71).  The mean 

score of perception of fatigue in the affective meaning subscale was highest (Mean = 

3.37, S.D. = 2.42), followed by perception of fatigue in the cognitive /mood subscale 

(Mean = 2.85, S.D. = 1.95), perception of fatigue in the sensory subscale (Mean = 

2.36, S.D. = 1.98), and perception of fatigue in the behavioral/ severity subscale 

(Mean = 2.24, S.D. = 2.01), respectively.  There was only one aspect of perception of 

fatigue in the affective meaning subscale, which was the pleasant/unpleasant and the 

positive/negative aspect, whose mean score was at a moderate level.  In addition, the 

causes of fatigue as perceived by the subjects were the disease they were having, inadequate 

rest/insomnia, and pain, accounting for 76.2%, 55.6%, and 41.3%, respectively.  

  3. In terms of fatigue management, on the overall the fatigue management 

strategies of the subjects were at a moderate level, and the outcomes of fatigue 

management were also at a moderate level.  The items which received the highest 

mean scores were trying to be in a place with fresh air (2.12 ± 0.58), which could 

reduce fatigue at a moderate (41.3%) or high (44.4%) level.  This was followed by 

going to bed earlier than usual (1.98 ± 0.52), which could reduce fatigue at a moderate 

level by 50.8%, getting up later than usual (1.95 ± 0.68), which could reduce fatigue at 

a moderate level by 39.7%, and trying to exercise (1.95 ± 0.63), which could reduce 

fatigue at a moderate level by 42.9%.  Besides this, the subjects received information 

Copyright by Mahidol University



Chayada  Samart                                       Conclusion / 70 

about fatigue management methods from family members, healthcare team members, 

and different media, accounting for 76.2%, 57.1%, and 52.4%, respectively. 

  4. The subjects’ overall psychological well-being was at a high level 

(Mean = 5.57, S.D. = 1.04).  The four items with the highest mean scores were the 

item on the subjects’ current feeling about fullness of life (Mean = 5.87, S.D. = 1.14), 

followed by friendly (Mean = 5.84, S.D. = 1.22), enjoyable (Mean = 5.81, S.D. = 

1.26), and completely satisfied (Mean = 5.69, S.D. = 1.42), respectively. 

 

Implications and Recommendations 
  Based on the study findings, the following recommendations can be made: 

  For nursing practices 

  The findings showed that only 57.1% of the children with SLE received 

information about fatigue management from healthcare team members, and more 

subjects received the needed information on fatigue management from their family 

members.  Therefore, nurses should increase their educator role by providing 

knowledge on correct and appropriate fatigue management strategies to children with 

SLE and their caregivers to suit their age and the disease status.  In particular, previous 

studies have revealed that exercise is an effective fatigue management technique for 

patients with SLE.  However, in the present study, it was found that the subjects 

exercised only at a moderate level.  In addition, some subjects misunderstood that they 

should not exercise because it may increase their blood pressure, while others 

exercised incorrectly, which in turn led to an increase in fatigue experience and 

disease activity level. 

  Besides, the study findings revealed that the most important causes of 

fatigue as perceived by the subjects were inadequate rest/insomnia (55.6%) and pain 

(41.3%), after their illness.  Previous studies have confirmed that these factors have an 

adverse effect on fatigue.  As a result, one of the roles played by nurse educator  is to 

disseminate knowledge and information among patients and their caregivers by 

preparing them to manage these symptoms to prevent or relieve fatigue that may 

develop.  This should be done as soon as the patients are diagnosed with SLE.  In 

addition, nurses should offer knowledge on the disease, its possible complications, and 

its treatment.  They may use demonstrations and activities to enable children with SLE 
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and their families to practice necessary skills and techniques to relieve fatigue.  

Furthermore, nurses should promote sleep and pain management in patients and work 

in collaboration with the multidisciplinary team to offer holistic are to SLE patients by 

taking the patients’ and their families’ physical and psychosocial conditions as well as 

their beliefs into consideration.  Also, nurses should promote and develop self-care 

efficacy of SLE patients and their caregivers to prevent relapses and complications, to 

ensure management of different symptoms, and to promote confidence of the patients 

and their family members to make them able to appropriately make decisions about 

their treatment with the multidisciplinary team. 

