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Abstract

The past decade witnessed the technological revolution and the introduction of the
Internet, a creation that has allowed the public unprecedented access to scientific medical
information. Perhaps as important as the sheer volume of knowledge that is available on
the Net is individuals3ability to discuss their newly acquired wisdom online with
members of support groups who share similar concerns. Analysis of messages posted to
two online cancer support groups reveal that key concepts in medical sociology, namely
Freidson's lay referral system and Strauss' characterization o f patients' work, are being
dramatically transformed under the influence o f the Internet. Of special interest is the
discovery that information and advice that is shared in cyberspace does not remain there;

empowered by the acquisition of a wealth of experiential and scientific medical
knowledge Internet patients are challenging the authority of their physicians in the
consultation room.
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Chapter 1

Introduction
After diagnosis for stage I endometrial cancer, I had two big
questions. . .and the answers didn't come fiom the major cancer
websites. Almost without exception,the answers to my questions
came from our very own [online support group]. (Lawen)

I am very grateful for the Internet and for [this support group]. I
never dreamed that my access to the Internet would, in the end, save
me from having a surgical procedure that wasn't needed. (Natalie)

Where do people look for information on health and illness? Historically doctors and
other health professionals had exclusive access to scientific medical knowledge about
disease and therefore individuals who were sick generally turned to fmily and fiends for
information and advice. Despite their best efforts the knowledge that individuals
gathered about illness was not sufficient to challenge their physician's authority; patients

were characterized as passive, unquestioning recipients of medical care.

In the 1960s and 1970s the rise in the popularity of self-help group-and the influence of
consumerism in health care saw the public demand more information about medical
issues. With the assistance of self-help groups and the mass media the lay public's level

of education about health and illness began to rise. Supported by their growing base of
howledge about illness and encouraged by the culture of consumerism patients became
more assertive in their interactions with physicians. Both patients and physicians began to

explore alternatives to the paternalistic model of health care.
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The past decade witnessed the technological revolution and the introduction of the
Internet, a creation that has allowed the public unprecedented access to scientific medical
information. Recent estimates place the number of health and medical related websites in
excess of 100 000 (Eysenbach et al,, 1999) and as many as 54-70% of Internet users log

on to search for health and medical information, making it one of the most commonly
accessed topics on the Web (Eng et al., 1998:137; Eysenbach et al., 1999; Ferguson,
1998; Li, 2000; Pavia, 1999; Ward, 1999; Weber, 1999). Perhaps as important as the
sheer volume of knowledge that is now available on the Net is individuals' ability to
discuss their newly acquired wisdom online with members of support groups who share
similar medical concerns. Internet patients enter their physicians' ofices with a sense of
empowerment that accompanies having such a vast reservoir of medical and experiential
knowledge at their fingertips-they

expect to take part in, if not guide, major decisions

affecting their care.

Both Lauren and Natalie received valuable illness information as a direct result of their
membership to an online support group; Lauren discovered answers to concerns that were
not addressed by the medical community while Natalie chose not to have a major

operation. The main focus of my thesis is to investigate the sharing of knowledge and
experience about health and illness that is occurring on the Internet- My specific area of
interest is online support group-an

increasingly popular social phenomenon that is

transforming a system of lay consultation and advice known as lay referral.

3

Lay Referral
The critical analysis of medical power that emerged in medical sociology in the 1960s
.

and 1970s created an opportunity for views other than those of medicine to be
investigated and represented. Eliot Freidson (196 1, 1970) is credited with broadening the
horizons of sociological research during this time period, largely due to his critique of

professional autonomy and his development of a concept known as lay referral
(Bury, 1997:21-23). Freidson's idea of a lay referral system sought to explain how
individuals gather information and make decisions about whether to enter the formal
medical system. The lay referral system is a network composed of non-professionals
with whom individuals share ideas or customs (culture) and from whom they seek

information regarding their symptoms (1970:290). Based on the ideas of structure and
shared culture, Freidson created a typology that is used to understand and predict the
degree to which individuals utilize the formal medical system.

Freidson proposed that an individual whose group's culture expresses ideas about health
that are similar to7or congruent with, those of the medical profession will use medical

services more often than individuals whose group's ideals and norms are not. The

stmcture of a referral system is evaluated in terms of its cohesiveness, or the extent to
which the person is bound to follow the norms of the group. Individuals living within a
highly cohesive structure will find it extremely difficult to take action that directly
contradicts group norms. By contrast, someone whose group is less tightly bound will
not have strong ties to other members and so can act in opposition to group norms
(1970:292-294). Freidson expects that members of highly cohesive groups having a
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culture congruent with the medical profession will have the highest levels of utilization

and those with a highly cohesive structure but an incongruent culture will exhibit the
lowest levels of utilization_ Freidson uses this typology to explain, for example, why
particular ethnic or socioeconomicgroups make greater use of the formal medical system

than others. His conceptualintion of utilization refers only to an individual's initial entry
into the medical system and his analysis does not extend beyond the first visit to include

any subsequent interactions an individual may have with the system

The Internet
Unlike other f o m of mass media, the Net Iacks a source or single locus of control. Both
access to and dissemination of information is 'uncontrolled and uacontrollable'
(Coiera, 1996)' a characteristic that is considered liberating by some and dangerous by
others. Beyond the debates regarding its social implications the 'uncontrolled and
uncontrollable' nature of the Internet presents a practical dilemma for those studying it.
This built-in feature of the Net makes tracking its growth with the precision normally
attributed to modem technology essentially impossible; those reporting Net 'statistics'
recognize that the numbers they provide are often, at best, vague estimates
(Kassirer, 1995; Weber, 1999). Understood as ballpark estimates, the following figures

are nonetheless useful in iIlustrating what is called the 'hyper-growth' of the Net during
the mid-1990s (Eysenbach et al., 1999).'

The ability to link computers was available as early as 1969 but was limited to four
computers used to transfer information for the U.S. military. The technology responsible
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for what we know as the World Wide Web was available in 1990 and its use became
more widespread by 1993 (Gray' 1995; Hardey, 1999). h l y in 1993 Matthew Gray' a
physics student and researcher at ha,
used a tool called the World Wide Web Wanderer
to collect and quantify websites. The Wanderer determined that fiom June 1993 to June
1995 the number of websites grew fiom 130 to 100 000 (Gray, 1995). Recent estimates
for 1999 suggest there may be more than 5 million websites now in existence eysenbach
et al., 1999). This hyper-growth is also evidenced by the tremendous increase in Internet

users; whereas estimates place no more than 1.3 million people online in 1993 (Gray,
1995), the number of English-speaking adults with access to the Net is now estimated at
148.5 million, including 1 15 million in the U.S. and 13-5 million in Canada (Global

Reach, January, 2000).

Another measure of the Net's phenomenal growth is illustrated by how rapidly it has
become part of our everyday life. Thinking back to the mid-1990s it is possible to recall
media coverage of something called the World Wide Web, sometimes depicted as a
mysterious entity also known as the Momation Superhighway. Some members of the
public could probably provide an explanation of the new phenomenon based on
something they heard on the evening news or read in the paper, but the majority had yet
to experience it firsthand.

Today's local TV news broadcasts provide website addresses on a variety of topics from

cooking and entertainment to science and politics. In the past year interest in online
shopping has exploded; the number of visitors to online stores on December 26, 1999
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'paralleled brick and mortar stores' welsenf/NetRating~7
December 30, 1999).
Tapping in to North American's love of television, many programs have introduced the
concept of interactive viewingyknown as Enhanced TV,encouraging viewers to log on
while watching TV and provide opinions on practically anything and everything-and
they do. From offering input on political issues to voting for their favorite TV or movie

star, the public is as keen as the media to generate information just for the sake of it.
Many representatives of the traditional mass media may be found on the Net. Magazines,
newspapers, and TV and radio stations have their own websites where surfers can access

up to date weather forecasts, brush up on recent news, or play their favorite music while
they work on their computer. After describing the range of information and services on
their radio station's website a local broadcaster recently observed that 'radio isn't just
about audio anymore7(CKUA, Apr 13,2000).

