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DSD Debates: Social Movement Organizations’ FramingDisputes
Surrounding the Term ‘Disorders of Sex Development’

Robert J. Davidson

Introduction

In the last 15 years discussions around ‘interdewe increasingly moved beyond the
medical/biological realm and taken growing promireim gender studies, within social
movements, and in the socio-cultural realm. Thist svas highly promoted by social
movement organizations (SMOs) that have arisendtfress various issues related to
intersex and was also encouraged by some académit®e social sciences and the
humanities. Social movement research is only lmeggnto address intersex advocacy in
social movement terms (Turner, 1999; Preves, 2@¥&enberg, 2006). Research
regarding social movements in the last two decdues paid increasing attention,
however, to discourse (Steinberg, 1998) and howakowvements engage with cultural
institutions and use frames (Snow & Benford, 20@0)eshape cultural codes (Melucci,
1985, 1996). This article traces the framing psses executed in a debate over the
reshaping of a code among three groups of thesemesocial movement in order to
understand how the groups engage with the medisaburse on intersex. A medical
discourse on intersex is traced based on a Foueauferspective. A textual framing
analysis of the websites of three intersex SMQkas presented to examine the internal
frame disputes between them over the proposed nelogy ‘Disorders of Sex
Development,” or ‘DSD’. The SMOs included are thdersex Society of North
America/Accord Alliance (ISNA/Accord) Organization Intersex International (Oll), and
Androgen Insensitivity Support Group UK (AISSGUK). schema of how each SMO

! The combination ‘ISNA/Accord’ is used throughobetarticle to refer to the activities of both oésle
groups. ISNA was closed in 2008 and replaced lgoAt Alliance. Many materials now available on the
Accord Alliance site were originally developed withe group was still ISNA. The combined
‘ISNA/Accord’ term acknowledges that the groups separate and yet related.
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engages with the discourse surrounding intersgxr@asented and related to the frame

disputes over ‘DSD’.

Background of ‘DSD’

Cheryl Chase, representing ISNA/Accord, attendembrference in Chicago (hereafter
termed the Chicago Conference) on October 27-305 20 which numerous medical
practitioners working on intersex issues also pgdited. One other activist, Barbara
Thomas of the German intersex group XY-Frauen, p#sticipated. The German group
member was also an informal representative of AISRG The participants were mostly
from North America, particularly the U.S. At theenference participants unanimously
agreed to change nomenclature from ‘intersex’ dm@maphrodite’ to ‘DSD.” Their
statement regarding the decision was called thexs€asus Statement’ (Lee & Houk
2006). ISNA/Accord then hosted the ‘First DSD Syisipm’ on October 13-14, 2006 as
a mini-conference within the (U.S.A.) Gay and LesbMedical Association’s (GLMA)
annual conference. After these conferences toakepthe DSD terminology became a
point of contention between the SMOs. Previouslacac literature concerning debates
over the adoption of the new terminology has begher opinionated and has failed to
integrate information from SMOs themselves (Re@)72 Feder & Karkazis, 2008).

Discourse

Stemming from the semiotic turn, which proposed thaguage constructs reality, the
concept of discourse analysis has become incrdgsoentral to cultural analyses.
Michel Foucault's concepts of discourse and powenvdedge concerning the
medicalization of the ‘hermaphrodite’ will be usénl trace a medical discourse of
intersex that is based on pathology.

Foucault’'s work presented a re-conceptualizatiopasfer from repressive to productive

power. Power, for Foucault, was not only the ptaisstrength of the state to repress
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through violence but also included the power ofagl@bout individuals, such as the
division between health/sickness, produced throuagious institutions. For Foucault
(1980) this productive power is inextricably tiedthe production of knowledge and truth
claims, such that Foucault uses the term power/ledye. Knowledge is shaped
through discourse, which is a rationalizing systeaeed upon the qualification of certain
knowledge and the disqualification of other knowgedin the process of ‘truth’
production. Knowledge production is intertwinedttwiparticular social institutions
which have gained the authority to make certainato truth. The knowledge and
‘truth’ which is produced by these institutionsuksn the disciplining of bodies and the
regulation of individuals.