  For nursing education and administration 

  The findings of the present study could be used as baseline data to develop 

the body of knowledge on fatigue experience and fatigue management of children with 

SLE so as to equip nursing personnel with knowledge, understanding, and skills 

necessary to provide assistance and care to SLE patients.  Moreover, training should 

be conducted to raise the nursing personnel’s awareness of the significance of fatigue 

and fatigue management strategies to further develop the provision of care system to 

ensure efficiency and effectiveness of care. 

  For nursing research  

  1. Studies should be conducted to further derive at baseline data that can 

be used to develop a clinical nursing practice guideline to asses fatigue and promote 

psychological well-being of children with SLE. 

  2. Research should be carried out to investigate fatigue experience, fatigue 

management strategies, and psychological well-being of children with SLE in other 

age groups, children with SLE during a disease flare or active disease, children with 

SLE who are hospitalized, and children with SLE who receive immunosuppressive 

drugs. 

  3. Experimental research should also be conducted to examine nursing 

patterns that promote positive fatigue experience of children with SLE including 

perception of fatigue, assessment of fatigue, responses to fatigue, and management of 

fatigue that is correct and appropriate for the patients’ age and disease conditions. 
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APPENDIX A 

LIST OF CONTENT VALIDATORS 

 

 
 The content validity of the questionnaires used in this study was assured 

by five validators. Name list of content validators was as follows: 

 
 1. Assoc. Prof. Dr. Kanaungnit Pongthavornkamol, Department of Medical 

     Nursing, Faculty of Nursing, Mahidol University 

 

 2. Assoc. Prof. Dr. Sureeporn Thanasilp,  

         Faculty of Nursing, Chulalongkorn University 

 

 3. Assist. Prof. Dr. Aurawamon Sriyuktasuth, Department of Medical      

     Nursing, Faculty of Nursing, Mahidol University 

 

 4. Lecturer Sirirat  Charuvanij, M.D., Psychiatry, Department of Pediatric,  

         Faculty of Medicine, Siriraj Hospital, Mahidol University 

 

 5. Miss Summana Boonlai, Pediatric Nursing Division, 

         Faculty of Medicine, Siriraj Hospital, Mahidol University. 
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APPENDIX B 

DOCUMENTARY PROOF OF ETHICAL CLEARANCE 
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APPENDIX C 

PARTICIPANT INFORMATION SHEET  

AND INFORMED CONSENT FORM 
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APPENDIX D 

DATA COLLECTION INSTRUMENTS 

 

 
 
วันที่เก็บขอมูล....../....../.......                             เลขที่แบบสอบถาม……. 
แบบสอบถามประสบการณอาการเหนื่อยลา การจัดการกับอาการ และผลลัพธของการจัดการกับ
อาการเหนื่อยลาในผูปวยเด็กโรคเอส.แอล.อี. 
 
 คําชี้แจง :  
1. แบบสอบถาม มีทั้งหมด 49 ขอ ประกอบดวย 4 สวน คือ 
 สวนที่ 1   ขอมูลทั่วไป  จํานวน 8 ขอ ประกอบดวย 

 1.1  ขอมูลสวนบุคคล จํานวน 6 ขอ 

 1.2  ขอมูลเกี่ยวกับความเจ็บปวยและการรักษา 
                        จํานวน 2 ขอ (สําหรับผูวิจัยกรอก) 
 สวนที่ 2   การประเมินประสบการณเหนื่อยลา จํานวน 23 ขอ ประกอบดวย 

 2.1  ประสบการณเหนื่อยลา จํานวน 22 ขอ 

 2.2  สาเหตุของการเกิดอาการเหนื่อยลา 1 ขอ   

 สวนที่ 3   การจัดการกับอาการเหนื่อยลา  จํานวน 8 ขอ 
 สวนที่ 4   ความผาสุกทางจิตอารมณ จํานวน 9 ขอ 
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สวนที่ 1  ขอมูลท่ัวไป 
คําชี้แจง: ขอใหหนูตอบแบบสอบถาม โดยทําเครื่องหมาย (  ) ลงใน (  ) ที่กําหนด หรือเติมคําลง
ในชองวางที่ตรงกับขอมูลตามความเปนจริงมากที่สุด (ขอที่ 1-6) 
 1. อายุ..............ป        
 2. เพศ   