The capability of the Internet to transform health care delivery is increasingly the focus of
attention of the medical community-E-care is cited as an important force that will shape
health care in the coming years (Eysenbach et al., 1999; Grove, 1998; Kassirer, 1995;
Jadad, 1999; Pavia, 1999;Weber, 1999). As Jadad summarizes:

The internet is transforming health care. It is creating a new conduit not
only for communication but also in the access, sharing, and exchange of
infomation among people and machines. Although it is impossible to
predict its evolution, recent developments indicate that the internet will
have a profound effect on the way that patients and clinicians interact. It
will also foster a new level of lcnowledge among patients, enable them to
have input into making decisions about their health care, and allow them
to participate in active partnerships with many groups of decision makers
such as clinicians, policymakers, and researchers (1999: 761).

7

In the fall of 1998 more than 600 doctors, academics and executives attended the Intel
Internet Health Day in San Francisco, an event hosted by the American Medical
Association and the American Academy of Pediatrics (Menduno, 1999:2). That same

year the prestigious Journal of the American Medical Association (JAMA) published a
special issue on the applications and implications of computers and the Net on health care
in general and physician's practices in particular.

Established, reputable periodicals like the British Medical Joumal @MJ) and the Journal
of the American Medical Association (JAMA) offer electronic versions of their
publications and sites like Medscape provide many services including reports of recent
medical developments and opportunities for practitioners to earn continuing education
credits. Some physicians engage in cyber-consultation and diagnosis, sometimes referred

as making 'mousecalls' (cyberdocs.com; arnericasdoctor.com), while others construct
websites that provide answers to frequently asked questions (FAQs) and/or offer e-mail
correspondence with their patients as an alternative t o telephone communication. For
example, Pal (2000) offers personally reviewed ('legitimate') medical information in
addition to providing consultation and advice to patients in his rheumatology
'cyb erclinic' .

Trend forecasters in the United States predict that the Internet has the ability to change

the structure and delivery of health care and yet few health care orgaaizations have
tapped into its potential. The range of services offered by providers who have already
moved online supports this prediction. For example, individuals interested in choosing a
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new health plan can type in their zip code and learn about the plans offered in their area.
After evaluating information like physician fees or the results of patient satisfaction and

quality measures of doctors and hospitals in selected cities, individuals are offered the
s be
option of enrolling in the plan of their choice over the Net. These s e ~ c emay
available in addition to many of the others mentioned earlier like providing access to
information on health and drugs, making doctor appointments and asking nonurgent
questions of pharmacists or nurses (Weber, 1999).

Where can the lay public look for medical information on the Net? Although some
medical sites require registration and technically limit their membership to credentialled
professionals, more often the public has access to the very same technical journals and
news bulletins as the health professionals. Some Net resources like Medscape, though it
specifically divides its site into lay and professional divisions, allow the public fiee
access to both. A wealth of lay knowledge is also available; individuals who chronicle
their experience with illness on personal webpages are not uncommon The medical
profession appears to be acknowledging the significance of sharing stories about illness;
personal accounts of illness can be found on traditional medical sites like the University

of Pennsylvania-sponsored cancer website Oncolink. Another method by which lay
people share their stories and medical information is via online support groups.

It is difficult to estimate how many online groups exist. They encompass the entire
spectnun of possible topics fkom widely recognized illnesses like heart disease and
diabetes to less well-known or rare conditions like M&

syndrome (an inherited
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connective tissues disorder) and primarily biliary cirrhosis (an autoimmune liver

di~ease).~ Groups also vary according to audience and purpose. Sometimes
membership is restricted to either patients or caregivers, or they may be open to both.
Member interaction may be limited to a single area o f discussion or include any
combination of topics such as emotional and psychological support, medical idonnation,

or spiritud support. Regardless of their structure, what online groups have in common is
the capability of pooling fm more medical and experiential howledge than the face-to-

face groups that came before them.

Anecdotal reports of physicians noticing the difference in patients wallcing into their
clinics as a result of their involvement with Internet groups are beginning to surface. One
physician, known for using an uncommon treatment for prostate cancer, reports that
many of his patients are referred to him fiom a particular online discussion group. He

observes that online patients have "'gone through Medline, read papers, want to know
why doctors came to different conclusions, what methodology was used-as

opposed to

someone who was referred to our office and walks in the door assuming they are in good
hands and not asking many questions. That's not the Internet patient"
(Smith 1998:1697).

Unrestricted access to technical medical information is shattering the traditional portrayal

of patients as passive and willing to defer decision-making to their doctors. Relationships
between new techno-patients and their physicians are often described with combative
imagery, armed with data, empowered 'internet positive patients' confront their

.
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physicians and demand more involvement in their health care (Bottles, 1999; Halick,
1999; Ward, 1999; Wiebe, 1999). In light of reports that cite higher proportions of lay

persons utilizing the Web for health information than professionals, patients are being

named early winners ofthe 'battle' (Eysenbach e t al., 1999). As the popular TV medical
guru Dr. Dean reports, 'Tnternet sawy patients make some docs run for cover"

Although a great deal has been written about the Net as a tool for communication or as
entertainment, it has only been in the past few years that scholars have begun to address
its impact in social and cultural terms. Similarly, self-help groups have been recognized

as a growing phenomenon for decades yet there is very little research that looks beyond
their descriptive characteristics to focus on their effects on society as a whole (Kessler,
1997:28). Literature on the social and cultural aspects and implications of Internet
support groups has only begun to appear recently and research specifically addressing
online illness support groups is nearly nonexistent. Continuing to overlook the social
influence of self-help groups and the Internet will undoubtedly hinder our ability to
understand the direction that health care in North America is heading.

***
In summary, the introduction of the Internet has made previously professional
information like prestigious medical journals and details of clinical trials readily available
to the public. Moving support groups f?om face-to-face to online has dramatically

increased the potential pool of experience fkom which their members can benefit. Add to
these trends the Net's fieedorn &om censorship; members are free to determine for

1I

themselves not only what counts as valuable knowledge but what constitutes
reasonable behavior on the part &patients. A potentially significant consequence of
these trends is the creation of more informed, assertive medical consumers.

What are the implications of the shifting boundaries surrounding knowledge about health

and illness for the future of the doctor-patient relationship? What ought to be the role of

the Internet in the future of medicine?

The purpose of this thesis is to explore these questions through an empirical investigation
of the functioning and information exchange in two Internet cancer support groupsWomen's-Cancer and General-Cancer. The role of knowledge and its relation to a
number of key concepts from medical sociology will provide the fkamework for my
analysis. Of particular interest is Freidson's (196 1, 1970) idea of a 'lay referral system"
and Strauss et d.'s (1982) conceptualization of "patients' work", or patients'
participation in their own care.

The thesis is organized as follows. Chapter 2 provides a detailed overview of the
concepts of lay referral and patients' work as well as aspects of the Internet relevant to
this project such as the postmodern qualities of the Net and debates regarding online

communities. The chapter then discusses self-help/support groups and their impact on

the boundaries between lay and expert knowledge. It concludes with a review of the
available research on online illness support groups.
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Chapter 3 outlines the research design, including the challenges ofconducting research

on the Internet, my sampling strategy, descriptions of the two online support groups,and
my data gathering and analysis techniques-

In Chapters 4.5, and 6 I present and discuss my findings. Implications, conclusionsand
directions for future research are suggested in chapter 7-

Chapter 2

Conceptual Framework
Because investigations into online illness support groups move concepts from medical
sociology and the sociology of professions in new directions the topics addressed in this
chapter contribute to an understanding of the issues involved in moving the site of lay
referral and patients' work fkom offline to online.

