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ntroduction

éiﬁapter examines the concept of identity with particuia.r rc?fcri:nce to
Iness. In sociological terms, identity rela'tes to a host of cr1ter1;1 that ”lire
lled'in to play in interaction when assessing oneself and others. ftl1s‘mu. ti
faceted and has been described in relation to‘ almc?st every aspect o (rﬁowmﬁ
sut: onesell and others. Sociologically, 1d§nt1ty is understood rcnllg
bl aspects of the person and all the various points of referezn‘ce that
ese might entail, such as skin colour, height, weight, a‘ttra(:twcndcss,
lenishes, deportment, accent and dress attire, for exampl_e. It is also un eri
sod in relation to abstract ideas, like those that designate communaf
A a.ﬁ'g'ements, such as status, roles .Elllld an almost endless numlll)er }(1)
.gf_bap' affiliations, such as gender, religion and culture. ‘Concept_ua yc,{ the
term “identity’ consists of two essential types: one regarding others and the
agsessment of others and one regarding self and tlhe.assef;sn’lcnt of self. T(}
‘distinguish these forms the terms ‘social or public identity’ and ‘persona
entity or self’ are often used.

"”i"“'h'; development and definition of the concept of
identity

T .is.'undoubtedly the case that the idea of identity has exertec'i a very sig-
ficant influence on the sociological study of illn‘ess and especially c.hrc.)mc
disease. By and large, writers dealing with identu:.y have .worked Wlthlg a
micro-sociological framework with a focus on interaction. .Identlty as
become a dominant motif within certain strands of medlcal gocmfogy, espe-
cially in Britain. In particular, the study of' illness anFi idenF1ty ha; corr;le to
:i'epresent an approach to the analysis .Of ill health in which writers » ave
sought to present the ‘authentic” experience of suffer.er and give vou,le to
_that experience. Because of a commitment to authenticity, pheqomen% l?gl-
cally and subjectively informed methodoiogles have lbeen pre-eminent. ! ere
is'a very rich vein of material dealing with a variety of diseases such as




arthrrtis, diabetes, Parkinsonism and colitis, for example (Anderson and

Bury 1983).

The concept of identity has its roots in psychology. However, contempor-
ary social psychology and its concerns with identity have had very littde
influence in medical sociology. The ways in which sociologists tend to use
the term belongs to much older psychological and philosophical literature
that has its intellecruyal origins in the work of William James, John Dewey,
Charles Horton Cooley and George Herbert Mead (Kelly 1992). The dual-
ism in the sociology berween public identity and self or private identity is
present in the original writings of Mead, James and Cooley, and is found
subsequently in the work of Goffinan (1969} and Rosenberg (1981) and in
many other writers associated with the symbolic interaction perspective in
sociology (Rose 1962) or, what has sometimes been called sociological
social psychology {Rosenberg and Turner 1981),

It is helpful to delineate the dualism at least analytically (even though not
all the authors who use the terms identity and self are careful to maintain the
distinction). Public identity describes the way we are known, defined and
constructed as social beings in interaction with others, and, private identity
or self, is the way we are known, defined or constructed by our selves in
mteraction. Ball (1972) has helpfully distinguished between ego as known to
others {identity) and ego as known to ego (self), While obviously these two
aspects of person overlap and reinforce each other, given their common

roots in social interaction, they can and do diverge, and in the case of
chronic illness, that divergence is very important empirically (Kelly 1992).

The following propositions can be derived from this body of work:

L. individuals interactively emerge under social conditions, whereby in
relation to others a sense of self is acquired, which consists of a central
‘P’ and an interactive ‘me’ (Szacki 1979:406; Denzin 19924,

2. mental life is an accessory, rather than an instrumental force; how-
ever Interactions form certain customs that nurture the mind (Dewey
1922:155; Szacki 1979: 407-10); ‘

3. ‘sympathetic introspection’ (Meltzer et al. 1975:10} permits people to
imagine how they are seen by others {Cooley 1972); and finally

4. through abstract and reflexive language, self arises as a social object that
can be interpreted in much the same way as can other objects, whilst
retaining an individualistic ‘T (Szacki 1979:425-30).

‘Self’ or personal identity is not a physical location, it is a cognitive termini

borne upon the private sphere of personal thought and

through personally concealed knowing and being and
one’s own appraisal of oneself as seen by others {(Kelly and Dickinson,

