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Quality of Life in Chronic Fatigue Syndrome

In comparison to other types of chronic illnesses such as
multiple sclerosis, untreated hyperthyroidism, end-stage renal
disease, and heart disease, individuals with chronic fatigue
syndrome show markedly higher levels of disability,
particularly in terms of physical fU1lctioning, role function-
ing, social functioning, vitality, and bodily pain (Anderson &
Ferrans, 1997; Buchwald, Pearlman, Umali, Schmaling, &
K1lton, 1996; Hardt et al., 2001; Komaroff et al., 1996;
Schweitzer, Kelly, Foran, Terry, & Whiting, 1995). These
physical, psychological, and social limitations, in conjunc-
tion with experiences of socia stigma, public misunder- .
standing about chronic fatigue syndrome, and frequently
strained relationships with health care providers, friends, and
family members, have led individuals with chronic fatigue
syndrome to report consistently low levels of quality of life
(Anderson & Ferrans, 1997; Schweitzer et al.,
1995).

In amodest but growing body of research, quality of
life issues have been investigated in chronic fatigue syn-
drome samples (Anderson & Ferrans, 1997; Hardt et al.,
2001; Schweitzer et a., 1995; Van Heck & DeVries, 2002).
Findings from these studies demonstrate the wide-ranging
impact of chronic fatigue syndrome on quality of life.
Chronic fatigue syndrome affects daily lifein a variety of
domains, including: general health, physical and psycho-
logical health, role functioning, social and economic func-
tioning, and family functioning. Anderson and Ferrans (1997)
contend that, because chronic fatigue syndrome appears to
involve both physiological and psychosocial elements,
quality of life may ultimately influence the course of illness,
improvement, and even recovery for individuals with chronic
fatigue syndrome. Thus, evaluation of quality of life and
treatment directed at improving its various dimensions are
key components of any rehabilitation program (Anderson &
Ferrans,' 1997).

Rehabilitation Programs Addressing Quality of Life

Quality of life is an- important, yet understudied outcome
measure in clinical studies of cluonic fatigue syndrome
(Scllweitzer et al.,.J99S). As with most chronic illnesses and
disabilities tor which medical treatment is at best palliative for
specific  symptoms, interdisciplinary or comprehensive
rehabilitation efforts to reduce the' impact of illness on
everyday physical, psychological, and socia functioning
currently represent a more realistic aim for individuals with
chronic fatigue syndrome than efforts to locate a specific

medical cure (Schweitzer et a.). A growing number of
research studies have been initiated to test the efficacy of such

integrative rehabilitation programs, and there is preliminary
36

evidence that these programs improve specific aspects or
conseguences of the syndrome, such as fatigue (Chalder,
Wallace, & Wessely, 1997), physical and occupational
functioning (Essame, Phelan, Aggett, & White, 1998; Marlin,
Anchel, Gibson, Goldberg, & Swinton, 1998; Pemberton et
al., 1994; Sadlier, Phil, Evans, Phillips, & Broad, 2000), and
psychological distress (Chalder, Wallace, & Wessaly, 1997;
Soderberg & Evengard, 2001).

Only one of these studies, a preliminary study of mul-
tidisciplinary approaches to therapy (Sadlier, Phil, Evans,
Phillips, & Broad, 2000), demonstrated a specific, positive
effect of an integrative rehabilitation program on quality of
life. In this study, patients with chronic fatigue syndrome
received a program consisting of heart rate monitoring and
fitness training, cognitive behavior therapy, meditation
techniques, and where necessary, breathing retraining. All
patients achieved some degree of self-defined recovery from
chronic fatigue syndrome as a result of the program. Twelve
patients recorded a mean improvement in their own indi-
vidual lists of chronic fatigue syndrome symptoms at baseline
of 61 %, eight demonstrated an improvement in quality of
life, five reported a return to full functioning, and two
returned to school or work and regular exercise. All patients
who participated at follow-up reported either continued
improvements or maintenance of awell state.