Lav Referral
A model of the structure of doctor-patient relationships must encompass
two distinct social systems-a professional system containing the doctor
and a lay system containing the patient. Furthermore, these systems must
be part ofa larger whole fiom which doctor and patient derive latent
identities. The concept of the community will be used to represent that
whole. In order that doctor and patient be brought together in
consultation, the systems that nurture them must be seen to overlap or
intersect, and some mechanism must be postulated by which individuals
are drawn through the systems. The referral will be used as that
mechanism (Freidson, 1961:192).

Just as professionals routinely refer clients to one another, the lay sector contains a
network within which the severity of ailments and potential avenuesof management are
assessed and individuals may or may not be refemed 'to some agent or agency thought
competent to deal with the problemyy(Freidson, 1970:290). Two important components
of lay referral are the set of values and beliefs that a group of people share about health
(culture) as well as the nature of the relationships among the individuals within the
system (structure).

Recall that a group's culture is either considered congruent or incongruent with the
medical profession and its structure is described by its degree of cohesiveness. Freidson's
investigations into lay referral attributed differences in the utilization rates of medical
services among networks to variations in culture and structure as influenced by
characteristics like ethnicity and socioeconomic status. He notes, for example, how the
system of referral observed in the lower classes differs from the upper middle class in 'Lits
cohesiveness and by its strongly localized character, kin and Eends Living together in a
local area with little experience outside the area and with a great deal of mutually
reinforcing interactiony'(Freidsoq 1970:291)-This higher degree of cohesiveness in the

lower classes is attributed to factors like the close proximity of lay others to one another,
which makes it less likely for individuals to act in opposition to group norms.

For Freidson, writing in the 196OYs,the localized character of the network meant that lay
others who were asked about health issues were more likely to be familiar with the
individual than with their particular symptoms or illness. Joan might advise her sister,
Sue, to seek medical attention based more on her assessment of Sue's deviation from her

normal appearance or functioning instead of being informed by first hand experience with
a similar situation. For example, Joan may observe that Sue's belly has become
considerably bloated and note that lately her sister has complained of severe 'female
pain' that has caused her to miss work on several occasions. Joan knows her sister has
only called in sick for work twice in the past four years and this knowledge combined

with the obvious change in her sister's appearance may lead her to encourage Sue to visit
a physician. In this scenario, Joan's assessment is based upon her familiarity with her
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sister rather than personal experience with ovarian cancer. In this example, 'referral7
occurs according to Freidson's description; Joan has decided that Sue's symptoms
wanrant investigation and she refers her sister to an agent, the physician, who is capable
of assessing the situation. The amount of lay expertise that Sue can benefit f?om is
constrained by geography; the chances that someone she knows has had the same

problem is limited,

'Lay referral' in a more broad sense is also the subject of social scientific research.
Freidson recognized that it was possible, if not likely, for an individual to pass through
the lay referral system both before and after consultation with their physician (196 1:201).
Although they did not use Freidson7s terminology, Stimson and Webb (1975) elaborated
on the existence and characteristics of lay referral throughout the course of illness. Their
in-depth investigation of the consultation process fiom the patient's perspective provided
evidence that individuals not only use lay others to help them prepare for the visit but
also seek them out afterwards in order to help assess and evaluate the experience. Selfhelp groups hnction as a network of lay others fiom whom individuals can gather
knowledge and advice throughout the course of illness.

S e l f - h e l ~ / S ~ p Groups
l>~~t
Self-help groups, broadly defined, are "groups organized and run by people who get
together on the basis of a common experience or goal to mutually help or support one
another. Groups organized and led by doctors, psychologists, social workers, or other
Groups fitting
professionals do not qualify as self-help groups" (Kessler et al., 1997:29).~

16

the above definition are referred to by many names including self-help, support,
mutual-aid, and mutual-aid self-help groups (MASH). I use the terms self-help groups
and support groups interchangeably.

The popularity of self-help groups has continued to rise since their appearance in the late
1960s (Hardey, 1999). Results ofa 1995-96national survey suggest the approximately
500 000 fke-to-face self-help groups in the United States host between eight and ten

million members. The same data predict that younger cohorts have a greater incidence of
Iifetime participation in self-help groups than older cohorts; individuals between 25-34
years of age at the time of the study have a one in four chance of taking part in a self-

group by the time they are in their mid-thirties (Kessler et al., 1997:31-32).

The public's attraction to self-help groups is attributed to their ability to meet unrnet

needs for information, help, and understanding (Dean, 1986:280;Madara, 1997:20-22).

Groups meet for a variety of purposes including emotional support, parental support,
bereavement, recovery fiom addiction and substance abuse, political activism, spiritual
renewal, and support for ill persons and their caregivers (Kessler, 1997;
Humphreys, 1997). Self-help groups have also been described places where those who
feel stigmatized by society have a place to talk and find support (Amston and Droge in
Kelleher, 1994:1 13).

General benefits of self-help membership include acquiring skills for handling difficult
situations and learning techniques for stress management (Weinberg, 1996:24-25). Based

on data collected fkom 232 members of illness self-help groups, Trojan (1989)
discovered that "self-help groups have an emancipating effect; they help to £tee members
fiom burdens of disease, fiom passiveness, lack of knowledge, unsatisfactory
relationships and most important f5om professional and bureaucratic dominationy'
(1989:229). Members report improved ability to cope with their illness and credit the
groups with allowing them to obtain specialist knowledge, effectively represent their own
interests and make informed use of professional senices.
Because they transmit 'valuesy attitudes and norms about help seeking' (Stewart,
1990:1143) self-help groups may expose members to expectations about the role of the
patient that differ £?om the 'traditionaly characteristics of passivity and deference to
authority. Responses to Trojan's questionnaire indicated that between fifty and seventyfive percent of participants used howledge they learned fiom the support group in fiture
interactions with the health care system- Trojan concluded that seE-help group members
learn how to express themselves effectively and place more demands on professionals
than other patients (1989:228),

Hardey (1999) suggests that since the late 1960s illness support groups provided a means
for patients to challenge medical dominance (1999:823). Stewart's (1990) review of the
self-help literature suggests that illness support groups, by valuing and legitimizing
experiential knowledge, empower their members by providing the leverage necessary to
challenge medical authority. She situates this conflict during a time in history when the
grand narratives of modernity are being questioned; science is no longer automatically
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equated with Truth and scientific experts struggle to maintain their previously

unquestioned status as authority:
Disenchanted with professiod experts and perceiving both elitism and
ineffectiveness within formal professional sectors, self-help groups aimed
to demystify an demonopolize professional expertise by shifting power to
consumers and aItering traditional roles of lay people and professionals
(1990: 1243).
The following chapters illustrate how, by providing a means by which technical medical
knowledge is accessed and experiential knowledge is legitimized' the Internet empowers
online group members to challenge the authority of medicine and become active agents in

their own care.

In summary, self-help groups serve many functions including the provision of
information about illness to its members. Characteristics of support groups most
important to this project are (a) their ability to transmit information; (b) the legitimacy
they a f f i lay experience; (c) their ability to empower members and encourage them to
become actively involved in their own care; and (d) the creation and transmission of
values and norms (culture). In other words, selGhelp groups may be viewed not only as a
valuable site for the exchange of knowledge but also as a social space in which a struggle
over determining what counts as valid or credible knowledge occurs.

Moving support groups from fbce-to-face to cyberspace has two notable consequences.
The &a is that individuals now have a greater pool of expertise to draw fio-xpeise
that includes the benefits of others' experiences as well as their online research. The

second relates to the fact that no one organization or social structure controls the Internet
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and as a result individuals can and do exchange information that falls outside the
umbrella of 'valid' knowledge about illness as defined by the medical profession Online

group members are able to engage in conversations that critique and challenge the
previously talcen-for-granted authority of medicine and the role of physician as expert and
patient as a passive recipient of medical care. The role of howledge is central to both of

these consequences-issues

like what counts as credible knowledge, the historical divide

between lay and expert knowledge, and the role of knowledge in positioning medicine
and physicians as authorities on matters of health and illness.

m i n e Communities. Net Culture. and Em~owerment

Because lay referral systems necessarily exist within a larger structure, or community, it
is important to consider the concept of community as it occurs online. Below I highlight
the major issues in the academic debate surrounding online communities and discuss the
proposition that a definable culture is present and reproduced among Internet users.