1997). Charmaz captures the essence of this when she remarks, ‘From a

sociological view, the sclf refers to 4l those qualities, atrributes, values and

language, privately
reflexively through

e‘ntiiﬂeﬁts, including feelings of moral wor‘thl, ‘rlhat a person assum;sﬂ to be
is oF her own’ (Charmaz 1999). Although it Is In a constant state o : LE)T, it
has'a central core against which new informa.tlon‘ is asgessed. The_ pzd 0 lef'n
“self is that it has to mediate with that W.hld.d is spcwfll.y c01,1f§1re ; thar
which is termed ‘social identity’. Social identity is an individual’s 1.derﬁt1ry a;
_-jerceived by others. Social identity can also l?e accessed, 1’}0‘\.?V€V(3;1 S throug !
seeing self as others might see s.elf. The.notlon of l.]ames ‘mtg lclc:gve 1tn(f
‘describes this idea. The ‘interactive me’ is the location of S(})lc;jqﬂl enti Y‘E
“namely ones’ identity as perceived _by others, howe\.fer .thrm.lg re exqu[f hl
is'also the location of self as perceived by self. Social 1dc;nt1j:¥ c.:oncsacrlnst 1€
assignment of shared meanings b.y others: Shared meanmgs-ate e‘;;l en 1dn
Dewey’s idea of interactions forming certain custorms that nurture t ¢ n}llmb.
hese shared meanings can be configured in numerous ways. They mig ; e
‘positive or negative, fleeting or more g.roL.mdec.l, st.ructurs.ali.y determined or
-pé}sonaily defined. The problem of social identity is thaF it is has the Iquten“
tial to fracture previously held conceptions of self and this can be a real issue
ic illness.
!"ri..IithEElr:n;ry, what has been referred to as persongl identity concerns :rhe
‘self; a private cognitive entity of concealed knowing and b‘-emg tizlat ¢an
reflexively appraise itself as seen by others. What. has been 1ef'erre -to a}i
‘social identity, is the product of others’ external assignments, which tElnoug
‘appraisal, might be subsumed as part of self. Presentatlfm o.f §elf als_ (HOWE
to self in socially interactive relations where confer.red. identitics a ign W;t1
self are largely unremarkable. Where, h(.)wever, an 1n§11v1dual is contmfu‘allg
subject to alternative modes of information th_at question th_e essence of se é
‘self must be reappraised. Avenues of altgrngt}ve modes of mfo.rmanf)}?‘ an
reappraisals of sclf are notable events in individuals who experience chronic
i 1992). .
1311};§Z gfr?gi):guity t)hat 1s sometimes found in the literature‘ bctv'veen the in-
~dividual and social aspects of the person (betweep se_lf and 1dent1ty) te{1ds to
:::'get reinforced by another characteristic of this literature, which is the
“absence of an explicit theorising of social structure. Almost all the VVOI:k
on identity and illness focuses on the human agent and. on humlan agency
and not on social systems. Of course society is not c.ien_lecl, but it tends to
2-assume either a kind of residual status in the ana§y3i§, important as back-
. “ground, rather than an integral part of the processes"descnbed, Or as con-
- stituted within a micro world of face to face interaction. Consquentfy the
. agency structure question remains sociologically un.der-an.alyse.dl in the lllt—
~ erature on the experience of illness and the construction of 1d§nt1tles therellni
. Sociological descriptions of identity differ from the malllstreamlsogla]
psychological work in a aumber of ways. Geners.il. social psychg ogica
accounts of identity range from a focus on the cognitive aspects of 1d§ntaty
tormation and the ways in which people subjectlvefy come Lo perceive a
mature concept of themselves {Erikson 1968; Marcia 1964, 1966) to the




TTTTTEOY™

ences, marks or persuasions. On

principal consideration being given to the examination of personality within
i §, conscientious-
openness to experience (Quellette
and the sociological work is the
sociologists” emphases on social experience as the basis of identity, rather

ness, emotional stability/neuroticism and
1999}, The real difference between this

than its locatedness within cognitive processes or personality traits. The
cognitive processes are not ignored in the sociology, in the sense that
human beings are seen as thinking beings, but the nature of social experience
as 1t shapes meaning in interaction leading to identity development is given
priority in the analysis. This perhaps reflects disciplinary preoccupations

rather than any kind of absolute division (see, for example, Honess and
Yardley 1987).

Identity and illness experience

Perhaps the best way to understand and define the unique contribution of
sociology to the study of identity is to examine the way in which the ideas
about the nature of illness experience, as the driver of identity construction,
have evolved. Illness experience as a focus of analysis emerges as a means of
articulating a difference, sociologically, between discase and illness (Field
1976). Disease relates to physical organic pathology and a biomedical mode]
that does not encompass social, psychological and behavioural aspects of
Hlness (Fitzpatrick 1984). Tn contrast, illness ‘refers to all the experiential
aspects of bodily disorder
perception, labelling and
{Kleinman ez al, 1978). The experiential nature of illness
the organic realm of disease. This is evident in, for example, situations where
diagnoses are conferred in the absence of symptoms but where experiencing
the act of a diagnosis is consequential, llness can be both historically and
culturally variable, as is evident in past and present natural, religious and/or
spiritual conceptions of illness. In respect of recent work in the context of
cultural differences in health, Hillier and Kelleher (1996) note that, ‘people’s
meanings and needs can be better understood by listening to what they say
about their own health’ (Hillier and Kelleher 1996). In a similar vein,
Kihlstrom and Kihlstrom (1999) suggest that consultations with individuals

often transcends

TR v At y A auee T iaividia b ditter-

a wider group level, aspects of identity have
been interpreted in various ways such as using occupational status as an

anchor for identity (Laliberte-Rudman 2002). The sacial psychological
material tends to focus on the ways in which perceptions and motivations
influence various types of identity (see, for example, Salazar 1998), This
literature attempts to describe the concept of identity using a multitude of
factors that are examined at numerous levels of analyses (see, for example,
Worchel ez al, 1998; Tesser et al. 2000; Cété and Levine 20023, but with