In the Birth of the Clinic(1963) Foucault traced the development of modeedlical
practice, emphasizing how medicine increasinglyngadi the authority to make truth
claims about the ‘sick’ or ‘healthy’ body and holetbase for determining the ‘sick’ or
‘healthy’ changed through time. Foucault foundt théile it was not the case in the
eighteenth century, by the nineteenth century théalas increasingly tied to the concept
of normality. In Abnormal (2004) Foucault traced the development of psyohiat
emphasizing how psychiatry also gained authority laegan to make truth claims about
the ‘sick’ or ‘healthy’ mind. The concept of psyatiic sickness was based heavily, as
referenced by the book’s title, on the abnormahugl the normal/abnormal dichotomy,
which had not been previously related to healtimorality, became highly tied to the
diagnosis of illness and to ‘curing’, or regulatingdividuals to fall in line with a
particular norm. Through this logic sexual ‘abnality,’ either in the body or in

behavior, became a central site for medicalization.

Medicalization of Intersex
The figure of the ‘hermaphrodite’ is a central epéenin Foucault’'s exposition of the
disciplining mechanisms of rationalizing apparas sed Foucault traces the productive

element of power/knowledge in relation to ‘hermaguhites’. Foucault documents how
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individuals identified as hermaphrodites were attaie points in history socially
excluded or potentially put to death, and how dt siicurred in the late I7and early
18" centuries tied to changes in knowledge. ‘Hermagites’ ceased to be seen as
embodying a mixture of the two sexes, and were erattabeled as ‘pseudo-
hermaphrodites.” This labeling indicated that thesre not ‘true hermaphrodites’ but
had a ‘true sex’ (either male or female) that cdeddmedically discerned within a binary
system of sex categorization. Dreger (1998) hagumhented the historical
medicalization of intersex beginning in the mid-@80 In this period medical
practitioners searched for a criterion by whichtme’ male or female sex could be
determined in manifestations of so-called ‘pseudovtaphrodites’. Dreger also traces
how the criteria for determining ‘true sex’ shiftdtrough time (Dreger 1998), as each
criterion proved to be inadequate. Instead ofvatating the two-sex paradigm, new
criteria continued to be sought in attempts tovef@ ‘true sex’.

The disciplining effects of this approach can nebsarly be seen in how medical practice
regarding intersex has, since the late 1950s thwauwigthe global North, followed the so-
called ‘Money Protocol’ based on the work of Johandy at Johns Hopkins Hospital in
Baltimore, U.S.A. This protocol involved the usfesurgery and hormones to create the
appearance of ‘normal’ male or female genitalighwitthe first eighteen months of life.
Largely through the critical work of Diamond andg@undson (1997) the Money
Protocol is under critical re-evaluatién Fausto-Sterling (2000) documented, however,
that intersex conditions, particularly those inwoty the appearance of the genitals,
continue to be approached as medical emergeneies,tkough genital appearance is not
life-threatening.

2 The Money Protocol was based on a publicatioresdrom 1955 to 1957 and the ‘John/Joan’ case.
Money claimed that the ‘patient’ in the ‘John/Joaase had been lost to follow-up. Diamond and
Sigmundson found the ‘patient’ and discovered thatin’, who Money had attempted to make into ‘Joan’
rejected a female assignment and returned to ligmale-identified. This discovery led to theical re-
evaluation of the Money Protocol but has had ogiieblematic side effects, as Diamond and Sigmundson
have used this case to re-institute a binary vieseguality based on prenatal influences of andiegm

the brain.
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Intersex Advocacy in Relation to Medical Discourse