The issues raised in the debate over community provide a basis for-understandingtwo
related topics. The first concerns what has been called the inherent postmodern qualities

of the Internet, the most notable being its decentralized nature. Proponents of computer
mediated communication (CMC) suggest that the loss of centre is precisely what allows
for the interaction of a multiplicity of voices, and from this interaction rises
empowerment that can reach an much larger audience than face-to-face situations can
offer (Mtra, 1997:61). It is further argued that the empowerment of Internet users can be

realized at an individual level (Sharf; 1997) as well as on a social scale (Guralg 1996;

Mele, 1999). The presence of an online illness (mb)culture, the tendency towards

decentring and multiplicities, and the empowerment experienced as a result of online
group membership are themes either central to or underlying the remaining chapters of
this thesis,

Critics suggest members of Internet groups lack any sense o f commitment or

accountability to one another, their membership is fieely chosen and relationships may be
broken relatively easily in comparison to offline relationships. This concern is supported
by the observation that groups form because the members share special interests and

hobbies for a moment in time (Jones, 1997:17; Postman in Watsoq 1997;122) and are
therefore not bound by any of the traditional sources of obligation that connect kin or
people living within the same neighborhood. For example, Postman (29961,not mincing

any words, suggests individuals who
immers[e] themselves in e-mail and other forms of computer-mediated
communication. . .(find) themselves short on real fiendships, perhaps
even aftaid to make them, they seek a solution in simulated fiendships,
pathetically searching the net to locate a kindred spirit, who like spirits
everywhere will have no material existence (1996:38 1).

In short, pursuing CMC is viewed as a shallow and superficial endeavor that prevents

people fiom engaging in truly meaningfizl face-to-face interactions.

Others argue that computer-mediated communications and relationships are no less real
and no less rneaninfil than face-to-face ones. These scholars argue that not only do

communities exist on the Net, members interact to form their own culture. These

communities create forms of expression that are unique to the group, develop and
enforce behavioral norms, and can be the catalyst for the development of close
relationships. (Argyle, 1996; Baym, 1995a, 1995b; Watson., 1997; Willsoh 1997). The
issue, as far as they are concerned, is not whether online groups may be considered
communities, but rather how we can best expand or redefine our traditional conception of

community. In order to accommodate new understandings of time, location, and the
body, one suggestion is to "begin thinking of community not as a product of shared
space, but of shared reIiztionsh@samong people" (Watson, 1997:120; emphasis in

original). Relationships formed online are also of social value because they are capable
of effecting social and political change through their actions both online and offline
(Gurak, 1996; ShafEer and Anundsen, 1993;Watson, 1997)-

Supporters of CMC cite the existence of accepted guidelines for communication, or
netiquette, as evidence of shared norms of behavior in online communities. (Argyle and
Shields, 1996:60-62; Baym, 1995b:159-160;ShafFer and Anundsen, 1993:135). In the
absence of visual cues, Netiquette was invented in order to minimize the chance of
misinterpreting communication that occurs exclusively through written text. Some
researchers report that groups develop and enforce norms of behavior specific among
their membership and thus constitute net subcultures (Baym, 1995b;Watson, 1997) and it

is likely only a matter of time before evidence of other group-specific norms surface in

the literature,
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At a more abstract level, it is suggested that '%heNet paradoxically works both to

reproduce and reinforce existing 'hegemonic' structures as well as enabling new forms of
.

.

interactivity" (Interrogate the Internet, 1996:127). This paradox is possible because users
are still primarily products of their face-to-face interactions-they will inevitably fall back
on learned ideas and attitudes while online, making the Net a site of reproduction of
existing ideologies and cultural norms (Baym, 1995a:32, Interrogate the Internet,
1996:126-127; Mitra, 1997:72). At the same time the decentralized nature of the Net
allows for contributions from many voices and this lack of central control opens the door
for 'transgressions of cultural rules' (Argyle, 1996:137).

The Internet's textualitl, emphemerality, and interactive nature are three suggested
defining features of the Internet (Mitra, 1997:5961). As noted previously, it is the first
two characteristics in particular that are cited as barriers to any sort of truly meaningful
social interaction. An alternate viewpoint states that meaninghl relationships not only
develop but are made possible because the Net is decentralized. The loss of centre and

the interactive nature of the medium means Internet users are capable of shaping the
space through their actions (Mitra, 1997:60). Evidence already exists that this sense of
empowerment can translate into social action both on and offline (Guralg 1996;
Mele, 1999)-
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Lay and Expert Knowledge
An important aspect in the widening scope of investigation into lay care was learning

about lay knowledge and understandings of illness. Studies explored aspects of lay
beliefs including theories of illness causation and treatment as well as cross cultural
studies of perceptions of illness (Helman, 1994; Kleinman, 1985). IUeinman (1988)
conceptualized the differences between lay and medical understandings of illness as
explanatory models, or 'the notions about an episode of sickness and its treatment that
are employed by all those engaged in the clinical process'' (1988: 121). A particularly
noteworthy aspect of Kleinman's writings on explanatory models is not only that the
physicians and lay persons have different explanatory models about illness but that
physicians do not attach credibility to lay beliefs. Not surprisingly, Kleinman argues that
paying serious attention to patients' explanatory models will lead to a better standard of
care. Viewed as part of larger culture in which scientific knowledge is privileged over
lay knowledge, maintaining lay beliefs as inferor in quality and credibility is an

important means by which professions like medicine maintain their expert status.

Critics of medical dominance suggest that an important straiegy the medical profession
uses to maintain its position of authority over the lay public is by privileging scientific
medical knowledge over other howfedge or systems of knowing ( B e199I:22;
Lupton, 1994:84; Stimson and Webb, 1975: 19). In North America this generally means
that complementary therapies and lay knowledge and experience are regarded as inferior
to medical knowledge and treatments. Babc (1991) summarizes the reIationship between
knowledge and the power of biomedicine: "[ilts power base stems f?om its claim to
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successll treatment through adherence to scientific orthodoxy and from this vantage
point it spent its formative years systematically undermining the knowledge base of other
therapeutic systems. Where it failed in this task it discredited folk practitioners while
incorporating their methods" (22).

Medical (scientific) knowledge became known as objective, fonnal, structured,
methodologically rigorous and systematic, and interested in quantif)6ng- Lay bowledge,
in contrast, was considered subjective, informal, randomIy acquired, and overflowing

with contradictions (Helman, 1994:101-107; Hayes-Bautista, 1978:84-85; Lupton,
1994:84; Williams and Popay, 1994: 120- 123). Furthemore, lay knowledge was viewed

as inferior and irrelevant and investigations into lay understandings of health and illness
are only useful in that they provide insight into reasons for patient 'noncompliance'
(Conrad in Williams and Popay, 1984:122). The proposition that medical knowledge is
superior to all other forms of knowledge was W e r reproduced through social structures

like the mass media (Karpf; 1988) and its privileged status was accepted as a natural,
rather than socially constructed distinction.

Not surprisingly, the undersfding of and access to specialized knowIedge is regarded

as an important fkctor that has historicafly distinguished professions fiom other
occupations (Engel, 1970: 12; Freidson, 1970:7 1-84; Haug and Lavin, 1983:11;
Oppenheimer, 1973:213; Rothman, 1984:183-185). The profession of medicine, like
other professions, maintained its monopoly over specialized knowledge in large part by

creating restricted access training facilities as well as by developing and incorporating
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information control tactics into their professional training. Records of this strategy go
back as far as Hippocrates, who instructed physicians on the hows and whys of

withholding information from their patients (Lahe and Davidoc 1996:152)-

Controlling the information dispensed to patients is considered by some to be the most
important strategy that physicians use to maintain their authority (Haug and Lavin,
1983:15). In facS how much information physicians should reveal to patients has been
referred to as the 'dilemma in medicine'. Revealing information is considered a dilemma
because a physician must tell a patient enough about their illness in order to compel them
to comply with any instructions they might offer, but once the patients have this
information they are able to understand their situation more filly and may be more likely
to make their own decisions. In this scenario the patient's autonomy is increased at the
expense of the doctor's (Stirnson and Webb, 1975:133).