e)_cpf'ir'i'er'n:e''L'é'(')l"i'iat'is''atli'om1 ;Sgl§{3§)e improved by embracing the self-
GO{iC;PzV‘;f ;hi(:fex;lriicggliilr?e:s(is understood are important for at least fou.r
¢ 'o;é': F?rst beliefs about illness shape both individqal and group experi-
-ea_S_S: of illae;s. Second, beliefs about illness influence individual and group
e;;bnses to symptoms (Fitzpatrick ‘1984.}. Third, beliefs a.nd 1}3?;}11211
esponses to illness have epistemlologllcal tinks to the Waysl 1r1l W'l(,l the
orld is understood through biological, behawoura]/psyc hologica \ an
Wz"a[/environmental realms of knowledge. For examp.le, illnesses such as
"Qgtjnary heart disease are assoc_:igted with i"%ypertensm.n and chocliesszzzi
evels, smoking and physical inactivity, and soc:oneconon;w .statgg anbEtween
upport, respectively (Andersm'i 199‘9). Fourth, the kr)e ?tloﬁi 1pd owee
[Iness and identity is not one-dlmen31qnal. Athough hoth se acril i .” };
éan influence the ways in which illness is perceived and re.sponlde Etlo, i nhes
tates themselves, in turn, have consequences for self and 14ent1ty. Ed HESS as
e potential to fracture both previoulsl‘y held self conceptions at;) the per
ptions that others might hold of indmdua.tis _and this is likely tg e pﬂart;lc:t—
atly salient in forms of prolonged chronic illness, as opposed to fleeting
S acute iliness. o .
epg(?!:i;ts i(s)f undeniable is that one of the major cont'ributl.ons of. {n;adl‘cai
ociology has been to provide a plarform for the socmloglcalf a]}:']tlcu a;u;ni
f the ‘authenticity’ of the experience of iliness. Fr_om soime fo t.e ela;: 81;5;
work by Strauss and colleagues {1984) to the <contr1but1on.s ) lBu1y { ;
Williams (1984), Pinder (1990) and Kelleher (1288), the.re isa large amous_
-of descriptive material which documents what it feels like to 1av§ a par 1t
cular condition, what it means in social apd personal terms, what El e hmlpai
is'on everyday life and what the implications are for t_hc future and the })a; .
Furthermore, this documentation is done largely via the medium od 'fl e
‘accounts of the sufferers themselves. The concept of illness careers an t1:1:
associated identity construers have helped to pla'ce before profesmlonal }?_nh
”éiy audiences subjective experiences of chronic illness. The ways' in WhIC
people change about how they feel abm'lt‘ themselves' and the ways ot ers
feel about them, such as how their identities are mediated by these experi-
scribed very precisely,
enCTeljé ?Irlfp((l)itance of thi} lijs twofold - publi‘cly and thcoretically‘. T.he theo-
" retical issues we return to later, but by publicly we mean thaLf this hteratul;:e
- has been one of the places where the voice of patient experience could ‘ e
found and was given a public exposure. Before sociologists began tci1 doguf;
" ment these processes in this way, the or.aly genres through whic s:ufcl
" accounts appeared were autobiography or ht‘erature. Bo1_:h are very powerfu
" as a means of conveying the charge of emotional experience, but the Zoag—
- logy added important analytic disc:iphne and purchase gslwe‘ll eis a;aacrj:nc‘
~ legitimation. For some writers, the importance of the s0¢i0 oglczi endeav o
in this regard was simply a way of providing a conduit for the voices




v CoTET pemevnoally uncdard within professional” discouarse,
So the task of the sociology was simply to lay before new audiences like
carers and doctors the true experience of suffering. In doing so the investi-
gations were a means of drawing to the attention of professionals the true
nature of the experience of different conditions, in order to bring about
change in professional behaviour and practice. (It might also provide further
ammunition in the war of attrition with the medical profession, which cer-
tain sociologists have prosecuted for the last several decades.) Whatever the
intent, one of the unifying themes was that sufferers and carers could readily
recognise the accounts as the real experience of real people straggling with a
personal burden of ill health.

But there is another dimension relating to experience in this literature
which is seldom articulated sociologically bur which seems to us to be deeply
embedded within it. This is a concern to describe human suffering, not just
as a product of illness, bur also as essential to the human condition,
Goffman’s work (196 15 1963), for example, is shot through with a concern
to explore much of the sheer awfulness of the human condition and thig
existential angst pervades a good deal of the writing on illness and identity,
In many of the narratives of illness experience, illness is a metaphor for the
experience of life, and an experience of life which is essentially tragic, but (in
the Judeo-Christian tradition) there is a kind of redemption through that
experience of suffering. Or in Nietzschian vein, the literature containg the
Dionysian notion that the true essence of what it means to be human can
only be known through suffering, in this case, in severe illness (Benedict
1935).

These latter themes more often than not have their clearest exposition in
the accounts offered by the sufferers themselves and reported by the socio-
logists. These sociological reports have tended to report Dionysian aceounts
as representative of the experience of illness, nor as representing the narure
of the human condition. Interestingly, the fact that sufferers not infrequently
invoke ideas in their accounts of their itlness that draw upon the great meta
narratives of Christianity or Greek mythology, has tended to go unremarked
by the sociologists {Kelly and Dickinson 1997). The idea that chronic illness
takes people beyond the normal existential limits leading to greater self
knowledge and hence exerting fundamental effects on identity, rings out
loud and clear in the patient accounts in the literature, The sociological
implications of this, however, are seldom explored, The Nietzschian possi-
bility that the true nature of being is revealed and a deeper self-understand-
Mg acquired through illness, tends not to be taken very seriously, even
though the voices of the sufferers saggest that it should be.