Several advocacy groups have arisen to challengicaleapproaches to intersex. These
primarily began as support groups for individualgdosed as having intersex
‘conditions’ and transitioned to focus on politieadtion for changes in medical practice.
Each of the three SMOs involved in this study i®mpting to influence the medical
discourse on intersex, but each of them pursues ithidifferent ways. A schema
introduced to interpret this engagement with thedioad discourse is a distinction
between evolutionary and revolutionary approach&®s.evolutionary approach involves
alteringhow intersex is medicalized. This approach is charasd by working within
the medical paradigm and through medical logic Eamdjuage to bring about eventual
changes for individuals with intersex ‘conditionsA revolutionary approach involves
opposing the medical discourse on intersex andatje through which it operates, for
example by challenging the very language of ‘irdgrsondition(s)’. The strategy for
engaging with the discourse can be seen in how ehtie SMOs produces frames to
conceptualize problems and solutions and to matipatential constituents.
ISNA/Accord is attempting to decrease the shameosnding intersex as well as
decreasing “normalizing’ surgery on children” (18H). ISNA/Accord attempts to alter
these medical practices by working closely with roaldpractitioners. Preves’ study of
ISNA/Accord’s activism has documented their shiftni protest activity (outside) to
collaboration with medical professionals (insidekiting that ISNA/Accord is “now
working on building bridges and on making changesnf within the medical arena”
(Preves 2005; 284). ISNA/Accord is thus workingnfr the inside to change medical
policy, and while the group that would benefit wibude intersexualized individuals
themselves, the targets of ISNA/Accord’s activitee medical practitioners and to some
degree the parents of children with so-called fesg& conditions’. ISNA/Accord thus
engages with the discourse surrounding intersem fem evolutionary perspective of
altering medicalization through working within theedical realm.

AISSGUK aims to encourage more openness, conneglgéo support services, and

promote further research regarding surgery (AIS8@823). This is undertaken through
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interacting with medical practitioners and mainitagntheir function as a support group.
This is an approach that works from the inside layking with medical practitioners)
and works directly with those affected by medicadgbice (by maintaining the support
aspect). AISSGUK approaches the discourse fronetiodutionary perspective to alter
medicalization but also maintains a focus on wagkimith and gaining input from
individuals who have been intersexualized.

Oll proposes the largest shift in thinking surromgdintersex and argues that intersex
should be de-medicalized. The SMO argues thatrbyping all intersex conditions
together under one moniker the focus is on gendeértiae regulation of non-normative
gender. The SMO uses the language of ‘discoursg*r@orms’ on its site, making such
statements as, “Medical, legal, and religious disse controls our lives in ways that
other people with bodies that do not meet normaatdace” (Hinkle 2005). The group
also discusses how medical practitioners workingnbersex are part of a larger social
discourse on gender/sexuality. The group’s wehnitkides the statement, “It is only
natural that the medical profession would see dnts aluties as being to correct what to
them appears to be abnormal, because this is pé#neio professional training” (Ollb).
Oll rejects the terms ‘intersex’, ‘hermaphroditeind ‘DSD’ as catch-all terms for
medical conditions that involve sexual ambiguityhey suggest, rather, a shift toward
the specific health needs of individuals. OIl tlans be conceptualized as engaging with
the discourse from a revolutionary perspectivet, t#he de-medicalization of intersex.
All of the SMOs are concerned with changes in tnesit surrounding diagnoses of
intersexuality but attempt to affect change throddferent routes, or different points of
engagement with the discourse. These evolutiooamngvolutionary different points of
engagement can lead to large divergences in relatospecific issues, in this case
terminology. The different points of engagementenéed to intense debates over the

proposed ‘DSD’ terminology.
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Social Movement Theory

The investigation of how linguistic symbols rela® everyday experience and the
conceptualization of reality has been a prominkatrite in academia since the semiotic
turn. Post-structuralist semiotic approaches tedhe concept of discourse. In social
movement analysis the semiotic turn has led tdartbeeasing importance of the concept
of ‘frames’. Whereas discourse analysis attemptsumcover a hidden logic, or
something which was previously salient, framingars active process in which SMOs
deliberately engage with a discourse in order tsha&pe meaning to further their
interests.