Patients' Work

The Net not only allows the lay public access to professional medical howledge, it also
provides a social space in which members can speak outside the medical narrative of

health and illness and explore other systems of knowing. My research seeks to
demonstrate how the process of gathering and discussing the information online may be
considered a new form of patients' work, or "(p)atients' participation in their own carey'
(Strauss et al., 1982:977). Patients' work comes in various forms and is often taken for
granted as part of patients' responsibilities in getting better. Strauss categorizes patientsy
work as explicit or implicit, visible or invisible, and legitimate or illegitimate.
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Explicit work is recognized by medical personnel as 'true' work and refers to tasks
they often have to teach patients how to perform. This type of work often requires the
patients to master the use of technical equipment; for example, patients with diabetes
monitor their own glucose levels with portable home machines, and some individuals
with Crohn's disease learn how to handle the pumps and tubing that deliver their nutrition

in the form of intravenous solutions. Implicit work, as the name suggests, is work that the
medical personnel expect of the patients-it

is taken for granted. Patients are expected

to comply with requests like remaining still and not moving while a scan is taken or
n o e i n g the physician iftheir medication causes any side effects (Strauss et al.,
1982:979).

Patients' work may be visible or invisible to medical staff for different reasons. As the
above examples illustrate visible work may be explicit or implicit, but in either instance

the medical personnel consider the tasks appropriate, or legitimate. Invisible work may be
work that is performed when medical personnel are not present or may refer to 'comfort
or psychological work' such as a patient keeping their distress or concern about their
condition to themselves so they do not upset family members or health workers.

In cases where medical personnel consider the work a patient is doing to be illegitimate,

the work is likely to be invisible. As Strauss points out, "patients and personnel can hold
very different definitions of legitimate and illegitimate work. . .which is aU the more

reason for a s a y or suspicious patient to keep the work hiddenyy(1982:980). A
physician who is openly critical of complementary therapies sends a clear message to his
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patient that exploring options like acupuncture and herbal remedies to relieve the pain
accompanying migraine headaches is unacceptable and thus illegitimate. If the individual
is convinced of the merits of alternative therapies they will continue to use them but not
report their activities to the doctor. Because the patient disagrees with the physician
about the legitimacy of complementary therapies this type of work will remain invisible.

Strauss et al. (1982) and Wiener et al. (1980) advocate according value to the experiential
knowledge that patients gain, especially in cases of chronic illness. Their emphasis,
however, is limited to work done in relation to technology and machines:
Patients may be taught initially by hospital personnel how to handle those
technologies, but they add to it through their own experiences. The
chronically ill become very knowledgeable, also, about the interplay
between those technologies and their own unique bodily reactions; often
they become very skilled in managing those reactions. Only they can
possess, even earn, this specialized knowledge. Then, when they become
very acutely ill or need a more complicated technology, they may enter a
hospital. But they do not leave their experiential knowledge behind them,
however much the staff may regard them, as sometimes the staff does, as
medically innocent (Strauss et al., 1982:978).

In light of the increasing complexity of illness trajectories, defined as the physiological
course of an illness, all the work done during the course of an illness, and the impact on
those doing the work (Corbin and Strauss, 1985:225; Strauss et al., 1982:98I), a case is

made for 'maximizing patient participation' in specific scenarios. For example, in many
instances of chronic illness the patient is believed to possess more expert knowledge than
the physician does; however, as with technology-related work the scope of this expertise
is again limited. Individuals living with chronic illness are considered experts only in
matters relating to the "daily balancing decisions required by the disease" (Wiener et al.,

1980:37)such as when a person with diabetes self-adjusts her insulin dose in
anticipation of the effect an infection will have on her blood glucose levels.

More complex illness trajectories require planning in order to fit them into an
individual's daily routine- 'Articulation work' is 'the planning and coordination
necessary to operationalize m y associated set of tasksn (Corbin and Strauss, 1985:242).
Examples of articulation work provided by Corbin and Strauss relate primarily to
day-to-day activities that wuld only fall within the scope of a patient's responsibilities
like "tending to details, such as filling out forms for Social Security of insurance
payment7', or that come after a decision as been made by the physician such as "making
arrangements, as with a laboratory, to have blood drawn for testing twice a week or
month" (1985:243-244). Here the patient's responsibilities end with making an
appointment, showing up on time and being poked by a laboratory technician.

Articulation work includes 'information work', defined as including "networking,
scouting out, coaching, training, providing and clarifying insuuctions" (Corbin and

Strauss, 1985:244). One of the only concrete examples of information work Corbin and
Strauss offer is

a restaurant ahead of time to determine if salt-f?ee food is

available or if there are accommodations for a person in a wheelchair" (1985:244). In
this context information work, though arguably important in its own right, does not
infringe upon the physician's expertise.
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In another example information seeking is portrayed as an important aspect of a
patient's work. A woman diagnosed with breast cancer who is scheduled for a
mastectomy could potentially engage in work like Iearning about what types of
operations are possible, their success rates, and the implications of surgery (Strauss et d.,
1982:981). Although the exact source of the woman's information is not mentioned 1

presume that two decades ago it would have been the physician--tthat is her 'work'
would, at most, consist of asking the physician questions about a surgery that he had
already decided he would perform.

An illustration of 'collaborative work' is found in a hospital ward room that is shared by

four patients. In this scenario the individuals are able to consult with one another on
issues like when to call a nurse or discuss strategies for dealing with particular doctors
(Strauss et al., 1982). Collaborative work thus entails sharing advice and consulting with
lay others-in

other words, 'lay referral' as Freidson described it several decades ago.

Common to all the forms of work discussed above is that, important-though they may be,
they are all activities that are still characteristically 'lay' in nature-separate

&om the

arena of expertise inhabited by the medical professional. In contrast to the challenge to
physicians presented by Internet-positive patients, the patients depicted in Strauss'
writings leave the authority of physicians largely uncontested.
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Previous Research on Internet Grouvs
SchoIars studying the social aspects of the Internet represent a number of disciplines and
interests and therefore research on Net groups is equally as varied. Online groups written
about so far include rnusiic and TV fan clubs (Baym, 1995% 199%; Watson, 1997);
children's and senior's groups (ShafFer and Anundsen, 1993); interactive fmtasy games
known as MOOSand MUDS (Bromberg, 1996; Nunes, 1997; Turkle, 1984, 1995); groups
belonging popular public forums like Usenet and the WELL (Jones, 1997; McLaughlin,
et al., 1995; S M e r and hundsen, 1993; Smith, 1999); women's studies lists
(Korenman and Wyatt, 1'996); a variety of general chat rooms (Argyle and Shields, 1996;
Lajoie, 1996); issues regarding East Indian culture (Mitra, 1997); and discussion groups
interested in Net culture (Argyle, 1996).

Research on Online Illness Szrpport
Given the relatively recent amval of the Internet it is not surprising that published
investigations into online illness support are sparse. Weinberg et al. (1996) created a
private online support group for six women with breast cancer. A content analysis of the
messages posted to the group revealed the most common topics of conversation were
'discussing medical information about oneself and 'relating personal information about
oneself to the group. Zinn, Simon & Orme (1997) administered a questio~aire
to 52
users of online mental health support groups in order to understand the value individuals
piace on such groups and to determine whether participation provides any therapeutic
value. The therapeutic benefit of the groups proved difficult to assess; however,
responses to the surveys do offer insight into member's thoughts on the usefulness of

.
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online groups- Gaining knowledge about their illness was cited as the top reason for
participating in an Internet support group (63 -5%) dong with the desire to interact with
others (63-5%).