Theoretically and empirically the importance of identity lies in its critical
role in introducing subjectivity into discussions about illness in the face of
the dominance of the sick role paradigm established by Parsons {1951).
In fact, we would argue that Parsons’ depiction of the sick role, for all its

¢ acto.r's',”i”s one of the most significant and important.pi-ec;:es (if iheof::;%
ybout the social nature of iliness of the last century. His idea t 1ad sne,lo =
vas:a form of social as well as biological devllance, that s}c])mepcsth ev » fof
ety precise mechanisms to manage the deviance, f’md t at! in 'e : e of
modern western industrial societies, these rpechamsms took velif P i
d patterned very well defined behavloﬂrs,. were immensely imp
fo'rmsiarzlemonstrated the social as well as the biomedical dlmen's1ons‘ of
fﬁgzss tand it l.';lid out an agenda for much of the subsequent sociological
w?lfg O;Iillclzggstsé)f illness identity develops, it seems to us, in direct response
't(;-sejeral of the perceived inadequa(.:ies‘o.f the Parsonian system. g:l:r;:(tj
-e'établiSheS the primacy of human subjectivity and f.lum‘a? agi}rlllcy flclmcle ace
‘of the determinism of the social system or of social ro eT. he ;rtané)e o
identity, as against the concept of role, gcknowiedgf.:s the 1mp ance of
fBuman agency and interaction in structuring human 1nt§ract}on arind nd
‘us away from the apparently prescriptive nature of the les?nian I;:_)h nal?wl;e.
‘Identity also acknowledges, especially with its connectedness tz ti) nature
‘of. career, the evolving nature of the relationships between Eog ' and
:patients which the Parsonian principles tend to under .?mp hasise

‘Teast rather tend to leave in the background of the a.nallysn,.. . y
However, above all else, we suggest that the 1.real dlstm_guls hmg eatur: o
the sociological contribution to the study of li_lnessl using ht & ciflllcephiCh
identity, was to give a new sharpness and to ?llummatel ?1'31: v;n jv(\)rlo
Wwe as lay members of society were alrea.dy fannha{f.. The ability o sEcd negwy
to render that which is at once r.ecog_msa}_‘)]y familiar and yet to s eeciail
light on it, has been a major contrlbgtmn. Some of the k;y}g‘apers,hzspe donz
‘those appearing in the journal Sogolngy of eralﬁo an nfj?%,l : v <0

- precisely that. So the emphasis on identity in this genre in me - ;r._lzi so:ion gzr)j;
might be conceptualised as a response to Parsons or an elabora no
- certain things within the Parsonian fFamework requiring lrcrilore ?t‘Fzrclntit,
: ‘gspecially chronic conditions. In an important sense the idea of i d’étr};
.~ goes hand in hand with Parsons in estabhghmgl an important razs?n :

- for the social, as distinct from the biomedu.:al, in respect of urllu?le%sgan 1111g
illness. But it also goes beyond Parsons in hlghllghtmg Fhe famihiar uzl also
- profound experience of human suffering, which many 1llnes§es en‘g}fn er.er
The processes whereby the social became part of the!anallym_s Wasf Ewijlf

. not immediate, even in the wake of Parsons, and tbe apphcat%on g the i Ea
* of identity played an important role in foregroum?hng the social. 0 initia }i
the idea was that disease had social, psychological and eCOIlOI]‘HlC f;;;e)
quences. (Visotsky et al. 1961; Shontz 1975; Akbre.cht 1975; }I: aﬁt ) CCO:
In public health circles, the idea that an ep1soc‘§e of 1llneiss rm%i 11: jgkmwu
nomic precursors such as poverty or poor housing v\.’as.:::\i 50 v;q te ;focml o
ledged {Acheson and Hagard 1984). However, thed Ibeéfl tha social and
psychological factors were not merely contextual and backgrou




oked. The fact that the management of blodies that do not funcnzn in Ct{hcj
way that people either want or which society d.cems to be 1zige an geré er11

' fopriate, is at the heart of the experience of illness and ¢ € construc 1(})}
gifjiublic identity (Kelly and Tield 1996). Changes to Iihefb(l)dybari ?lz;n ?
“centre of visible changes in identity and the way peoPT ee z;l _on;) them-
“selves. So a stream of literature, which has explored the re ‘altlo‘nsd 1p dc ;zr y
‘the body and idenrity in illness, has also emerged (Mlll\lNaFd anl ff[hz
003a). This in its curn has led to the developmegt of the i ga t1atd‘
“material and physical world should be remtegratefi into the understanding
vof identity (Lawton 2003; Piecret 2003; Kelly 2001).

- [y mmy A e UCHIESIERTE, calses,
consequences and experience of illness, owes jtg debt to Parsons, Identity
theory applied to illness by sociologists provided the explanation of the
ways in which such things could be theorised and drew out the essential
self reflexive nature of the experience of illness and jts significance to the
wider human condition,

The conceprual journey is in itself quite mformative. Two papers, which
have charted the history of the way sociologists have dealt wich Hlnesg
experience and identity, are thogse by Lawton (2003) and Pierret (2003).
In reviews of articles in Sociology of Health and Ulness, over a twenty-five
year period, they provide a narrative of the way these ideas have evolved,
What these two authors describe is the gradual broadening of interest by
sociologists in their concerns about identity and the experience of illness,