This and other outcomes studies of comprehensive
rehabilitation programs for individuals with chronic fatigue
syndrome (Chalder, Wallace, & Wessely, 1997; Essame et al.,
1998; Marlin et al.; 1998; Pemberton et al., 1994; Sadlier et
al., 2000; Soderberg & Evengard, 2001) carry a number of
limitations. First, al of the studies conducted in this area are
either pilot studies, or offer only preliminaly evidence of
program efficacy. They are also limited by small sample size,
nonrandomization, the lack of a control group,
or al three. Moreover, many utilize short-term models of care,
and some have argued that treatment effects may be attenuated
as aresult (Soderberg & Evengard).

The Chronic Fatigue Syndrome Empowerment Project
(Taylor & Jason, 2002) is a federally funded research project
designed to develop and evaluate the effects of a com-
prehensive, consumer-driven rehabilitation program for
individuals with chronic fatigue syndrome. It was designed to
improve quality of life and reduce symptom severity for
individuals with chronic fatigue syndrome through both group
and individualized peer counseling. At the beginning of the
program, participants set personal goals for wellness and vote
on educational topics pertinent to chronic fatigue syndrome.
Following an initial focus group, participants
receive 4 months of illness management groups covering a
number of topics relevant to the management of chronic
fatigue syndrome (part 1), followed by a 7-month one-on-
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one self-advocacy training period during which they continue
to set and attain goals and also learn and practice strategies for
independent living (part 2)'

The central aim of this study was to evaluate the cumu-
lative outcomes of this two-part program in terms of quality of
lite and symptom severity over time. Individuals with chronic
fatigue syndrome were randomly assigned to either an
immediate program group or a delayed program control
group and evaluated concurrently at three time points. It was
hypothesized that the program would lead to an overall
reduction in symptom severity and improvements in quality of
life over time for individuals in the program as compared to
controls (i.e., program condition by time interaction).

Method
Design

Participants were randomly assigned to either an immediate
program condition or a delayed-program control condition.
Participants in the immediate program condition first par-
ticipated in eight sessions of an illness-management group,
occurring biweekly over a period of 4 months. Following a
post-group assessment that occurred during a 1-month break
period, program participants then, completed 7 months of one-
on-one peer counseling, followed by another assessment.
Delayed program controls waited to receive the program and
only completed the two assessments during this 12-month
period. They are currently receiving the program and results
from their participation will be forthcoming in future
publications.

Measures of the primary outcomes, symptom severity,
and overall quality of life were administered by research staff
not involved in the intervention and blinded to group
assignment. Measures were administered uniformly to both
experimental and control participants at the same three time
points throughout the intervenrion: (1) at baseline; (2) within 1
month after participants in the immediate program condition
completed the group phase; and (3) within
1 month after participants in the immediate program con-
dition completed the one-on-one phase.

Participants

Fifty-two adults were recruited from the following sources: (1)
focal chronic fatigue syndrome self-help organizations

and Chicago-area physicians specializing in the treatment of
people with chronic fatigue syndrome; and (2) advertisements
posted in chronic fatigue syndrome newsletters, Chicago-area
newspapers, on chronic fatigue syndrome Web sites and
Listservs, and on a loca cable TV station. Prospective
participants underwent informed consent by
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receiving and signing a consent form, receiving a follow-up
phone call to clarify all procedures in the study and answer
any questions, and returning the form in the mail. All
recruited adults underwent a screening process to confirm
their self-reported diagnosis of chronic fatigue syndrome.
This process involved four steps: (1) participants completed
the Chronic Fatigue Syndrome Screening Questionnaire
(Jason et al., 1997) to evaluate for the presence, frequency,
and severity of chronic fatigue syndrome symptoms accord-
ing to the current U.S. diagnostic criteria (Fukuda et al .,

1994); participants then completed a semistructured psychi-
atric interview, the Structured Clinical Interview for the
DSM-IV (SCID) (First, Spitzer, Gibbon, & Williams,

1995), administered by a licensed clinical psychologist to
rule out psychiatric conditions that would exclude an indi-
vidual from a chronic fatigue syndrome diagnosis according

to the U.S. criteria (Fukuda et ai., 1994); (3) collection of past
medical records documenting a diagnosis of chronic fatigue
syndrome by a physician; and (4) independent physician
review of results from the Chronic Fatigue Syndrome
Screening Questionnaire, the psychiatric interview, and the
medical. records to determine whether the potential partici-
pants met chronic fatigue syndrome criteria (Fukuda et al.).