Issues of voice, empowerment, and the struggle over what counts as credible knowledge
are all important themes that emerge &om the interactions of the members of the two
online groups observed in my study and therefore the works of McLellen (1997), Sharf

(1997),and Hardey (1999) are the most relevant to my interests- Though McLellan
(1997) does not observe an online group whose purpose is exclusively devoted to illness

issues, she offers an analysis of an illness narrative as it is created and exists in an

electronic form. She observes that ''[tlhe most remarkable feature of the electronic
narrative is its connection with an audience. It might in at least one way be construed as a
postmodemist's dream, with its insistent placing of readers within the story" (1997:99).
A community of individuals creates this particular illness narrative-lacking a centre, no

one voice is heard above all others, not even that of the medical community. Her
investigation provides evidence that a cyber-lay refend network exists in this particular
electronic community:
relationships of a sort develop online. Discussants in the Leukemia
narrative send messages of support and cheer, inquire about procedures
and feelings, and give advice. In the health conference, people frequently
ask for medical advice of folk remedies. And there is no lack of response.
There seems to be a peculiar kind of openness in the willingness of
conferees to accept the advice of these strangers. . .Responses indicate that
many participants actually follow the advice given (McLeilan, 1997:104).
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Sharf(1997) presents an in-depth discussion of themes of information exchange, social
support and empowerment as they emerged fiorn participant-observation and discourse
-

analysis of the communications of an online breast cancer listserve. She cites requests
for and responses to information as the most common type of message posted to the
listserve. The experience and advice s h e d in the discussions is described as
empowering in two respects. First, it enables members to make more informed choices
regarding their care, and sewnd, it helps some women prepare for the 'new challenges'
that lie ahead in their journey with cancer.

My review of the literature confirms Hardey's (1999) assertion that his study "is probably
the first attempt to examine in depth how people with no persistent chronic illness use the
Internet as a source of information about health" (1999:824). In order to Iearn how
people use the Net as a resource for health information Hardey utilizes a qualitative case
study approach and interviews several households in the south of Britain. In 'Reading
the Internet' he describes the tactics individuals use to navigate their way through the
World Wlde Web and discusses the process of reflexively evaluating the information
once it is located. Hardey fiames the commonly expressed concern regarding the quality
of material posted on the Internet as a 'struggle over expertise'. Not only do interviewees
endorse an 'inclusive view of health information' that runs contrary to the relatively
narrow definition of health knowledge as defined by the medical profession, they also
report 'renegotiating treatment' for themselves or family members after researching their
health concerns on the Internet-

Chapter 3

Research Design

Conducting research on the Internet poses a number of interesting challenges. The
number of websites and individuals logging on to view them is not only enormous but is

constantly changing. It is difficult, if not impossible, to know how many online illness
support groups exist at any given moment. The nature of medium makes it equally
impossible to determine how many people are present for a group discussion or who
those individuals might be; nonetheless, it was possible to extract some descriptive
characteristics about the membership of Women's-Cancer and General-Cancer from their
communications. I provide these descriptions in the text below in addition to discussing
the research site, my sampling strategy, and the processes of data collection and analysis.

Selecting a Research Site
Online self-help groups differ in a number of respects including the type of illness being
discussed, the purpose of the group, and its audience. Additional features include the

type of online forum (electronic bulletin boards listserves or real time chats) and how
easy it is to join the group. Many groups are easily accessible by the public; for example,

bulletin boards can be read simply by visiting the site and clicking on the message you
would like to read. Listsewes, because they require the addition of member's e-mail
addresses to the List, generally require clicking on a 'subscribe' button on the site and
forwarding an e-mail address to the listowner. Access into chat rooms is variable; some
chats can be entered immediately while others require advance registration Groups with
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restricted access are described as generally being "private, closed e-mail groups(s)
where the subscription address is not published and there are enforced requirements to
join" (King, 1996:126).

When I first considered the possibility of pursuing online groups as a research site I spent
some time wandering around the Net fmiliarizing myself with the different forums. The
observations I made about the various groups ultimately informed my sample selection.
For example, unless illness chats are moderated by a professional they often contain very
little, if any, discussion about illness-they

are forums where individuals chat about

evetything and nothing. The discussions on bulletin boards and listserves, moderated or
not, appeared more likely than chats to remain on the topic of illness.

Groups also vary in amount of activity and because my interest is in examining lay

referral in non-acute situations I eventually focused on groups who are devoted to

common chronic illnesses. It was important to seek groups with a large enough volume of
messages to facilitate data gathering in a limited amount of time; I therefore eliminated
groups devoted to rare conditions because of their relatively low numbers of messages.
With respect to type of illness and degree of activity bulletin boards and listserves were

again fairly similar, a number of chronic illness groups can be found on both forums and
the number of messages posted varies widely in each venue-

I ultimately decided on listserves because their fonnat meshes with my desire to
emphasize the depth and complexity of the communications, an objective best achieved
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by becoming involved in the environment I am interested in pryman, 1988:45). 1

could certainly have chosen to read through the archived postings of a listserve group and
in doing so I could have gained a sense of the contextual pieces of information I am
concerned about like details about individual member's lives and the nature of member's
interactions with one another. But such reading is not the same as being a member of the
group-something hppened to me during my experience on the listserves. After I
subscribed to the lists I felt as though I became a part of the groups; I not only became
engaged in the dialogue, I oftenfelt it.

Other Net researchers report the same experience. Barbara Sharf (1 997) reflects upon

reading a particularly touching and private obituary posted on a breast cancer listserve by
a member who had been caring for his wife. Sha* recalling the impact the incident had
upon her writes, "my self-perceived ethos of mere investigator was shattered. . .(f)rom
that point on, I struggled to maintain a dual consciousness about both the information I

was gathering and my personal responses to it, as I proceeded with my analysis"
(1997:70). Katie Argyle (1996), though not participating in an illness support group,
writes of her first online experience with the death of a group member. She comments on
her struggle to come to an understanding of her own reactions as well as to the
outpouring of expression she witnessed on the screen: "it is the privilege of witnessing
raw emotions, of sharing in something with a larger group. A feeling of belonging"
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I, too, have felt shaken by the news of poor prognoses, difficult treatment decisions or
deaths, and have on numerous occasions stared at my screen in wonder at the willingness
of members to share these experiences with others with such openness and in such detail.
It is this feeling of connection that distinguishes observation from simply reading words

in an archive or on a b o d . An unexpected yet definite sense of belonging accompanies

sitting down at the terminal every day, logging in and scanning the messages to learn how

a check-up went or whether a particular course of treatment was pursued. It is the
difference between reading and experiencing.

Sampling Strategy

In order to effectively explore the phenomenon of online lay referral I searched for
groups that possessed certain features. This strategy, referred to as purposefbl or
criterion-based sampling, occurs when "cparticularsettings, persons, or events are selected
deliberately in order to provide important information that can't be gotten as well from
other choices" (Mixwell, 1996:70). One of the goals of purposefbl sampling is choosing

a sample that will assist the researcher in 'deliberately examining' those cases that are
relevant to the central theories presented in the study (1996: 72).

Because the central interest of this thesis is to investigate the concepts of lay referral and
patients' work in chronic illness and the online world of self-help groups, it was
necessary to select groups that were devoted to discussing chronic illness. In order to
gather a sufficient degree of volume of messages and variety of experiences in a limited
amount of time I chose groups with a reasonably steady, reasonably high volume of
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messages. Based upon these criteria I focused on two Listserve support groups for
people with cancer and their caregivers.

Women's-Cancer is devoted to discussions of gynecological cancers while
General-Cancer is open to individuals with any type of cancer- Both groups were, in
theory, moderated and had active listowners who managed the lists. Women's-Cancer
had one listowner and a liaison person who was well known to members because of his

fiequent contributions to group discussions. The liaison reported any group questions or
concerns to the listowner who, in this instance, was not a regular presence in the group.
General-Cancer had five listowners when I first joined, three with a greater presence than
the other two. Archives for both lists could be searched or browsed from a publicly

accessible web page.