Within social movement research Melucci has congdged linguistic symbols as codes
and theorized that, “in complex societies, powenstgts more and more of operational
codes” (Melucci 1985; 806). In a later work Meluexpounded that, “The power of
information is essentially theower of namingj(Melucci 1996; 228). Codes have thus
become resources fought over by SMOs. Melucciangged that contemporary SMOs,
“do not fight merely for material goods”; Rathehngy “fight for symbolic and cultural
stakes” (Melucci 1985; 797), or codes. MeluccioaBrgues that, “contemporary
movements strive to reappropriate the capacityataenthrough the elaboration of codes
and language designed to define reality” (Melud98; 357). Snow and Benford write
that, “Movement actors are viewed as signifying rageactively engaged in the
production and maintenance of meaning for constigjeantagonists, and bystanders or
observers” (Snow & Benford 2000; 613). Framingespnts the active engagement with
or attempt to reshape a discourse through changpdgs, or terminology, in order to
garner support and pre-empt the arguments of anistgo

For example, the use and promotion of the ternersex’ by SMOs was itself the re-
appropriation of a code. The ‘intersex’ terminglogas an attempt to challenge the
terminology produced by the medical realm and tiegtaim the power of naming. The
medical labels were rejected in favor of self-sidldccodes. In the medical realm

intersex was rarely discussed as ‘intersex’, angllyspermutations of the term
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‘hermaphrodite,” such as ‘male pseudo-hermaphroditdemale pseudo-hermaphrodite’

were used (Feder & Karkazis 2008). Whereas thenbphrodite permutations’ were

clinical terms used to diagnose individuals, thentdntersex’ was used in attempts to
change the code into an identity. The term ‘irdeisvas embraced to shift the power of
naming from a medical diagnosis thrust onto theviddal to the chosen category

‘intersex’, which either functioned as an identity,term of political cohesion and

collective action, or a mixture of these.

Analyses of framing in social movement researchrema how codes are produced and

“

situated in the social sphere. Snow and Benfoi@Z)l define a frame as, “an
interpretive schema that signifies and condenses‘wiorld out there’ by selectively
punctuating and encoding objects, situations, eyeexperiences, and sequences of
action in one’s present or past environment” (S@oBenford 1992; 137). Frames are
interpretive in ways that are, “intended to molgljzotential adherents and constituents,
to garner bystander support, and to demobilize gamigts” (Snow & Benford 1988;
198). Later research by Snow and Benford focuseghe act of constructing and
producing frames, and they conceptualize the psoa#s framing as, “an active,
processual phenomenon that implies agency and miomeat the level of reality
construction” (Snow & Benford 2000; 614). Framisghe active engagement with or
attempt to reshape a discourse. Whereas knowlesdgeoduced through pre-existing
paradigms in a discourse and is generally saliert anquestioned, framing is an
intentional and active attempt to re-shape a dissu

The production of cultural codes is always in thecpss of construction, deconstruction,
and reproduction. Frames are developed in corifétlveen movement groups and their
antagonists but also between different SMOs with same social movement. This
study will focus on the latter, the internal framidisputes within three SMOs of the
same movement. Framing disputes concern activateebover the production of

particular codes.
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Three different types of internal frame disputesehbeen identified by Benford (1993):

diagnostic frame disputes, prognostic frame disputand frame resonance disputes.
According to Benford, diagnostic disputes “pertam problem identification or to

attribution of blame or causality” (Benford 19936). Prognostic disputes “concern
differences over alternative visions of reality luding what is to be done to change
extant reality” (Benford 1993; 689). Frame resamadisputes concern, “how reality
should be presented so as to maximize mobilizati@enford 1993; 691). Three

guestions are essential to analyzing frame resendisputes: “Will the framing persuade
persons to participate in the movement's activiied campaigns? Is it credible? Will
the framing resonate with the audience’s experereel orientations?” (Benford 1993;
691). The three types of framing disputes will ede examined in turn through a
presentation of how the three intersex SMOs hagaged in framing disputes with each

other in relation to the code in question, ‘DSD’.