(   )  ชาย   (   )  หญิง 
 3. ระดับการศกึษา   
  (   ) ระดับประถมศึกษา       
  (   ) ระดับมัธยมตอนตน         
  (   ) ระดับมัธยมตอนปลาย / ปวช.       
 4. ปจจุบันหนูไปโรงเรียนหรือไม 
  (   )  ไป   (   ) ไมไดไป โปรดระบุ...... 
      (   )  อยูในชวงพักการเรียนนาน < 1 ป 
                     (   ) อยูในชวงพักการเรียนนาน > 1 ป 
 5. บุคคลท่ีคอยดูแลชวยเหลือหนู เม่ือหนูเจ็บปวย 
  (   ) ไมมี  (   ) มี  เกี่ยวของเปน........................... 
 6. ปจจุบันหนมูีอาการ หรือมคีวามไมสุขสบายอื่น ๆ ตอไปนี้รวมดวยหรือไม  
      (ตอบไดมากกวา 1 ขอ) 
  (   ) ไอ     (   )  น้ําหนักลด         
  (   )  หอบ    (   )  ปวด (ระบตุําแหนงที่ปวด)................. 
  (   )  นอนไมหลับ   (   )  เบื่ออาหาร   
  (   )  อาเจียน   (   )  คลืน่ไส  
  (   )  เหนื่อย  (   )  อื่น ๆ ระบุ.......................... 
 
           *7. ไดรับการวนิิจฉัยเปนโรคเอส.แอล.อี.เม่ือ .........../............/.............   

        *8.  การรกัษาที่ไดรับ  

  (    )  Corticosteroids  (    )  Antimalarials  เชน  hydroxychloroquine 
  (   )  Immunosuppressive agents  อื่น ๆ เชน cyclophosphamide   
  (   )  NSAIDs             (    )  ยาอื่น ๆ ............................................................  
 
 
 
       * ผูวิจัยจะเก็บขอมูลจากเวชระเบียน  

 

Copyright by Mahidol University



Chayada  Samart                                                                                                               Appendices / 98 

สวนที่ 2  แบบประเมินประสบการณอาการเหนื่อยลา 
ตอนที่ 1    แบบสอบถามประสบการณอาการเหนื่อยลา 
คําชี้แจง: เปนแบบสอบถามความรูสึกของหนูเกี่ยวกับความเหนื่อยลาในชวง 1 สัปดาหท่ีผาน
มา  ขอใหหนูอานขอความแตละขอ แลวพิจารณาดูวาหนูมีความรูสึกตรงกับขอความทางดาน
ซาย หรือขวามือ แลวทําเครื่องหมายกากบาท ( ) ลงบนตัวเลขที่ตรงกับระดับความรูสึกของ
หนูมากที่สุด  

 
      ซึ่งในที่นี้ “ความเหนื่อยลา” หมายถึง  ความรูสึกออนเพลีย เหน็ดเหนื่อย  ไมมีแรง 
เคล่ือนไหวแขนขา หรือทํากิจกรรมตาง ๆ ไมคอยไหว หรือไมอยากทํา 
ตัวอยางเชน                           
         1. ความรูสึกเหนื่อยลาทําใหหนูมีความเครียดในระดับใด 

                                                          
0          1         2           3         4          5          6          7          8          9        10  
          

   ไมมีความเครียดเลย                                                                  มีความเครียดมากที่สุด 
 จากตัวอยาง      หมายความวา   หนูไมมีความเครียดเลยเมื่อมีความรูสึกเหนื่อยลา  
 
หรือ     1. ความรูสึกเหนื่อยลาทําใหหนูมีความเครียดในระดับใด 

                                                           
0          1         2           3         4          5          6          7          8          9        10  
          

   ไมมีความเครียดเลย                                                     มีความเครียดมากที่สุด 
 จากตัวอยาง      หมายความวา   ความรูสึกเหนื่อยลาทําใหหนูมีความเครียดมากที่สุด  
 
หรือ     1. ความรูสึกเหนื่อยลาทําใหหนูมีความเครียดในระดับใด 

                                                           
0          1         2           3         4          5          6          7          8          9        10  
          

   ไมมีความเครียดเลย                                                              มีความเครียดมากที่สุด 
  จากตัวอยาง      หมายความวา   ความรูสึกเหนื่อยลาทําใหหนูมีความเครียดในระดับ  6   
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             1. ความรูสึกเหนื่อยลาทําใหหนูมีความทุกขทรมานในระดับใด 