As a result of the screening process, a diagnosis of
chronic fatigue syndrome according to the current research
diagnostic criteria (Fukuda et al., 1994) was confirmed for 50
individuals. The two subjects that did not meet the current
criteria (Fukuda et al.) were excluded for the following
reasons. one was determined to have an exclusionary medical
condition (untreated hyperthyroidism) and the other subject
did not meet symptom frequency criteria according
to the Fukuda et al. requirement of four or more associated
symptoms of chronic fatigue syndrome. Three of the
remaining 50 individuals refused random assignment and
were therefore not included in the statistical analyses of out-
comes. Therefore, the final sample size was 47 individuals
with chronic fatigue syndrome, of which 23 were randomly
assigned to the immediate program group and 24 were
assigned to the delayed program control group. Random
assignment was completed using the SPSS for Windows
Version 11.0 Random Variable Uniform Function. Program
adherence was good and there were no dropouts during this
program period. Table 1 presents sociodemographic
characteristics of the sample.

Program Description

The program took place within a center for independent living
that employed two peer counselors with chronic fatigue
syndrome. The initial idea, structure, and framework for the
program were developed using participatory action research.
Participatory action research provides a
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framework in which people with disabilities can take an
active role in designing and conducting research (Balcazar,
Keys, Kaplan, & Suarez-Balcazar, 1998). Empowerment
theory (Rappaport, 1994), embraced by many occupational
therapists, offered the underlying conceptual framework for
the program. Contrary to the medical model of service
delivery in which the patient becomes dependent on the
provider for treatment, empower ment theory teaches self
reliance and reliance on peer networks in solving problems.
This project applied the principles of empowerment and
participatory action research to its design, implementation,
evaluation, and dissemination. The structure and logistical
elements were developed conjointly by members of the local
self-help organization serving individuals with chronic
fatigue syndrome, staff of the center for independent living,
and researchers with expertise in the study of chronic fatigue
syndrome.
Program participants first participated in eight sessions of
an illness-management group, occurring biweekly over a
period of 4 months. This group was co-led by two individ-
uals, a peer counselor and the author. The first part of each
group session (hour 1) consisted of individual check-ins and
reporting on self-monitored goal attainment. In the second
part of each group session (hour 2), participants participated
in an educational lecture and discussion of self-selected,
chronic fatigue syndrome-relevant topics. Similar group
structures have been used with individual s with other types of
chronic conditions, such as Rheumatoid Arthritis (Lorig et
al., 1999). In our program, group topics included activity
pacing using the Envelope Theory (Jason et al .,
1999), cognitive coping skills training, relaxation and med-
itation training, employment issues and economic self-suf-
ficiency, personal relationships, traditional and complemen-
tary medical approaches, and nutritional approaches.
Interestingly, many of the educational group topics selected
by participants and known by individuals in the chronic
fatigue syndrome patient community contained features of
jnterventions used in occupational therapy. For example,
Envelope Theory (Jason et a., 1999; Pesek, Jason, & Taylor,
2000) combines energy conservation and activity pacing. It
posits that .individuals with chronic fatigue syndrome who
overexert themselves and push the limits of their energy
resources might need to reduce their activity levels, whereas
those who are not active enough might need to increase their
activity levels. Over time, clients learn to prioritize activities,
use adaptive equipment, approach tasks from an energy
conservation perspective, attend more carefully to bodily
signals, and respond to those signals by altering their
behaviors when necessary.
Following the 4-monrh period of illness-management
group sessions (part 1), immediate program participants

received seven momhs of peer counseling, which consisted of J

self-advocacy training, continued moniroring of
attainment, and ongoing case coordination services by one of
the peer counselors (patt 2). Resource funds in the anlounr of
$300 pel' participant were provided to each participanr to
support goal attainment, service acquisition, and local travel
needs. In order to obtain the funds, participants were required
to state how the financial expenditUre would

facilitate goal attainment and independent living. A detailed
description of the intervention program is presented elsewhere
(Taylor & Jason, 2002).