Methodological Issues

This study is not concerned with testing hypothdsgisfocused on an examination of
how intersex SMOs are engaging in framing dispatas$ discerning what each SMO'’s
position is within these disputes in relation teithengagement with the discourse.
Frame disputes regarding the code ‘DSD’ will belywred in the sub-categories of
diagnostic, prognostic, and motivational frame disg. Eckert (2003) and Preves (2005)
demonstrated that the internet provided individwath the ability to coalesce around an
intersex identity and exchange information anonyshguwhich helped to initially

overcome the silencing effects of shame and cangto the development of intersex
groups. The internet also facilitated collectivetian by allowing individuals to

overcome geographical, physical distances to shamd exchange information

electronically. The texts chosen for the analgsestherefore all taken from the SMOs’

websites. Texts regarding mission statements arelgrinciples have been used to
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identify positions in relation to the discoursedaexts regarding terminology of DSD

specifically have been used for the analysis ofitiming disputes.

Diagnostic Frame Disputes

Diagnostic frame disputes revolve around the coedigation each SMO has of the
problems that need to be addressed regardingextetaterestingly, all three SMOs state
similar goals: removing the focus on gender anétisgithe focus to health needs. The
language, or codes, used in the process of attpthese goals, however, raises points of
contention between the SMOs.

ISNA/Accord wants medical practitioners to, “movevay from the almost exclusive
focus on gender and genitals to the real mediaablems” (ISNAb). In attempting to
make changes from within the medical realm ISNA#dchas found the term ‘intersex’
to be problematic. Excerpts from the material$RMMA/Accord’s website relating to the
2006 GLMA Conference, conceptualize ‘intersex’ asvague term”, a term with “a
political meaning and history”, and a term thatb#&s a person.” (ISNA 2008; 46).
Another excerpt includes the statement, “Parentssetchildren were casually exposed
to the term ‘intersex’ found the word disturbingnaaging, and ‘brutal’ in one mother’s
words” (ISNA 2008; 47). The diagnostic frame oNIKAccord that has been presented
is that the term ‘intersex’ has problematic contiotes for doctors and parents that
interfere with its goals of shifting the focus the real medical problems.’

AISSGUK also wishes to de-emphasize gender, explpion its site, “We are constantly
trying to get away from the idea that intersex esessarily to do with gender identity”
(AISSG 2008c). Also on their website the termsiétthermaphrodite’, ‘male pseudo-
hermaphrodite’, and ‘female pseudo-hermaphrodite’said to be ‘archaic.” Further on
the same page it is written, “The archaic termsehagen much criticized by patients as
being stigmatizing and out of date” (AISSG 2008the term ‘intersex’ is also found to

be problematic, because of “the automatic assoaati the word ‘intersex’ with
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ambiguous genitalid” (AISSG 2008b). Thus for AISSGUK terms that inwlv
‘hermaphrodite’ are out-dated and stigmatizing,levthe term ‘intersex’ can lead to false

assumptions.

Oll also advocates embracing the “real health nesdk not all this focus on which
gender identity is best” (Hinkle b). On their sitas written that what OIl wants to be
treated are, “our actual health problems, not geadether cosmetic changes to make us
meet norms for male and female” (Olla). Oll chadles the idea that “intersex variations
need to have a medically accurate name at all’Kldin) and suggests that it makes more
sense in the medical sphere to stop using an ulaliegm and instead discuss specific
health needs. ‘Intersex’ is an acceptable ternCfibrfor strategic use by the movement
group but not in the medical realm.

Diagnoses of the problems surrounding intersexbmiseen to revolve heavily around
codes which have been produced both by medicatifioaers and movement groups
themselves. This demonstrates a relationship eetw®w intersex is discussed and
conceptualized and the implications for the movengeoups to be able to achieve their

goals.
Prognostic Frame Disputes

Much explicit conflict between the SMOs is playedt on the realm of prognostic
framing regarding the ‘DSD’ terminology, as diagmoslifferences are amplified when
discussions take place about which codes shouldsbd to address the problems that
have been diagnosed.