1

Ilness, identity and the biological and social world

‘In chronic illness, self and identity gain salience. It is th.e banolo.g;cz;l r(lejal;n cl)f
:the physical body that prompts this process. The.physmahty‘g £ C;e 'Sh Zelf
simportant for self and identity becagse it is inextricably asszuatedwuf !
Eand with identity. Whilst an essential link betwr}@ the body ar;] sge danis
‘identity relates to the body’s capacity for cognitive thought, E‘:“ Z | 0 ﬁfaru
‘important for self and identity in a number ‘of other 1'espects.b 0 1(5:]7 ¢ ar
‘acteristics are part of what individuals perceive themselves to he aﬁ -111 Le
ence the ways in which cognitive thought by gelf and by b(lj't ers Zr-
configured. Bodily characteristics are relaFive.to private and climh 1<f: pen;c 1;—
tions in relation to both the aesthetic physicality Of bodies and the unct il(; 1
~ing physicality of bodies {Kelly 1992); categories th?t arfe not en)frm)f
~mutually exclusive. Private personas of self and'otherst perc_c];‘)t.mHS C L
+ dividuals are constructed upon a range of aesthetic bod}]y qua c;ties, suc af
being attractive, ugly, tall, shore, fat, thin and sggh like, anl‘ 211 frani§ o_
- functional bedily qualities which span both capacities of pf'l}.fsu.af func .ltc_me
ing such as being able to run, jump, reach, climb, and capac1t1‘es 0 cggm;;e
- functioning, such as the ability to learn, to reme:mbel“, or to 1ecolg,;mse.h
“crux of the relationship between the body and 1del.1t;ty is that Wd er_eht er[i
are chronic alterations in the aesthetics and/or functions of the bo .y,l tf c_se
that is configured wpon that body must also change. The pot;nt}ga boldfiin
 altered identity, however, is contingent upon the nature ci t Is{ .Ho 1.3
changes and whether these come to be_ sub;eclt to p}lth gaze ( ‘1 waé
and Kelly 2003a). These ideas are highlighted in various p?nerllt iccouq sl:
For example, for subjects who had had ulcerat:v§ coht1.s cured by mag[i)e
surgery, the experience of bodily pain, changes in bodily'syr‘nmetry,t .
addition of a ‘new body part’ and profound.changes to sanitation rou me;
resulted in compulsory permanent changes‘m both private concept}ons 0
self and in tensions arising between the choices of revelation and seurg.cy‘ in
public management and presentation of self (Kelly 1992). For thzsc sfu g:cl:fj
appliances were not only a private mmatter, the permanent demaln 50 dal athe
ing and mastering secrecy and the potential for exposuare were located in

Stages operating in chronological sequence, to a concern to illuminate the
meaning of experience. In other words, the idea of chronos, of linear sequen-
tial time, gives way to the idea of kairos, concerned with the fusion of past,
present and future in biographical significance. The idea thar experience is
more than the chronicle of 3 serics of events is displaced by the notion that
experience is socially located and constructed, on the basis of interpretation
and understanding, and that CVents can come to have different Meanings in

by them. Bury’s seminal paper {1982) on biographical disruption perhaps
best exemplifies this position. A couple of years later, Williams’ paper on the
linguistic accounting processes which accompany biographical disruption
and repair {1984) moved the focus of the analysis still further from time
sequences towards an understanding of the language of the sufferers of
illness and the subtle nuances which language brings to bear on the experi-
ence and its retrospective and prospective understanding,

Subsequently, the question has arisen as to whether the discovery of these
linguistic elements of story telling or narratives of illnesg is little more than a
methodological artefact rather than the core of identity. In other words the
identification of processes which are tundamencally linguistic are identified
as the product of 4 methodology - the use of in depth mterviewing — which
requires subjects o produce accounts about themselves, with themselves at
the centre of the narrative, As new evidence emerges it also becomes clear
that a focus on chronic illness as against acute iliness leads to an overem-
phasis on issues of disruption and biography, and that acute illness and
indeed some forms of chronic illness do not share these kinds of character-
istics. The most interesting development though has been the recognition
that an over emphasis on language and the construction of meaning can in
turn lead to a description in which the body and bodily processes are over-




SOl WO IRElly 1992). Stmilarly, individuals with diabetes, a metabolic

condition, have experienced, or are at risk
physical bodily changes such
and impotence {Kelleher 1988).

For these individuals, the chronically ill physical body was associated with

self and identity in at least four ways:

e because the impact of physical bodily changes altered the image that
individuals had of themselves;

& because to maintain physical equilibrium and prevent further physical
risk sequelae, the physicality of the body itself required a special and
unique form of physical maintenance not required by majority groups;

® because the routines of managing the body impinged upon previously .-
routinised ways, a recurrent theme that Kelleher referred to as ‘loss of -
spontaneity’ (Kelleher 1988); and finally

@

extended meanings that assaulted
ception of self.

A common thread between both of these groups of individuals and others -

who have chronic illnesses is the way in which public spheres

integration, but does so equipped with stocks of shared knowledge about
the kinds of conduct that

identity. In the social world it is not just the physicality of the body that
has to be managed; far more overwhelming and difficult to influence, predict

and control are the cognitive appraisals of others in relation to presentation -

of self and yet these also have to be managed,

Whilst the previous paragraphs noted how the salience of self and identity
in chronic illness is prompted by the biological realm of the physical body,
this section notes how the salience of self and identity in chronic illness can be
maintained by the social realm of interaction, The social world is where the
generation of meanings has profound consequences for self and identity, The
social world judges the physical and cognitive presentation of individuals in
relation to cultural conventions, and shortcomings are defined by the societal .
standards therein. The links between illness and identity are illuminated in
the social world largely because chronic illnesses and their maintenance have
the potential to deviate from social standards. This deviation has the poten-
tial to occur within the ways that society is structurally configured and within
societal configurations of individual agency. In both of these realms, society
manages this deviance by the use of stigma and labelling techniques.