Measures

Screening Measures. The Chronic Fatigue Syndrome
5Ji:reming Questionnaire Oason et al.,, 1997) is a
combination of existing and new measures including: (1)
sociodemographic characteristics, (2) the Fatigue Scale
(Chalder et al.,

1993); (3) the Chronic Fatigue Syndrome Symptom Rating
Form, and questions assessing symptoms of chronic fatigue
syndrome, quality, and duration of fatigue. Scoring of the
Chronic Fatigue Syndrome Symptom Rating Form is
described.below. The other questions ng symptoms of
chronic fatigue syndrome, quality, and duration of fatigue are
scored according to the Fukuda et al. (1994) criteria. This
screening scale has demonstrated high discriminant

validity and excellent test-retest and interrater reliability
Oason et al., 1997).

The Sructured Clinical Interview for DSM-IV (SCID;
First et al., 1995). The SCID is a professionally administered,
semistructured psychiatric interview that was used to diagnose
Axis | psychiatric disorders according to DSM-IV criteria.
The SCID is appropriate for use with individuals with chronic
fatigue syndrome because it allows tor clinical judgment in the
assignment of symptoms to psychiatric or medical categories,
a crucial distinction to make in diagnosing chronic fatigue
syndrome (Friedberg & Jason, 1998; Taylor & Jason, 1998).
Symptoms within each diagnostic category are scored as either
absent, subthreshold, or present, and all symptoms that are
present are counted toward the diagnogtic tally as it conforms
to DSM-IV criteria. A recent psychodiagnostic study (Taylor
& Jason) validated the use of the SCID in a sample of
individuals with chronic fatigue syndrome.

Outcome Measures

The Chronic Fatigue Syndrome Rating Form

Participants were asked to complete the Chronic Fatigue
Syndrome Symptom Rating Form (Jason et a., 1997). Using
this form, participants rate the severity of their fatigue and the
severity of the eight chronic fatigue syndrome
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definitional symptoms (Fukuda et al., 1994) on a 1 DO-point
scale, with 0 = no pain or problem and 100 = severe pain or
problem. In a previous study Uason et al., 1997), a modified
version of this form was demonstrated to have high test-retest
reliability over a 2-week period (test-retest agreement: 76%-
92%).

The Quality of Life Index. The Quality of Life Index
(Ferrans & Powers, 1985; 1992) is a 72-item scale that was
used to measure a primary outcome, perceived overall quality
of life, among study participants. It is a valid and reliable
measure that has been used effectively with samples of indi-
viduals with chronic fatigue syndrome (Anderson & Ferrans,
1997). The Quality of Life Index also measured secondary
outcomes of quality of life in four magjor domains: health and
functioning, social and economic, psychological-spiritual, and
family. This instrument differs from most other measures in
its acknowledgement that individuals place different priority
on different aspects of life quality. What one person considers
a disability may merely represent a nuisance for another
(Ferrans, 1990). The index was designed to account for the
observation that people differ with respect to which aspects of
life quality they value the most such that life quality
dimensions do not impact equally on perceptions of overall
quality of life. It is comprised of two corresponding sections.
One measures a person's satisfaction with 34 aspects of life
on a six-point Likert-type scale (ranging from "very
dissatisfied" to "very satisfied"), and the other measures the
importance of those same aspects to the individual on a
similar six-point Likert-type scale (ranging from "very
unimportant” to "very important"). Final scores range from 0
to 30, and they are computed based on weighting each
satisfaction response with paired importance response. Higher
scores indicate higher life quality. Test-retest reliability for
the Quality of Life Index has been found to be adequate,
ranging between 0.81 and 0.87 (Ferrans & Powers, 1985,
1992).

Statistical Analyses

Given the nested design of this study (i.e., observations nested
within individuals), linear growth models were estimated
comparing program and control conditions for each outcome
(quality of life and its subdomains, and symptom severity)
using random-effects regression analyses. This approach was
selected over a repeated measures analysis of covariance
(ANOVA) because it more accurately models the effects of
interest, which is change over time according to condition. .