ISNA/Accord has heavily advocated the adoptionhef DSD terminology, and has been
the largest player of the three SMOs in promoting term. ISNA/Accord’'s website
includes the excerpts, “DSD accomplishes descriltliag the child’s development has

deviated from the norm without placing a sociatigmatizing label on the child” (ISNA

% Some forms of AIS do not involve ambiguous geraggpearance.
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2008; 47), and “Disorder of Sex Development ex@anchild’s condition with neutral
medical terms” (ISNA 2008; 69). ‘DSD’ is framed asterm that “labels a medical
condition, not an identity” (ISNA 2008; 46). Addibally, it is stated, “DSD’ is a
diagnosis, therefore knowledge from all medicaldgeapply” (ISNA 2008; 46). The
terminology was brought into medical practice (@mg degree) through the ‘Consensus
Statement’ that resulted from the Chicago Confexencganized by ISNA/Accord.
ISNA/Accord is now focusing heavily on the promatiof the Consensus Statement’s
implementation. An excerpt reads, “Since no in§bh has yet to fully implement the
new standard of care it falls short of its aim tsigively affect the lives of people with
DSD and their families” (Accord Alliance). ISNA/&ord’s collaboration with members
of the medical community and desire to improve enpéntation have led

them to abandon the ‘intersex’ language altogeth&8NA/Accord has used ‘DSD’
exclusively (instead of the previous ‘intersex’)timo main texts it has produced for its
two target groups: TheClinical Guidelines for Management of Disorders $&x
Development in Childhoodnd theHandbook for Parenfs These activities pursued by
ISNA/Accord indicate that they have gained access iafluence in the medical realm
and are primarily concerned with reshaping medipgiroaches to intersex and informing
parents. ‘DSD’ was introduced into the medical esphthrough ISNA/Accord’s
collaboration with medical practitioners in an atf# to focus more explicitly on health
concerns. These actions have, however, creatdlict®mwith the other groups.
AISSGUK sees ‘DSD’ as a step forward but nonetlselpsoblematic. The group
proposes the adoption of another term and the tisepatient-centered model of care.
An excerpt from the AISSGUK site reads, “The ovieséituctureof the scheme [DSD]
seems a significant advance on what has hitheea beailable” (AISSG 2006). There
are, however, also critiques presented. Anotheemat reads, “The choice of the term

‘disorder’ is bad news” (AISSG 2006), adding thtite term doesn’t seem a very good fit

* TheClinical Guidelines for Management of DisordersSeix Development in Childhoadd the
Handbook for Parentsan be found at: http://www.dsdguidelines.org/.

71



PN 2009_03

in the world inhabited by patients” (AISSG 2006ijstead of ‘DSD’ the group advocates
changing the medical terminology to ‘Variations Reproductive Development,’ or
‘VRD’ (AISSG 2006). They argue that this termingyoavoids the stigmatization of the
word ‘disorder.’” Additionally, AISSGUK finds thatsex development’ could be
misunderstood as referring to someone’s sex, geraterdentity. Thus AISSGUK
proposes ‘VRD’ to specifically focus on the reprotive tract and includes on its site a
guotation from a member which reads, “VRD sountlst &etter [than DSD] because the
term gets well away from all that sexuality/genstiff and just says things as they are”
(AISSG 2006). The group also emphasizes that tlaelypreviously been engaging with
the medical recommendations that resulted fromCiieago Conference with an excerpt
that reads, “We have worked since the mid-1990k setected UK clinicians to promote
a patient-centered, multi-disciplinary approach imbersex patient care of the sort
recommended in the Consensus statement” (AISSG)20B6SSGUK is thus closely
working with medical practitioners and is invesite@ change of terminology to focus on
medical issues more than gender issues, but thepgatso desires to avoid the
stigmatization associated with the word ‘disorder’.

