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Use of formal and infor mal care among people
with prolonged fatigue: areview of theliterature

HEATHER ELLIOTT

SUMMARY

Prolonged fatigue is a common symptom in the community
and a common complaint in GPs’ surgeries. The current
consensus is that prolonged fatigue is most appropriately
managed within primary care but that quality of care is
patchy. Diagnosis is difficult and there is no conclusive evi-
dence about effective treatment. This can lead to confusion
and controversy among lay people and health professionals
alike. Although the value of a positive doctor-patient rela-
tionship is emphasized, general practice consultations are
frequently experienced as difficult by both parties.
Moreover, little is known about how people access other
sources of care and information about prolonged fatigue,
such as alternative medicine, self-help groups, lay others,
and self care, in conjunction with or as an alternative to care
from health professionals. This paper reviews the literature
on the nature and extent of the problem prolonged fatigue
represents for primary care, and on the use of formal and
informal care for prolonged fatigue.
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Introduction

MEDLINE databases for English language studies. References
guoted in recent literature were searched manually. References
were also identified through general practice specialists with an
interest in prolonged fatigue. The recent far-reaching report on
CFS by the Joint Working Groups of the Royal Colleges of
Physicians, Psychiatrists and General Practitioners (3\&B)
tained a substantial literature review, and care was taken to com-
plement rather than replicate this work.

Primary care and community-based studies were selected that
related to factors shaping the use of formal and informal care,
relationships between health professionals and people consulting
with prolonged fatigue, and prevalence and social distribution of
prolonged fatigue. Particular emphasis was given to studies that
considered lay experience of prolonged fatigue and also health
professionals’ experience of managing fatigue. This lead to the
inclusion of much qualitative research — given its standing in
many fields as a methodology that has the capacity to elucidate
contextual features of events and proce$3&his review was
not systematic in the sense now used within the context of the
evidence-based healthcare movement. In ‘systematic’ reviews,
papers are selected for inclusion according to a methodological
hierarchy that prioritizes randomized control triflSince this
paper included qualitative and quantitative methods as well as
review articles, it was not possible to develop a common hierar-
chy. The initial selection of papers has been made on substantive

¢PROLONGED fatigue’ — that is, severe, medically unex- grounds and an assessment of methodological merit was made
plained, disabling fatigue of longer than one month’s durathereatfter.

tion' — is a common symptom in the community and a common
complaint in GPs’ surgeries. Additionally, prolonged fatigue an . .
chroﬁic fatigue syndrogme (CFS) are soﬁrcpes of %ublic cgo?w%;erndDefmmg prolonged fatigue
as well as the focus of enduring, and often scathing, media inteFhe experience of ongoing, severe, medically unexplained tired-
est. Controversy and confusion surround the diagnosis and mafess has been variously described as chronic fatigue syndrome,
agement of prolonged fatigue and CFS. Therefore, fatigue reprghronic fatigue, ME, neurasthenia, ‘yuppie 'flu’, and ‘tired all
sents a ‘problem’ for general practice beyond the scale dthe time'. The variety of labels hint at the conflict surrounding
demand. A significant minority of doctors do not accept the existhe area, and indeed perpetuate certain misleading myths about
tence of CF$® or myalgic encephalomyelitis (MEB)Moreover,  the conditior® Therefore, it is worth spending some time unrav-
rates of diagnosis vary a great déand there is some concern elling some of the terms used in this field.
among GPs about how the diagnosis will be received by dthers. The current clinical and research consensus is that the term
This paper reviews the literature on how prolonged fatigue ischronic fatigue syndrome’ is a more appropriate clinical defini-
managed within primary care and outside formal health care setton than ‘myalgic encephalomyelitis’ or ‘ME’, which was
vices. The multiple ways in which medically unexplained fatigueadopted during the 1980s, since encephalomyelitis is a specific
has been defined are described, and clarification is offered on tipathological process and there is no evidence that this process is
distinction between CFS and prolonged fatigue. The prevalend®und in patients with prolonged fatigue. However, the term
and social distribution are then outlined. Factors shaping the usgIE’ continues to be popular among lay people and preferred by
of GP services for primary care and the management of praelf-help groupg:** Within the UK welfare system, eligibility for
longed fatigue within primary care are then reviewed. The papdsenefits is dependent on a diagnosis of ‘ME.’
concludes with a discussion of other sources of care and informa- Early criteria for CFS led to the erroneous impression that CFS
tion available to people with prolonged fatigue. was a psychiatric illnessThis was owing to the requirement of a
high number of minor symptoms to be found in conjunction with
severe fatigue, which resulted in the inclusion of people with high

Method o __ L X
vels of psychiatric co-morbidit$!? This impression has

. - . . |
The wide-ranging literature reviewed for this paper was acce_'t,s.eﬁa,‘OI :
) ] h ured among some health professionals as well as some sec-
by searching the BIDS (Bath Information and Data Services) an ons of the medi& and the general publicdespite the modifica-

tion of the original CFS criteria and research that has highlighted
important differences between CFS and psychiatric disofdérs.