of experiencing, a range of
as impaired vision, infected wounds, tirednesg

because the chronically ill physical body had the potential to ivoke
and ruptured a previously held con- -

of life become
the site of intense negotiation with huge implications for self and identity, In =

public spheres the self not only seeks social legitimation, acceptance and

are necessary for these events to occur. Bodies that -
‘malfunction’ deviate from norms in both a private and public sense. Public :
management, however, concerns the social world and the attribution of

e _mgfi's' a. reaction to groups and/or igdividua[s W[‘l(?, through chronic
ss; cannot uphold the networks of physical and cognitive behaviours that
‘etiquette demands. The problem of thls labelling for self is that these
abels have the potential to become internahsed. o
_One of the key ways in which illness links to identity is throughlthe
{mation of a medical condition by a member of the m‘edlcal profession.
Chis: legitimation might be sough.t aftelr or undesirably unposed.. In l?loth
es.the professionally conferred identity is drawn from a recogm.sed C as};
iGeation of disease states that bears consequences for the ways in whic
rticular ilinesses and their severity are afforclied different statuses and the
vs in which these might lead to such things as access 1o ac‘id;tlonal
rces. Often overlooked, however, are the ways in which medical pro-
sionals also invoke a range of other identities and themselves engage in
eotypical processing.
teri?ftfg;;a(%ﬂ) hig%llighted how psychiatric profe.ssi(mals‘requir‘ed the
emoval of individuals’ clothing and its replacement with hospltgl attire and
1‘560'ﬁraged any references to their personal llife. At. thg same time encour-
aved adaptation to their new location. This strlpped m.div1dual's of their very
ssence of self and avowed a hospitalised patient :dentle. The.importanc.e of
sfor patients with mental illness was that the resuitmg patient beha.wmur
sinforced their identity as a mentally ill patient. These links between illness
nd identity are described in Lemert’s (1951) pI"il‘nary and seclondary
.d'eviance thesis. Primary deviance concerns changes in self that are m(.iuced
from: minimal tensions between self and the environment, Tn primary
deviance, self is largely unaltered. Secondary deviar}ce concerns profo‘und
changes in self that are induced through a progressive process Qf tens;o?s
between self and environment. Plummer described seconc_iary clev1a'nce as
p.j.‘.:(')':'c':ess of shifting and negotiations that gradually butld' a deviant ssalf
1979:105). The key issue in secondary deviance is that persistent narrowing
of choices, as for example being a mental patient, sets limits on con'duct.
his unwittingly reinforces the identity being conferred. Secondary deviance
is where individuals adopt a socially conferred identity as part of self and
come to hehave in ways that are associated with their new self,

The notion of the Parsonian sick role discussed earlier (Parsons 1951)
offers another idea of how medical professionals can invoke a range of
alternative identities and engage in avowing stercotypical idept}ties onto
ﬁatients. In brief, a patient’s occupation of the sick role isiie‘gmmated by
doctors who, for temporary illness states, and as long as ind1v1dugls pursue
the goal of recovery, grant these individuals exception from their nprmal
social duties. Because, however, chronic illness is nor a temporary iliness
- state, legitimation of illness and the rights and nbli‘gaﬁons_therein are not
~always warranted by the sick role. Sociologically, th1fs is an important event
because patients who do not fit a “legitimate parient identity’, and therefore
the sick role, often fail to legitimate the doctor’s own role in the encounter. It




of't.h'dugh't'éh'd mobilises concerns about uncertaipties, res‘ource‘% and
and professional molcl!ces of th()pg}_lt (Bury 1982). In biographical disrup-
ot is difficult for self ro remain intact. ‘
{Onégfi;fngli)n a sample of chronically ill mgles, Chaqnaz {1994) des?lbecs{
w the. biographical disruption of illness m@uces dilemmas fc?r sell . ;n
démﬂtjr. She notes the ways in which self consists of'sever;lll pers(;)na 1den-
1ti.é:§-,- which for men, link to social networks of meanings that are ozznd 1}11p
vith masculinity, such as male achlete, the competirive busmcssma.tn afl ht e
Viet Nam’ veteran. Other identities, however, related to age, being a hus-

v oty o WO VETY Iedt. Doctors have to manage not
only the often-continued presence of the chronically ifl patient, but also the
possibility of their own role being called into question. What i at stake
1s that some patients deny the role of the professional (Kelly and May
1982:154) and the issue of problem patient becomes bound up with profes-
stonal identity (May and Kelly 1982:292). The method by which doctors
respond to this dilemma is through the use of labelling as, for example, is -
exeraplified in the notion of ‘heartsink patients’, Patientts become associated -
with a host of stereotypical labels such as demanding, uncooperative and : ! P
manipulative; qualities that are not necessarily imherent in the patient; rather afid and so on. These identities are part of self and in Lfi‘ Omctiﬂl“;ss’rez};?
they are qualities that, through frustration and defeat, the doctor comes to. ‘srcibly reassessed. For example, for healft attack or stroke pa Cglada b
assign to the patient (Millward and Kelly 2003b). These labels are 4 situa- ively simple everyday events, such as batk}mg and grqt)m}l]?g, now Ao set
tional response to a therapeutic dilemma that concerns the nature of the: astered; a situation that threatened their masculinity. hnefsbcan ( arket
doctor’s role and where, within the doctor-patient encounter, that role i not rits on some identities, such as those that are tze% to the 1a Olir rsnonin
legitimated (Millward and Kelly 2003b). In doctor encounters, social eti- - Lalibert-Rudman 2002.). People Cafl also use ~1IlrlleSSl (li en_tl_tlestﬁsdatoe?he Eiff
quette demands that the patient fulfils a number of socially defined criteria trategy. For example, n Chﬂl'ma? 5 (1994) stu. yl}f entities IIC e e
and failure to do so heightens the potential for labelling. These labels confer : cle were used to €>§Pf3m away illness as a mld'_ e CrisIs. .n _1) sspthflz
an identity on to the chronjeally ill patient. An tdentity that the patient is finess prompted the links bf.:tween self and the ageing process; a process th:
often aware of. a5 its own identity formations {Coleman 1996). . |