O.LI is highly critical of the proposed DSD termalogy and questions the need for a
medical term that includes all so-called ‘condisbnhat fall under the diagnosis of
‘intersex’. In one excerpt the question is askathy do we need to have a name at all?”
(Hinkle c). Another excerpt states that with tihgtdrom ‘intersex’ to ‘DSD’ “there is
no challenge to the assumption that intersex vanatneed to have a medically accurate
name at all” (Hinkle c). OIll rejects the terminglg arguing that it increases medical
pathologization and continues to focus on issueserfgender. One excerpt reads “non-
consensual treatments are more justifiable now thighnew terminology of ‘disorders of
sex development’ than when intersex activism bdgatine United States” (Hinkle b).
Another excerpt reads, “The term ‘disorders of sExelopment’ comprises all the
different variations which could result in beingarsex and makes our SEX (intersex)
itself the disorder” (Olla). For OIll the impact that “real health issues are often

overlooked in intersex people because the emplsasisthe ‘sex disorder’ aspect”
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(Olla). OIll thus advocates a shift from umbrekgints that group so-called ‘intersex
conditions’ together and favors a focus on theigpaldr health needs specific to each
condition. Oll thus perceived a shift to ‘DSD’ aslirect attack on their goal of focusing

on specific health needs instead of gender.

Frame Resonance Disputes

Frame resonance disputes relate to two areas.firfharea is that of the empiricism, or
credibility, of the statements made and actionseua#ten by the SMOs. The second has
to do with resonance, or how the frames are coctstuin relation to their target

audience.

Debates over Empiricism/Credibility

ISNA/Accord has attempted to enhance its credybtlirough framing the adoption of
‘DSD’ as a success in relation to both medical fitianers and parents. ISNA/Accord
states that the “new nomenclature is rapidly engernedical usage” (ISNA 2008; 16).
Regarding parents, it is claimed that, “The DSDniablogy is working for the families
who are its intended beneficiaries” (ISNA 2008;,4h)d it is stated that, “not one parent
objected to ‘DSD’” (ISNA 2008; 69).

AISSGUK asserts its own credibility and challengleat of the Chicago Conference,
stating, “AISSGUK was the first peer group to benfed to give support, information
and fellowship to individuals and families with Akhd other XY-female conditions”
(AISSG 2006). It continues, ‘it is therefore susprg that we were not consulted about
the new DSD-based terminology at any stage invitsgugion or officially notified about
the Chicago Consensus meeting” (AISSG 2006). Acemt from the group’s website
charges that, “Patient support/advocacy groupsdrithe USA were not consulted and
had no input” (AISSG 2008c). These statementsvaant to undermine the credibility
of the ‘Consensus Statement’ by arguing that theseonsus arrived at did not include the
voices of AISSGUK and others. AISSGUK also chaileth ISNA/Accord’s credibility
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and previous strategies, writing, “During the mi@B0s to early 2000s, when ISNA were
busy staging protests, and managing to alienatéciglns, our UK group wereguietly

building co-operative relationships with clinicidr{&lSSG 2006).

Oll raises several issues that relate to the eogpirclaims surrounding the ‘DSD’
terminology and the credibility of ISNA/Accord redang their promotion of ‘DSD'.
Oll claims that the term ‘intersex’ is not hurtfwiting on their website that, “Oll did a
survey which indicated that just the opposite igetramong intersex adults. The
overwhelming majority of those directly affected.ltfihat ‘DSD’ was hurtful”’(Hinkle

a). Additionally, the tactics used by ISNA/Accaace challenged by OIl in an excerpt
from their site which states: “Instead of functiogias a grass-roots intersex community
organization and mostly interacting with intersegople, Chase [former director of
ISNA] instead sought attention, respect and red¢mgniby the medical community”
(Hinkle 2006a). For OIll this statement relatesvtwat they perceive to be the exclusion
of intersex individuals in the formation of the ‘@®nsus Statement’. In relation to
‘DSD’ an excerpt from the Oll site states, “Thregersex activists who were included in
the manual of the DSD guidelines have now madkd@rahat they do not agree with the
new terminology” (Olic). The credibility of the neensus is also challenged through the
excerpt: “Was there really any consultation of thadirectly affected by this new
pejorative identity label? It appears there was$’ ifdinkle 2006b). The following
excerpt also clearly challenges the process througbh ‘DSD’ was adopted, reading,
“the decisions were arrived at by people speaklmgutius but who have not listened to
us” (Hinkle d). OIl has also charged that th@ndbook for Parentss “transphobic and
homophobic” (Hinkle 2006c).