The most widely accepted criteria for identifying CFS syn-
drome are those developed by the Centre for Disease Control
(CDC)! and the less stringent ‘Oxford’ criteria produced at a
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consensus conferené&Both specify that tiredness must be Pital-based study found that, although generally resistant to psy-
severe, have lasted at least six months, and involve substantial@tological diagnoses, people with prolonged fatigue did acknowl-
disabling impairment. The CDC criteria also require four associ€dge, and indeed volunteer, the role of ‘stress’ in the onset and
ated minor symptoms, and both sets of criteria exclude seveR€rpetuation of tiredness.
psychiatric disorders such as severe depression and substance
abuse. There are some concerns about these psychiatric eXxcyamand for GP services
sionst in particular, and about the exclusion of people with psy- . . .
chiatric morbidity from fatigue research more generdfyit is  Rates of GP consultation for prolonged fatigue as a primary
often both impractical to try to isolate tiredness from other healt§YMPtom are high. Although precise figures are open to dispute
problems and premature, in light of limited knowledge about thdecause of different ways of classifying tlredness,.between 10%
aetiology of tiredness and of many psychiatric disoréfers. and 20% of GP attenders report prolonged fatigue, and for
Since prolonged fatigue represents the greater burden (Jﬂe_tw_een 5% and 10% it is the_ main reason for cons_ultétlon.
demand for primary care than CFS, it is the main focus of thi¥Vithin primary care, consultations for prolonged fatigue are
paper. This focus encompasses CFS and throughout this reviewAgsociated with psychiatric morbidityhigher levels of fatigue

is indicated whether studies were undertaken only with peoplEh@n in the general populatichand being femalé?233t
with CFS or with broader groups. Individual consultations for fatigue can also be experienced as

time-consuming by GPs. One study found that GPs judged that

. . ) ) nearly half of all patients (men and women) consulting with pro-
Population prevalence and social patterning of fatigue longed fatigue took up ‘excessive’ amounts or much of their
Estimates of prevalence of CFS and prolonged fatigue depend @me> Additionally, fatigue is associated with frequent use of pri-
the inclusiveness of the definitions used and the research seégary care services for all reascf&?
ting.31” Only a small proportion of the cases of prolonged fatigue
reported in the community or seen by health professionals me : s .
the criteria for CFS. Population prevalence rates of CFS are esﬁﬁ anagement of prolonged. fatlgu§W|th|n.gq13al practice
mated at between 1% and 2%, falling to around 0.5% when red-h€ poor prognosis associated with specialist treatment for pro-
ognizable psychiatric disorders are excluded. In contrast, comonged fatigue has lead to the recommendation that prolonged
munity surveys report population prevalence rates of prolongetftigue is best treated within the primary care sectéowever,
fatigue at between 9% and 3G%. there is a great deal of variety in how prolonged fatigue is man-

Despite being characterized in the popular press as ‘yuppi@ded:**°and there is no conclusive evidence about effective
flu’, there is no clear-cut population-based evidence linking totreatmeng* A randomized controlled trial has shown that graded
suggest that prolonged fatigue or CFS is more common amorgKercise is a useful management strafdpyt the value of rest
the middle classes’18 Early studies that found an upper-class and exercise in CFS is contestédhere has also been promis-
bias were misleading because they were based on samples draé research on the use of self-help information in conjunction
from secondary care, rather than population-based safiffes, with advice from a research nuf&wo recent randomized con-
and people from high socio-economic groups are more likely t&rol trials have also indicated that cognitive behavioural therapy
be referred for specialist treatment for tiredriéss. can be beneficial-3"

Women are more likely to report experiencing prolonged Diagnosis of CFS also poses dilemmas. On one hand a diagno-
fatigue than mef19.2022-24especially if they have children aged sis offers a structure for people to understand their conditfon,
under six year# However, a recent study found that the sex dif-and an explanation for family, friends, and employ®&r§.
ference is modest once psychological morbidity has been excludttowever, the majority of GPs in a recent qualitative study had
ed’ Women are also more likely to attribute their fatigue to fam-practical and ethical concerns about offering a diagnosis of a
ily responsibilities’® condition for which they felt they could not offer effective treat-
ment, and that might become a negative self-fulfilling prophe-
D df cy* These concerns are echoed elsewh&rn the same study,