Charmaz (1999} provides a critique of the sick role in this context, .’ In illness, identities can unw1tt}ngly‘ become rcafﬁllllnec_il.[ For ixzmrg ef;’
arguing that its application does not highlight essential links between iflness - harmaz (1994) found that the identity of chronica Bf( [1 'maﬂi:es and
and identity, For Charmaz, the sick role fails to acknowledge that recovery - ras reinforced by thﬂ attention, comfort ?HC,E cz}tlre 10 tfirl dW nd their
is not always possible; it assumes a lack of culpability for iflness that does families. This also reinforced their status wit hin the ; onsehoid a £ sinole
not account for the stigma and blame that can attach to illness; it provides . nks with the pre-illness self, a feat.ure not evident mé e.a;co\l;(;;lts 0 i;l di%h
exemption from social roles whereas chronically ill individuals might opt to . ‘men. On the other .haﬂda an identity could become em? 'il eren d cop-
preserve roles, and it assumes a hierarchical doctor-patient relationship, duals lost hope of mﬂL}encmg the degeperatzve cc?ursc' 0 4 1hncssf.& n seﬁ
whereas chronic management can involve shared information and decision ttively separated the illness from mainstream life, Al }tl.us‘b 10~1 tino®
making. The problem, for Charmaz, is that, ‘An abstract role analysis fails - significant 109%12;‘3 could sometimes refuse to engage in this ‘bracketing
to account for subjective experience and jts meaning for patients’ (Charmaz . ) . .
(1999:230). What Ch]armaz faillsa to note, however, is thatgit is digicu]t to ‘A problem of chronic illness for self and identity is the extent to which
cxpect any one role to cover the full spectrum of subjective experience and

uman agency can keep illness concealed by successfully accompli;hiinﬁ
! I tvi f coveri i : ins’ jects accomplishe
meaning for patients. Individuals occupy several roles stimultaneously and overing and passing. Scambler and Hopkins® (1985) subjects accomp
although one role might be salient at a particular moment in time, iliness

passing’ by citing alternative reasons to epilepsy to account fpr Wh)f they
| i l ¢ ive; ing’ : i referring to minor seizures
identities are configured using numerous roles and numerous phenomena. could not drive; ‘covering’ was accomplished by referring
The links between illness, identity and human agency are bound up in

as ‘fainting fits’. In Charmaz’s study one subject diff not attgnii S'erln or
day-to-day social interactions and their meanings are rendered precarious by cocktail parties in order to Coqceal his restrllcte_d dtet. Cimd ;ha }f/sus sa?il(;l;
the various physical and/or cognitive limits that chronic illness invokes, (Charmaz 1994). Linked to passing and covering is thf:l'ld €a ol 1 (gllzl rerm
These limits are subjective in the sense that they are relative to the pre-illness conirol’, whereby parents of Fhﬂdf@n with epilepsy lh'ildof use enese of
self. In chronic illness, the numerous personal identities that constitute self epilepsy outside the home environment to prevent the Ck-l ?;ggalenes
and the socially induced meanings that attach to these identities, such as the social connotations of the term (.Scambler and HO}E’ ns 1 1 1)) mes a
what it means to be male, a mother, a teacher, an employee and so on, are . Visibility is a key feature.for IQEBEIEY_ markers, whic btyplca Yl . ECO) iteim(}
disrupted. Bury (1982) used the term ‘biographical disruption’ to describe - master status and a master 1dent1ty. .It is master status e(l:)ause tllﬁtpzl Sﬁnes
how chronic illnesses induce a profound disturbance of the taken-for- ~overrides and subsumes others; it is a master 1deth1tyh e_c??se E iitiv;e
granted aspects of everyday life thar straddles cognitive and material every other identity’ (Charmaz 1994:48). Even where physical or cogr
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subtly transmit social identity. ‘Felr stigima’ is more pervasive than ‘actual’

stigma because it is generated through shared meaning and renders indivi-
duals on constant guard.

In some circumstances an illness identity is readily accepted because of the
secondary gains that it entails, On 2 basic level, these gains can include
erthanced caring and attention of others and access to resources, such as
financial or more suirable houstng. Acceptance of an illness identity can also
help individuals to accomplish successful social relationships. Scambler, for
example (1991:190) notes Higgins® (1980) converse notion of avoidance,
whereby individuals with hearing impairments extended thetr ‘stigmatised’
attribute by also acting mute as this permitted them to rely on the written
word which eased social relationships.