Oll has by far the most information on its web¢itat is critical of the DSD terminology.
ISNA/Accord is highly invested in the terminologgs the terminology has been
introduced into the medical sphere through its resfo AISSGUK is involved in the

debate over terminology but seriously questionstidibility of the decisions coming

® Quotations were taken directly from the sourcas, grammar was not modified.
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out of the Chicago Conference based on the fattttiese was little input from groups
outside of the U.S.

Resonance

The point or method of engagement with the diseourgpacts what will be framed and
who the frames will be intended for. The targetliances for the SMOs’ respective
frames can be inferred through the language they ttave used. In order to make
statements with more certainty about frame resamahowever, interviews and more
research are necessary.

ISNA/Accord seems to be almost exclusively focusory interactions with medical
practitioners, believing that changes in care tghowollaboration with medical
practitioners are the best way to better the lioksaffected individuals. This has also
been documented in Preves’ (2005) article on theement of ISNA’s activism toward
collaboration with medical practitioners. One 8NIA/Accord’s stated goals is to have
“solid partnerships with medical and allied healtlre professional institutions and with
community-based (consumer) organizations that shiarebjectives” (Accord Alliance).
This target group corresponds to engagement withdiecourse through evolutionary
means in an attempt to influence medical practisrio change approaches to intersex.
AISSGUK seems to be targeting medical practitionarsile maintaining direct
engagement with members and serving as a suppmupgrExcerpts from AISSGUK
involving their co-operation with medical practitiers have already been quoted above,
but this group is not the only target audience.other excerpt from the group’s website
reads “We provide information and support to yopegple, adults and families affected
by XY-female conditions” (AISSGa). The group alsoludes quotations from several of
its members regarding their opinions on its sildSSGUK is thus interacting with the
medical community while gaining input in this presefrom individuals who have

experienced being diagnosed with a so-called ‘satecondition’.
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The target audience of Oll appears to be indivelwatho identify as intersex and the
wider society. Emphasis is placed on grass-rodisism, and their site emphasizes the
importance of including the voices of individuatientifying as intersex. Through input
from and interaction with the ‘intersexualized’,etlgroup hopes to raise awareness
among concerned individuals and change norms iretyoat large. Because of their
focus on individuals who identify as intersex andeit rejection of medical
pathologization, Oll's approach can be conceptedlias revolutionary, or an approach
that attempts to work outside of the medical disseu

Conclusion

Different points of engagement with the discourmedifferent starting points, involve
different strategies and logic. In the medicalmethe term ‘DSD’ is relevant, as it is
intelligible through the logic of the normal/abnainordered/disorded paradigm outlined
by Foucault. ‘DSD’ is not relevant as an identitty as a base for collective action
because of the stigmatizing associations with tleedwdisorder’. Differences in the
discursive points of engagement of the SMOs hadetdemajor differences over the
creation and promotion of the particular code ‘DSDhe same code can thus have very
different meanings for each group, since each grapproaches the code through
different logic, levels of engagement with medichk$écourse, and strategic framing
processes.

Melucci’'s analysis regarding the importance of des resources fought over by
contemporary social movements remains relevanthaps an important addition to the
production and contestation over codes is the hgadf codes, or how codes are loaded
with meaning and what those codes mean for eated®MOs involved and their target
audiences. The meaning of ‘DSD’ is very differéat each of the SMOs, and this
influences how each group approaches, understanddrames the code.

More research is necessary in order to understanddncrete impacts of the debate over

‘DSD’ for the intersex social movement as a wholée framing disputes over DSD
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appear to signal a major point of divergence wittiie movement, but any resulting
impacts are still unknown. Interviews are necesstr further investigate how

divergence over DSD impacts cohesion and networnkitign the movement.

Part of Ongoing Research

This article is part of an ongoing PhD researchjgmtothat engages in comparative
analyses of intersex SMOs. This research will batinued through more textual
framing analysis and interviews in order to get eepkr understanding of what is

happening and with what impacts.
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