emand ior care the majority of patients identified diagnosis as the single most
The role of lay decision-making in understanding deman@elpful occurrence since they had become ill. Contrary to GPs’
for care expectations, diagnosis was associated with a moderation in
Little is known about when people feel it is appropriate to consulhealth problemét
health professionals and when it is A&Rather than being Recent clinical consensus advocates the adoption of a ‘biopsy-
shaped by severity of symptoms alone, lay decision-making aboghosocial approach’ to prolonged fatigue, recognizing that physi-
the management of ill-health is the result of interaction between @l and psychological symptoms cannot be considered in isola-
range of factors including sociocultural background, past medicdion from each other, nor can the experience of prolonged fatigue
experiences, the availability or otherwise of advice and support die divorced from its social context®*3 Specifically, this
lay others, and the accessibility of formal health éafeln the  involves working towards the establishment of a positive thera-
case of prolonged fatigue, decisions about whether and when pgutic relationship over multiple consultations, judicious use of
access care may be complicated by concerns about the legitimal@jporatory tests, and encouragement of the gradual resumption of
of ‘claims’ on care. There are two ways in which legitimacy ofnormal activity>#* Several problems have been noted with this
claims to be ill is undermined.Prolonged fatigue can be con- approach. Patients may be resistant to psychosocial assessment
strued as simply being part of everyday life and, therefore, trivialand GPs may not be trained to undertaké litntrained or inex-
Additionally, in the absence of any objectively identifiable physi-perienced attempts to adopt a patient-centred, collaborative
cal condition, the problem may be diagnosed as psychosdthaticapproach may well be counter-productféeddoreover, the orga-
Such diagnoses can be experienced as undermining, becauseniziation of primary care services may not be conducive to multi-
the social stigma associated with mental distfessd because of disciplinary collaborative approaches while financial considera-
the attendant implications that symptoms might be ‘all in thetions may mitigate against labour intensive interventfén%.
mind’.2%-3° However, this tendency can be oversimplified. A hos-
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Doctor—patient relationships: the potential for therapeutic their symptoms$? Qualitative studies conducted in the US and
alliances Australia suggest that people with prolonged fatigue turned to
A second key recommendation of the JWG is that prolongedlternative therapy or developed self-management strategies after
fatigue should be managed through a ‘therapeutic allianceinsatisfactory medical consultatiofis?®:39.47.58

between doctor and patient. However, the ambiguity surrounding

prolonged fatigue introduces potential for friction into the doc-Self-help groups and prolonged fatigue

tor—patient relationship, and consul_tatig)gs for fatigue can be thriving self-help movement has grown up for people with
experienced as difficult by both parti€$?4’Non-UK studies g partially in response to what was perceived to be inadequate
suggest that patients with prolonged fatigue are more litifious 4y unsympathetic medical serviéedowever, participation in
than a general medical population and more pro-active in changg|f.help groups has been associated with worse outcomes for

ing GPs?® Tensions can arise from GPs and patients holding dify51onged fatigue, and there have been calls for further research
ferent views of the aetiology of fatigtieand when patients o, the role of self-help organizatioffs.

attribute more significance to fatigue than their GPBeople
with prolonged fatigue report extreme distress at not being ] ) ) ]
believed by their GP%*as well as dissatisfaction with the treat- Representations of prolonged fatigue in the media

ment, emotional support, and information support that GPshe role of newspapers and magazines in raising public aware-
offer*” GPs have also been reported to express some dissatisfafess of prolonged fatigue and in promoting self-diagnosis has
tion about the quality of care they can provid&In the context  peen highlighted! Indeed, a hospital-based study found that
of research such as this, it is perhaps not surprising then that pigegple with prolonged fatigue were more likely to get their infor-
longed fatigue has been described as a ‘heartSiokhdition  mation about fatigue from the media and self-help groups than
among GP$2 Some groups of patients are more likely to havefrom health professionaf® Representations of prolonged fatigue
unsatisfactory consultations than others. For example, a recepf the media often contradict evidence from clinical rese®rch.
qualitative study of consultations for prolonged fatigue foundnerestingly, in light of the sex patterns in consultation for pro-
that women were disproportionately likely to h&}ve their consultajonged fatigue, this is particularly apparent in women’s maga-
tion handled in ways that the researchers defined as ‘paternaligies Negative representations of medical care in the press and
tic, derisive, and dismissivé®,and to be given a psychosomatic ge|f.help literature may fuel the conflict reported between doc-
diagnosi$'*® or a diagnosis of depressighThese findings res-  (4¢ and patient&.c°

onate with a classic study of doctor—patient interactions, which

found that female patients were twice as likely to have their ideas

evaded during consultations than ni&n. Conclusion

Recent policy initiatives emphasize the pro-active role of health
M anagement of fatigue outside GP services care users in working alongside health professionals and the gov-
e ) ernment to improve healfh? To succeed, such initiatives need
It is difficult to assess the levels of prolonged fatigue that do Nl be based on an understanding of people’s strategies in relation

come to the attention of the professional services, but the 'mplﬁtheir experience of symptoms and factors that shape the

cagotnsn;rcimTﬁiom(f recgn;[ rzesearcr;”surgg?sts rg?atntrulst %OUlg namic relationships between health professionals and patients.
substantial. S does not necessarlly represent unmet nee is review has identified some gaps in the literature on how dif-

??ﬁé;ﬂh?fg%bslénn(%g c')r;dt';‘/gju?rzz mgg ggtiscf?g?Sv?trhﬂt]ﬁlerirfagtlgjt(ee-a%rem sources of professional and non-professional care for pro-
gies for managing ,fatigue ())/utsio)I/e the formal health services Th{onged fatigue are accessed, and_how these sources interact W'.th
issue is difficult to judge as there is only a limited amouﬁt of(§ne anothe(. Great.er understanding of.these issues may illumi-

; ; - nate the patient’s side of the doctor—patient partnership, and lead
research on how people with prolonged fatigue use alternati

Ve e
sources of care, and how informal and professional service@ improved prospects for therapeutic alliances.
interact.
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