Identity dilemmas described above appraise self in relation to past, present
and future in a combination of ways. Armstrong and colleagues (1998), for
example, describe how the process of genetic counselling which provides
patients with a genetic identity, that in contrast to other identities, is an old
one that is newly revealed; an identity thar is reconstructed in the past as
well as in the future. In coatrast, Orona (1990} describes how Alzheimer’s
disease involves a loss of identity that results in a self that resides only in the
current, In Alzheimer’s the ability to recall past selves is lost, an event that
also prevents the individual validating the identity of others,

A range of personal identities i tied to the very core of self. These iden-
tities are laden with social meanings. Chronic illness questions the claim to
these identities. In males, for example, “With each identity loss from chronic
illness, preserving valued past “masculine” identities becomes more difficuly’
{(Charmaz 1994:52). There are sone suggestions that the impact of jllness
symptoms are evaluated in relation to their impact on the identities that
individuals consider to be more salient, rather than in relation to pre-exist-
ing knowledge about illness representation (Levine and Reicher 199¢;
Levine 1999}, This is an interesting point as it helps to indicate some of

~the ways in which individuals might refute a particular identity. For ex-
ample, a study of disabled individuals found thar the 'vast majority did not
accept a disabled identity becanse Impairment was not considered an import-
ant aspect of their sense of self or personal identity (Watson 2002). The
crucial matter here is the extent o which individuals can successfully incor-

Conclusion

This chapter has appraised the links between illness and identity using the
sociological concepts of self and identity in relation to biological and social

Orrpeiig. - TRe relationship 'betIWeen.' Hlress fmd idengty_lslnot 1.}1;1‘1;—
cary'it is multiplex and relates to_blologzcal, goaai and pblyswa T(:;ltio;;
1 chtonic illness, the self-persona, its presentation and put 1; neg fation
efge"with these worlds through bgdﬂy at.trlbutlons,‘soaﬁ izl-st-ruc u]c N
astitutions, ‘doing’ routines of daily interaction a.nd thl'?;llgh the resgilérqre
f the material world. This idea captures the ways in .Whi(' lcl: estlf wor dcop
satarated with identities. For ‘normals’, these 1den.t;tfes often 1avc“a ;
iy lity. For mdividuals who experience chronic illness, however, their
gii};i;r?tasta};s becomes volatile and their potential to actively impact on the
T erers is intensified. o
hﬁ;ie?rfi;;ffj‘iempts to understand -tl.le experiences of chronéc llll;icsjf;;
ficluding the impact of deviant identities and statuses have6 El.s% émr acand
fotions of an illness career (see, for examE)IC, (Joffmanbw & a relgt 1 and
.M-gnning 1972). For Goffman, the term career was{ houu. L;p :sifon fhe
concept of institutionalisation and how experlencesdo_M ospita 1?;1972; o
éxample, strip individuals of a .s,ehf. Forl Fabregg an anmlnl% 1 tinc,t A
career implies a potential beginning, 111te’m:nmg'stagesW \El}: S ﬁi netive
_pr.('-)'perties, and equally important, an lel'.ld (1972:1_03). ils ¢ earcer
model of illness has been useful ‘f(.)r gaining msught mtoi a .ranig; o ness
related phenomena, illness identities do not res%dle solely m c u)nfo il cal
time as imphed by these models. Iliness 1deqt1t1es are constaﬁt tela i
of biological, social and physical modgs of l;emg. Tl?ey are malleab S an
constant, they exist in linear time and n social experience consftructe | and
réconstructed in langnage and interactlon.."l_"hey dev§l()p out (E)f ixperielnc
and the constituent public and private ideqtltres, 1dent1t3.z and self, ¢ }(‘31r.1151;e ves
interact and evolve. The experience of 1]lne.ss, e:s:pecmﬂy .C]']I'Oﬂl(. i rﬁess,
tends to exert a force that separates se.lf and identity empm‘cally as we ;;s
analytically. In understanding thel tension betwcen selif and 1ciel.1t‘1tzhweﬁ iei
_able to get a view of the experience of illness which captures 16 ;
“nuances of that experience and which helps to revea.l the elementa naﬁne
“of the biological, social and physical mades of suffe‘z'mg an.d slafy something
guite profound about the very nature of human existence itself.
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heoretical background

ﬁépter is an attempt to understand the narrative reconstitution of self
éople facing advanced cancer, especially when the bodily integrity of
is threatened by terminal illness, marking the self as discontinuous and
red. We then go on to explore how legitimacy of certain forms of
actical strategies and symbolic styles (cf. Bury 2001} might be.central to
toration of self and identity, enabling people to ‘keep a narrative going’
- Giddens 1991) despite biographical discontinuities and disruptions. We
o.explain how claims to menmbership of an imagined moral community
uch'as an ethnic group, often perceived as a well defined whole, might be
féé{le and rest on contested meanings and values underpinning iliness nar-
atives that are shaped by a complex interplay of biographical features of
thnicity, gender, age and socio-economic position. It is our contention thar
ersubjectivity of self, that cuts across ethnic, gender, age and class affilia-
jons, is negotiated differently in relation to the uncertain and changing
ature of the illness and treatment. Hence, both temporality and biograph-
al context are central to how identities are threatened and/or maintained
1 the face of a life threatening illness.
We take the example of advanced cancer since it brings into sharp relief
the notion of self as discontinuous at various levels, and how continuiry is
foiged through particular narratives informed by larger discourses and col-
ctive representations to sustain particular identities. Our biographical
pproach {see Radley 1993; Williams 2000:53) can‘potentially address
how a particular appropriation of an illness narrative might provide a
critique of existing relationships and biographical circumstances, moving
between the existential, inter-subjective, the cultural as well as structural
dimensions of the illness {and caring) experience.
o tis important, at this point, to reiterate the specificity of advanced cancer
as a disease category before we move on to specific issues of illness and
identity, Cancer shares much with other illnesses characterised by chronic,
“acute as well as terminal features where temporality is marked by