All analyses were performed using Hierarchical Linear
Modeling (HLM 5; Raudenbush, Bryk, Cheong, & Congdon,
2000). These models consisted of level-l intercepts (set to the
final wave of data) and slopes (i.e., changes over time),
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each of which is alowed to vary across individuals (i.e., has a
random component). Program condition was treated as a fixed
level-l effect. These random-effects regression models were
used to test the cumulative effects of both the group phase and
the one-on-one phase of the program over time in immediate
program participants as compared with controls. Testing this
nested model allowed for the examination of the hypotheses
that participants in the immediate program condition would
demonstrate significantly greater change in outcomes over
time (i.e., program condition by time interaction), resulting in
significantly higher quality of life and significantly lower
symptom severity at the end of the intervention phase (i.e.,
program condition main effect). To test for the possibility that
subjects’ basdline fatigue severity may have affected program
outcomes, baseline fatigue severity was initially included as a
covariate at Level 2. Findings remained unchanged, so the
covariate was removed from the model. To aid in the deter-

mination of the clinical significance of observed statistical
differences, effect sizes (Cohen's d) were calculated
(Rosenthal & Rosnow, 1991). Effect size measures the
magnitude of treatment effects independent of sample size.

Results
Sociodemographic Characteristics

To test for sociodemographic differences between program
and control conditions, a preliminary analysis of these char-
acteristics was conducted. Results from chi-square and t-test
analyses revealed no significant sociodemographic differ-
ences. Descriptive data are presented in Table 1.

Symptom Severity

The first model tested the effects of time and program
condition on symptom severity. Analysis of symptom severity
revealed a Sigllific.1JIit time by condition interaction (b = -
0.78, [SE = 0.32], t [45] = -2.39, P < 0.05). The effect
size was moderate (Cohen's d = 0.71). Individuals who
received the program reported a statisticaly significant
decrease in symptom severity over time relative to those in the
control group, who reported a small increase (see Figure 1).
Means and standard deviations for each assessment time point
according to condition are presented in Table 2.

Quality of Life

Modelsfor overall quality of life and four subdomains serving
as secondary outcomes (health and functioning; social 311d
economic; psychological and spiritual; and family) were
tested. In each model, the effects of time (Levell) and con-
dition (Level 2) were tested as predictors, and the intercept
was first centered at Wave 3 in order to most conservatively
39



Table 1. Descriptive Data on Sociodemographic Characteristics of
Participants With Chronic Fatigue Syndrome According to
Rehabilitation Program Condition

Comparison Groups
immediate Program  Delayed Program

Symptom Severity
16 R TR S W W RS L M .ngnmpmupams
a Controls
g 15 4 ‘
B
é 14 !
g i
& 13 4 i
%
12
1 2 a
Assessment

Participants Controls
n=23 n=24
(%) (%)
Work Status
Full-time work ; 2 (9%) 5 (21%)
Part-time work - 5(22%) 2 (8%)
Not working 16 (70%) 17 (71%)
Socioeconomic Status
Low 5 (22%) 7 (29%)
Middle 15 (65%) 11 (46%)
High 3 (13%) 6 (25%)
Gender
Female 21( 91%) 24 (100%)
Male 2 (9%) 0 (0%)
Marital Status :
Never Married 7 (30%) 4 (17%)
Married 7 (30%) 9 (38%)
Divorced, Widowed, Separated 9 (39%) 11 (46%)
Minority
Minority 4 (17%) 4 (17%)
Mon Minority 19 (82%) 20 (83%)
M (SD) M (SD)
Age - 49.0 (10.9) 449(97)
f = frequency : B
M = mean

SD = standard deviation

Table 2. Means and Standard Deviations for Sfmplom Severity and
Quality of Life for Participants With Chronic Fatigue Syndrome
According to Program Condition

Comparison Groups
Immediate Program  Delayed Program

Participants Controls
- =23 n=24
M (SD) M (SD)
Symptom Severity*
Assessment 1 15.1 (3.0 14.2 (2.8)
Assessment 2 14.4 (3.5) 14.3 (2.7)
Assessment 3 139 (3.5) 14.8 (2.8)
Overall Quality of Life*
Assessment 1 13.1 (4.3) 14.0 (3.9)
Assessment 2 13.2 (3.8) 14.6 (4.8)
" Assessment 3 15.7 (3.7) 146 (4.1)

Quality of Life—Health and Functionmg

Assessment.1 12.9 (1.8) 13.1(1.7)

Assessment 2 12.8 (1.8) 13.6 (2.1)