During the twelve month period I was a member, the administration of Women's-Cancer
remained fairly stable and the climate was respedbl and welcoming.5 General-Cancer,
on the other hand, was often the site of controversy. The major incidents that occurred on

the general list illustrate the shifting, negotiable boundaries surrounding what constitutes
'on-topic' discussion.

Within the first couple of months of my arrival on General-Cancer members began to
debate whether the fbndamental goal of the group was to share information on cancer or
to provide emotional and psychological support. The listowners invited members to vote
and it was decided that General-Cancer would split into two; one group was strictly for

the exchange of medical information while on the other members were invited to
provide and exchange both medical information and support- Although there is no way
to know which group(s) the existing membership decided to subscribe to, many
individuals indicated they remained on both listsa6

A few months later General-Cancer was again the site of controversy, this time with more
disruptive consequences. Several times during the preceding months the listowners had
requested the established members make a more concerted effort to respond to messages
posted by newcomers. They reported that the membership of General-Cancer had
continued to decline and individuals who left the list cited the lack of response to their
questions and a general sense of feeling unwelcome in a tightknit community as the main
reasons for unsubscribing. The General-Cancer community was described as cliquey and
new members did not feel that much of the discussion related to cancer, per se.

Another dialogue ensued regarding the group's purpose and this time the members were
more divided and the discussion more lively. Many of the 'old-timers' explained that, for
them, living with cancer was no longer about researching the best therapies and making
urgent care-related decisions. What was important to them was the opportunity to share
the trials that accompany living with cancer on a daily basis with other survivors. Some

members agreed but argued that a line could be drawn between 'living with cancer'
topics and general chit-chat, and General-Cancer now contained fix too much of the

latter. Following some heated exchanges among members and between members and
listowners, the five listowners resigned on the spot, leaving very little time for new
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listowners to step in and make arrangements with a new sponsor site. The original
listowners then formed a new group that was devoted to cancer-related issues only and
invited interested General-Cancer members to join them.There is no way of knowing
who stayed with General-Cancer and who moved on, but some ofthe regulars I had come
to know remained and several voiced their relief at the change of ownership stating that
General-Cancer was now 'more like it used to be'. I remained subscribed to the original
General-Cancer group.

Data Collection and Analvsis
I was a member and participant observer of Women's-Cancer and General-Cancer for 12
months. All messages posted to both groups for a period of four consecutive months
were analyzed in depth; that is, every message pertaining to the transmission of medical
or experiential knowledge was downloaded and analyzed. Any observations that

occurred during the r e a n i n g 8 months were utilized if they helped develop or clarify
themes and issues that emerged fiom the in-depth analysis. Together the number of
messages posted to both groups during the four month period averaged 270 per week,
with 70 per week on Women's-Cancer and 200 per week on General-Cancer.

Because I was investigating whether previously reported phenomena existed on the Net I
entered the analysis stage with sensitizing concepts in mind-primarily

those of lay

referral and patients' work Afker messages arrived in my e-mail account I read and
tentatively them into folders by themes. Only messages containing either medical or lay
knowledge of illness were saved; those dealing with emotional or psychological support
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were deleted. Messages were then saved on disks and hard copies were printed. Any
identifLinginformation including group name and location, member's names and e-mail
addresses, do not appear on the disks or hard copies. Names were replaced with
pseudonyms and a master List containing real-life names and pseudonyms was maintained
for instances in which a reference mentioned in a message required follow-up in the
archives. The master list is stored in locked file apart from the disks and printed
messages.

Each printed message was read again and themes and topics were noted in the margins of
the message. Common themes and pattern were naztscribed onto memos, a process that
allowed larger patterns to emerge. The memos and initial messages were read once again
in full and notes regarding context and structure o f themes and patterns were taken.
Comments, questions and other information were continually recorded in research notes
throughout the process of analysis (and continued throughout the writing process).

members hi^ Characteristics
The information that follows is provided in order to give the reader a sense of the

.

membership of Women's Group and General-Group, keeping in mind that it cannot
reflect the large numbers of individuals who followed the list but did not publicly
participate in the online discussions.

Prior to General-Cancer's change of ownership when newcomers were reportedly leaving
in alarming numbers, the listowners mentioned the group's usual membership of 350+
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had been steadily declining. Several months into the study the webpage for Women's-

Cancer began to provide the number of total members subscribed to their lists. I visited
the page periodically over a period of months and the membership consistently hovered
around 140-150.

Members were often curious about where their cyber-friends lived and 'home' was often
mentioned in messages not only in terms of the country, but also the state/province and
city. Sometimes home was mentioned for practical purposes; for example, a member

requesting information about finding the best oncologist or specialty hospital in their area
would generally preface the question with a description of where they lived. Other times
members just wanted to learn more about one another and invited the group to share this
information. I know that learning where someone lived helped provide me with an anchor
of sorts to keep the individual in my mind-it

was only one of many ways members tried

to connect the words on the screen with real people.

Although members of both lists

were overwhelmingly f?om the United States, other locations including Australia,

Canada, Denmark, Finland, France, Mexico, Panama City, s w h e ~ l a n dand the United
Kingdom were represented.

Because Women's-Cancer attracts a narrow section of the total cancer population
compared to General-Cancer it is not surprising that they differ in regards to sex and age.

The majority of Women's-Cancer members are female; at times a male fkiend or the
spouse of someonejust diagnosed with gynecological cancer enters into the discussion to

ask for information and advice. Women on the list range in ages fiom late-twenties to
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early-sixties. Just over a quarter ofthe members who posted medical-related messages

during the four month in-depth period on General-Cancer were men Members of
General-Cancer range in age &om thirtysomething on up to what I estimate to be early
seventies.

Although both groups were created solely for people with cancer and their caregivers,
health care professionals can also be active members. Most health professionals who
post messages are present as people with cancer first and foremost; the role of
professional takes backseat and is often mentioned in an anecdote about an interaction
with a patient rather than in the context of an 'expert'. Occasionally health professionals
join with the stated goal of listening to members' experiences and using that information
to improve their own relationships with patients. These individuals often introduce
themselves, describe their job and purpose for joining the group, offer their expertise, and
then ask permission to continue on as a member. Members generally respond quite

positively to such requests. Besides enjoying having a 'resident expert' at their disposal,
members respect the health care provider's efforts at improving their clinical skills and

are happy to assist them in achieving this goal.

Chapter 4

Virtual Lay Referral

In Freidson's networks individuals generally sought the advice of lay others and not only
discussed whether to see a physician but who the best or most appropriate one to visit
might be. The knowledge and advice offered online is much more extensive,
encompassing information about all stages of illness to tips about how to act when
visiting the doctor. This chapter describes the visual lay referral system according to its

structure (how it is activated), content (topics discussed), and context (culture).

Talking with Strangers
The shift in communication from fkce-to-face to online means that personal knowledge of

the individual is often lost in return for personal howledge ofthe illness. People are now
routinely asking strangers for advice about the previously private experience of illness.
Yet even though those met online are strangers, they are believed to offer valuable insight

because they are intimately familiar with the same illness. Like McLellan (1997) I

observed how willing members are to follow the advice of people they had never met.
Members seem to find great comfort not only in having others with whom to share their
struggles but also in the medium of communication:

Funny, I was never big on 'group' things. That's to say, 1 consider myself
a social person, but on my own terms. When our psych-soc department at
our cancer centre advised me to join a support 'group' I just wasn't
interested. In fact, the idea of sharing intimate details with strangers turns
me off, frankly.
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Ironic, isn't it, that I have no trouble here? It's safer. I can reveal what I
want, when I want. I can put on a brave face and not have my actual face
betray me (though some of you are astute enough to know the difference).
I can 'eavesdrop' without risk. Somedays I'm chatty, and others not.