                                                               
0          1         2           3         4          5          6          7          8          9        10  
          

ไมมีความทุกขทรมานเลย                          มีความทุกขทรมานมากที่สุด 
2. 
3. 
4. 
5. 
6. 
7. 
8 
9. 
10. 
11. 
12. 
13. 
14. 
15. 
16. 
17. 
18. 
19. 
20. 
21. 
22. 
        0          1          2          3          4          5          6          7          8          9        10  

          
 สมองปลอดโปรง                    สมองไมปลอดโปรง 
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ตอนที่ 2  แบบสอบถามตอนนี้ตองการถามสาเหตุของการเกิดอาการเหนื่อยลาตามความคิด/
ความรูสึกของหนู โดยทําเครื่องหมาย   ลงใน (   ) หนาขอที่ตรงกับความคิดหรือ ความรูสึกของ
หนูใหมากที่สุด 
23. หนูคิดวาอาการเหนื่อยลาที่เกดิขึ้น มีสาเหตุมาจากอะไร              
      (ตอบไดมากกวา 1 ขอ)       
    
        (   ) โรคที่เปนอยู     

(   )  การที่ตองมารับการตรวจรักษาที่โรงพยาบาล 

(   )  การทําหัตถการเพื่อการตรวจรักษาของแพทย/พยาบาล  

        เชน ฉีดยา เจาะไต  ใหน้ําเกลือ 

 (   )  การไดรับยาที่รักษา      

(   )  การพักผอนไมเพียงพอ / นอนไมหลับ 

        (   )  การทํางานหนัก เชน ยกของหนัก   

(   )  การรับประทานอาหารไมเพียงพอ/เบื่ออาหาร 

       (   )  อาการปวดตาง ๆ  เชน ปวดศีรษะ ปวดขอ    

   (   )  การมีไข 

        (   )  อาการคลื่นไส /อาเจียน     

       (   )  ความเครียด / ความวิตกกังวล   

(   )  การไมไดเลน หรือพบปะสังสรรคกับเพื่อน 

      (   )  การชวยเหลือตนเองไดนอยลง /ตองพึ่งพาผูอื่น 

       (   )  การเดินทาง  เชน เดินทางไปโรงเรียน  

(   )  อื่น ๆ (โปรดระบุ)...................               
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สวนท่ี 3   แบบประเมินการจัดการกับอาการเหนื่อยลา 
คําชี้แจง  แบบสอบถามสวนนี้ประกอบดวยขอความที่ถามเกี่ยวกับกิจกรรมที่ทําเพื่อการจัดการกับ
อาการเหนื่อยลา ขอใหหนูทําเครื่องหมาย   หนากิจกรรมที่หนูไดใช/ปฏิบัติจริงเพื่อจัดการกับ
อาการเหนื่อยลา และผลที่เกิดขึ้นภายหลังใชวิธี/กิจกรรมนั้น ๆ ซึ่งคําถามแตละขอแบงเปน 2 สวน 
คือ 
ตอนที่ 1   เปนกิจกรรมที่ใชจัดการกับอาการเหนื่อยลาที่หนูไดปฏิบัติ มีใหเลือกตอบ 3 ขอ ดังนี้    
   ปฏิบัติบอย      หมายความวา เมื่อเกิดอาการเหนื่อยลาหนูใชวิธีการเหลานี้บอย 
                   /เกือบทุกครั้ง                                
           ปฏิบัติบางครั้ง  หมายความวา   เมื่อเกิดอาการเหนื่อยลาหนูใชวิธีการเหลานี้เปนบางครั้ง 
                ไมปฏิบัติ          หมายความวา  เมื่อเกิดอาการเหนื่อยลาหนูไมไดใชวิธีการเหลานี้เลย 
 
ตอนที่ 2  เปนผลที่เกิดขึ้นภายหลังใชกิจกรรมในการลดหรือบรรเทาอาการเหนื่อยลาของหนู  
              มีใหเลือกตอบ 3 ขอ ดังนี้ 
     มาก       หมายความวา วิธีการที่ใชจัดการกับอาการเหนื่อยลาที่ทําแลวสามารถบรรเทา 
   อาการเหนื่อยลาไดมาก       
    ปานกลาง  หมายความวา  วิธีการที่ใชจัดการกับอาการเหนื่อยลาที่ทําแลวสามารถ บรรเทา 
   อาการเหนื่อยลาไดปานกลาง 
 นอย          หมายความวา  วิธีการที่ใชจัดการกับอาการเหนื่อยลาที่ทําแลวสามารถ  
         บรรเทาอาการเหนื่อยลาไดนอย      