Assessment 3 141 (1.7) 13.6 (1.8)
Quality of Life—Social and Economic

Assessment 1 15.0 (1.2) 15.4 (0.7)

Assessment 2 15.2 (0.8) 15.5 (1.0)

Assessment 3 ' 15.6 {0.8) 155 (0.9)
Quality of Life—Psychological and Spiritual

Assessment 1 15.0 (1.2) 15.0:(1.1)

Assessment 2 15.0 (1.1) 15.2 (1.3)

Assessment 3 155 (1.1) 15.1 (1.2)
Quality of Life—Family*

Assessment 1 154 (0.9) 15.7 (1.0)

Assessment 2 15.4 (1.0) 155 (1.0)

Assessment 3 15.6 (0.8) 15.5 (0.9)
M = mean

5D = standard deviation
* Indicates a significant time by condition Imeracmn at the p < 0.05 fevel
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Figure 1. Symptom Severity for Program Participants and Controls
With Chronic Fatigue Syndrome (N = 47). This figure depicts results
of the Chronic Fatigue Syndrome Symptom Rating Form across the
three time points according to program condition. Higher ratings
indicate greater symptom severity.

test the outcomes of the program over time. Analysis of
overall quality of life revealed a significant time by condi-
tion interaction (& = 0.98 [SE = 0.44], ¢ [45] = 2.22, p <
0.05). The effect size was moderate (Cohen’s d = 0.66), and
the difference in Assessment 1 and Assessment 3 mean
scores between groups was 2.65, which is higher than pub-
lished mean difference scores (2.17-2.55) in other our-
comes' studies using the Quality of Life Index (Bliley &
Ferrans, 1993; Rannestad, Eikeland, Helland, &
Quarnstrom, 2001). As indicated in Figure 2, individuals
who received the program reported significantly higher
quality of life over time, whereas quality of life for individ-
uals in the control group remained stable over time.
Similarly, the analysis of quality of life with respect to
family functioning revealed a significant time by condition
interaction (4 = 0.18 [SE = 0.07], ¢ [45] = 2.49, p < 0.05).
Program participants demonstrated significantly higher
quality of life over time with respect to family functioning,
in comparison to controls, whose scores decreased. The
effect size was moderate (Cohen’s d = 0.74), but the increase
in mean scores at follow-up was relatively small, as evident
in Table 2. This particular finding should be interpreted
with caution and replicated in future work. If future work
reveals that the effect on rate of change over time is main-

tained, it will then be possible to conclude that this effect

Overall Qualﬂy of Llfe

16 e

+ Program paricpants
n Controls

Cwerall Quality of Life
=

Assessment

Figure 2. Overali Quality of Life for Program Patticipants and
Controls With Chronic Fatigue Syndrome (N = 47). This figure
depicts results of the Qualily of Life Index total score across the
three time points according to program condition. Higher ralmgs
indicate greater quallly of life.
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resultsin a clinically meaningful change in participants family
functioning.

There were no other significant main or interaction effects
of time and condition for the other three quality of life
subdomains. Means and standard deviations for al quality of
life outcomes at each assessment time point according to
condition are presented in Table 2.

Because there were only interaction effects and no main
effects of condition, the regression models were retested
centering the intercept at Wave 1, rather than at Wave 3. This
allowed us to test for initial group differences on the outcome
variables. These models showed no significant
group differences at Wave 1, suggesting that the effects were
due to the program rather than to any baseline differences In

means.'