 

 

   ตัวอยาง 

 การปฏิบัติ บรรเทาอาการเหนื่อยลาได

เมื่อเกิดอาการเหนื่อยลา 
ฉันใชวิธีการดังตอไปนี้  ปฏิบัติ ปฏิบัติ ไมได มาก ปาน นอย

 บอย บางครั้ง ปฏิบัติ  กลาง  
1. ฉันเขานอนเร็วกวาปกติ   
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จากตัวอยาง  หมายความวา   เมื่อเกิดอาการเหนื่อยลาหนูใชวิธีการเขานอนเร็วกวาปกติเปน
บางครั้ง และวิธีการนี้สามารถบรรเทาอาการเหนื่อยลาไดมาก 

 

 การปฏิบัติ 
บรรเทาอาการเหนื่อย

ลาได 
เมื่อเกดิอาการเหนื่อยลา 
ฉันใชวิธีการดังตอไปนี้  ปฏิบัติ ปฏิบัต ิ ไมได มาก ปาน นอย

 บอย บางครั้ง ปฏิบัติ   กลาง  

1. เขานอนเร็วกวาปกติ   
                      

2. ตื่นนอนสายกวาปกติ       
                       

3. นอนพัก / งีบหลับในชวงกลางวัน 

                    

4. พยายามออกกําลังกาย      
                 

5. พยายามไปในที่มีอากาศบริสุทธิ์ 

 
            

6. พยายามทําตัวใหยุงเพื่อที่จะไมคิดวา 

เหนื่อยลา  
                                          

7. อื่น ๆ (ระบุ) …………… 
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8.  หนูทราบวิธีการจัดการกับอาการเหนื่อยลาตาง ๆ จากแหลงใด  
      (ตอบไดมากกวา 1 ขอ)                                
          
  (   )   สมาชิกในครอบครัว 

         (   )   เพื่อนบาน 

  (   )   เพื่อนผูปวยดวยกัน     

         (   )   สื่อตาง ๆ เชน โทรทัศน วิทยุ สิ่งพิมพตาง ๆ  internet  

  (   )   ใบปลิว / บอรดประชาสัมพันธ 

  (   )   บุคลากรในทีมสุขภาพ เชน แพทย พยาบาล   

  (   )   อื่น ๆ โปรดระบุ.......................................... 
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สวนที่ 4   ดัชนีวัดความผาสุกทางจิตอารมณ 
                                

คําชี้แจง  ขอใหหนูเลือกใชคํา/ขอความตอไปนี้  ในการบอกถึงความรูสึกของตัวหนูเองที่มีตอ
การดําเนินชีวิตของหนูในปจจุบัน  โดยกากบาท  ( ) ทับตัวเลขที่คิดวาอธิบายความ รูสึกของ
หนูไดใกลเคียงมากที่สุด  

  
 ถาหนูรูสึกวาชีวิตในปจจุบันของหนู “ เศรา” เลือกกากบาท ( ) หนาคําวา “เศรา”  ถา
ความรูสึกของหนูอยูระหวางคําวา “สุข” กับ “เศรา” (เทากับระยะระหวางเลข 1-7)  
ใหเลือกตัวเลขที่คิดวาใกลเคียงกับความรูสึกของหนูมากที่สุด 

 
  ตัวอยางเชน 

 
 1. ชีวิตของหนูทุกวันนี้  
 

 

                                          
  7    6      5        4       3        2  1  
     
 
            มีความสุข                      เศรา 
 
   จากตัวอยาง   หมายความวา   หนูรูสึกวาชีวิตในปจจุบันของหนูเศราในระดับ 3 
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1. ชีวิตของหนูทุกวันนี้ 
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นาเบื่อหนาย                                       นาสนใจ 

 

2. ชีวิตขอหนูทุกวันนี้ 
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 สนุกสนาน                             ทุกขทรมาน 

 
3.  ชีวิตของหนูทุกวันนี้ 
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       ไรคุณคา                                มีคุณคามาก 
 

4. ชีวิตของหนูทุกวันนี้ 
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        วาเหว                 มีเพื่อนมาก 
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