Conclusions

This study congtitutes the first randomized clinical tria
measuring the effects of an integrative, consumer-driven
rehabilitation program on quality of life and symptom
severity for individuals with chronic fatigue syndrome.
Findings from this study indicate that the program tested had
apositive impact on primary outcomes of symptom
severity and overall quality of life. Only one other study of
an integrative rehabilitation program (Sadlier et a., 2000)
demonstrated a specific, positive effect on quality of life ror
individuals with chronic fatigue syndrome, but the
generalizability of results was limited by nonrandomization
and the lack of a control group. It is likely that the effects
from the present study were clinically significant, and the
program may be transportable to occupational therapy
settings able to incorporate consumer-driven models of care.
Findings for improved family quality of life were sig-
nificanr but modest, and conclusions about clinical signifi-
cance would be premature at this point. Of relevance is that a
recent, uncontrolled study of family-focused cognitive
behavioral therapy for chronic fatigue syndrome documented a
positive effect of the therapy on improving functioning and
reducing fatigue (Chalder, Tong, & Deary, 2002). In the
absence of such interventions, research suggests that family
functioning and other forms of socia support tend to decline
over time, leaving most individuals with chronic fatigue
syndrome socially isolated (Anderson & Ferrans, 1997). As
evident in Table 2, individuals in the control condition did
demonstrate a small decline in family quality of life over the
course of a year, while individuals who received our program
reported dlight improveinent in family quality of life.
Additional longitudinal research with repeated measures of
family quality of lifeis necessary to test whether these
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distinctive trends are clinically significant and endure over
time.

Based on findings presented in Table 2, it appears as
though program participants demonstrated greatest
improvement at Assessment 3 (the second follow-up) rather
than at Assessment 2. Further follow-up testing of these
effects 4 and 12 months following the program will be con-
ducted in fUture studies to determine whether program par-
ticipants continue to improve with time, and the extent to
which outcomes of the program endure over time. Findings
for continued improvement over time (defined as an enduring
or cumulative positive effect of treatment) are not unusual in
chronic fatigue syndrome studies, and a similar temporal
pattern of effects has been found in other studies of
integrative rehabilitation programs or cognitive behavioral
interventions with follow-up periods (Bonner, Ron, Chalder,
Butler, & Wessealy, 1994; Butler, Chadler, Ron, & Wessely,
1991; Marlin et al., 1998). It is possible that, in some patients,
the disabling, severe nature of the fatigue, cognitive
difficulties, and multiple physical symptoms of chronic
fatigue syndrome influence the rate of responsiveness to
certain kinds of rehabilitative interventions, such as those
often used by occupational therapists, which focus on lifestyle
change, coping, and changes in role functioning. Depending
upon an individual's readiness for change, these types of
changes may not occur until late in the intervention, and any
resulting changes in quality of life or symptom severity may
not reveal themselves until months after the intervention has
ended.

Findings from this study carry a number of implications
for occupational therapy practice. First, they illustrate that
integrative, community-based  rehabilitation  programs
emphasizing psychoeducation, consumer input, goal setting,
and self-advocacy can have a modest but clinically significant
positive effect on individuals with chronic fatigue syndrome,
not only in terms of quality of life, but also in terms of
symptom reduction. Generally speaking, participatory,
community-based models of occupational therapy service may
offer a viable alternative to more medicalized approaches to
therapy, which generally focus on correcting isolated deficits
or improve functioning in a single area. In participatory
approaches, the occupational therapist can assume a number of
interrelated roles. These may range from assisting clients to
identify their own treatment goals and self-monitor their
progress, to inviting clients with particular strengths or
experience to co-lead a rehabilitation program or serve as peer
counselors with supervision, to establishing an active working
relationship with local centers for independent living so that
clients can learn principles of self-advocacy, disability rights,
and gain access to community-based services and resources
that facilitate inde pendent living. All of these actions were
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carried out effectively by the peer counselors in the present
study.

The use of peer counselors in the rehabilitation process
can be a powerful instrument for change. Participants in the
program reported that peer counselors offered a unique level
of empathy and shared an abundance of relevant real-world
experiential information. This information ranged from
sharing their own experiences with applying aspects of the
illness management groups to their own lives, to sharing their
struggles and aspects of their personal journeys with chronic
fatigue syndrome, to helping clients navigate social systems of
care (Le., applying for social security disability benefits,
advocating for reasonable accommodation within the
workplace, or applying for assistance to receive food delivery,
electricity, gas, or housing). Occupational therapistsin clinical
practice and their clients may benefit from increased expertise,
empathy, and knowledge acquired through direct collaboration
with individuals with chronic fatigue syndrome that are
supervised to function in peer counseling roles as members of
a larger interdisciplinary treatment team. In sum, findings
from this study suggest that integrative, peer-facilitated
rehabilitation programs that focus on empowerment may lead
to a decrease in symptom severity and an improvement in
quality of life for individuals with chronic fatigue syndrome.
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