I believe we all judge less here, in what is the human reaction of 'sizing
one up' by visual means. In fact, that's what prejudice is and the Internet
removes that hom%le amction. (Though I do have to admit, I sometimes
imagine what some of you LOOK like, and wonder how close/far off I
am!). (JoAnn)

J o h n ' s description of her experience online engages the issues at the centre of the
debate about the depth and meaning of virtual relationships and whether communities can

form on the Net. J o h n is both gratefbl for the anonymity the Net affords her and at the
same time longs for some of the more traditional cues that are associated with such
intimate discussions. Members of General-Cancer and Women's-Cancer both encourage
strategies that allow them to build personal bonds with one another. Creating online
'family albums', organizing gift exchanges, making telephone calls and arranging inperson meetings are all attempts at erasing the anonymity that accompanies
communicating on the Net.

Activation and Response
How exactly do strangers initiate conversations about the very personal experience of
illness? Information and advice is elicited fkom the groups both directly and indirectly;
sometimes it is clear that the purpose of a member's message is to ask for information
and, at other times, the intent is less clear. Requests like 'are you aware ofany clinical
trials for lung cancer?' and 'does anyone know of any reputable websites dealing with
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treatment for osteosarcoma?' are obvious appeals for technical iaformation. There are
times when the purpose of the post is exclusively to draw upon the experiences of the
membership, as illustrated by questions like 'my doc suggested brachytherapy to treat

cemical cancer-anyone

have suggestions about what I can expect or how can I

prepare?' and 'I had a total hysterectomy for endometrid cancer, stage 2b and have
numbness down one of my legs-has

anyone else had the same experience?'.

Even messages that do not directly ask questions still activate the referral system. For
example, a person's first message to the list may simply be a detailed account of their
illness to present and not contain any obvious questions to the group yet members will
respond by asking questions and share resources or similar experiences of their own.
Often the sharing and comparing of personal experiences that occurs during a thread has
a ripple effect-each contribution elicits new stories and, consequently, different topics of

discussion.

Both General-Cancer and Women's-Cancer utilize the same system of sharing
information and encouraging discussion. Referred to as 'checking in' or 'update' p a s , a
member initiates a thread of conversation by submitting an update on their progress and
inviting others to follow suit.' Checking-inkeeps the old-timers apprised of any new
developments and provides newcomers with a sense of other member's journeys and
allows them to learn fiom those experiences. Update posts occur periodically on both
lists and are appreciated by old and new members; they inevitably spark dialogue that
results in the sharing of beneficial technical and experiential knowledge.
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Just like the messages that activate lay referral, sometimes member's responses are

clearly meant to provide advice and other times their purpose is less obvious. Both
groups' philosophy encourages the sharing of stories and acknowledges that what works
for one individual may not be the best option for another. 'Everyone's situation is
different' is a common caveat reflecting this outlook and is often added to the end of
personal story, particularly on Women's-Cancer- It is used as a cue to readers that they
are to understand the story as a piece of information that may or may not be helpll in to
their own situation, not as a sure thing. For example, Colleen shares this group
philosophy with a newcomer seeking information about cervical cancer and the place of

hormone replacement therapy:
Be careful when obtaining informationand applying others' experiences
to your situation-IMHO (in my humble opinion) the best approach is to
listen to what others tell you so that you can then investigate as to whether
this applies to your case.
In this excerpt Colleen refers to the process of evaluating or assessing the information
and advice that an individual gathers online. This process of assessment is an aspect of

patients' work that will be elaborated upon in chapter 5.

There are also instances when a 'response' to a request for information takes the form of
recounting a personal story that is not related in any obvious way to the original message
or conversation thread and the 'everyone' s situation is different' disclaimer is neither
explicitly nor implicitly present. In these situations I am left to wonder why the author
chose to share that particular experience with the group. Frequent expressions of
gratitude about the list's existence as a space to speak freely about issues that are not
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easily discussed elsewhere leads me to speculate that a seemingly off-topic message

may be written simply because it can bepeople tell their stories online because they can.
Not only are group members given an opportunity to talk about concerns that are 'not
discussed in polite company', the sharing of experiences helps them make sense of what
has happened-it

helps them put things together. The significance of online groups as a

forum in which individuals can s h e their illness stories is explored in chapter 6,

'Talking About It',

Topics of Discussion
Because of the very distinct populations they attract, the nature of the medically related

knowledge that can be shared on General-Cancer and Women's-Cancer differs in some
respects. General-Cancer' even though it has more members and a higher weekly volume
of messages, communicates less about medical issues than Women's-Cancer. Whereas
Women's-Cancer members often engage in discussions regarding the symptoms,
diagnosis and treatment options of various cancers, conversations on General-Cancer
primarily deal with emotional o r psychological support. Recall the orises that fist
resulted in the splitting of General-Cancer into a medical and a 'support' branch and then
the eventual change in ownership of the list.

One reason for the difference in group focus may be that Geneaf-Cancer, because its
members are less likely to be diagnosed with the same type(s) of cancer than members of
Women's-Cancer, have a more difficult time finding common diagnosis and treatmentrelated topics to discuss. In other words, the membership of General-Cancer is more

diverse, including individuals with all types of cancer instead of a narrow segment of
the population like those who have gynecologic cancer.

Another possible explanation for the observation that the focus of General-Cancer is
emotional and psychological support may have more to do with s o u p composition or
other groupspecific dynamics than the fact that its audience is more general. For
example, the conflict surrounding General-Cancer's purpose may be attributed to the
personalities of the individuals who were members or be related to the proportion of male
female members as opposed to being rooted in the fact that the group attracted
individuals with a range of different types of cancer.

At the 1999 meeting of the American Sociological Association I attended roundtable
sessions that included discussions of illness information and support on the Internet, The
handfbl of researchers who were currently investigating online support groups
commented that they, too, had noticed a difference in focus between groups with a
general audience compared to groups serving a specific population The researchers
obse~ed,as I did, that discussions on general groups were more likely to center around
issues of support and encouragement rather than on specific medical issues and concerns.
Whether the topics discussed by online illness groups are influenced by group
composition or patient population may become apparent after more research has
accumulated, though I believe examples in the pages that follow give strength to the
argument that a group's patient population is at least a contributing factor.
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Requests for information on General-Cancer cover a wide array of topics and the detail
and quality of responses are equally varied. Time after time members can only offer
words of encouragement to an author because nobody in the group has experience with a
similar situation Perhaps in acknowledgement ofthis shortcoming the group has
developed an extensive list of useful sites that it offers to newcomers searching for
information. The new members are encouraged to use the resources as tools that may
assist them in finding the answers to their questions.

There are occasions when General-Cancer members are able to find common ground on
issues that are of concern to people with difEerent types of cancer. Topics that several
members are able to contribute to include antinausea medications and the role and value
of ports. Because nausea is associated with many treatments for cancer it is not
surprising that discussions regarding which antinauseants are most effective (and are
covered by insurance) are common. A popdar topic in these threads was the use of
marijuana in both its pill and natural form; members discuss the availability and efficacy
of marijuana and debate the moral and legal issues regarding its use.- Ondansetron
(Zofhn), and others belonging to a relatively new generation of more effective
antinauseants are other frequently discussed medications. Commentary on the efficacy of
Z o f h is based upon personal experience with the medication as opposed to statistics
fkom clinical trials, and feedback fiom members suggests that recommendations are taken
seriously-wit h positive results:
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Thanks to dl of you who let me know that I could have Zofian tabs to bring
home. I asked for a prescription to be called in yesterday after a miserably
nauseous weekend, and was told by the onc-receptionist that she didn't
know if they could be called in but to come by (the office) for samples. I
did and they gave m e 5x8mg tabs. I gained relief in a couple of hours and
intend to never be without them again during chemo.
Thanks again, the info was priceless. (Tamara)

I was surprised at the frequency with which people asking the list for advice about
antinausea medications were either not aware of Zofran (or others like it) or not aware
that it could be taken at home in pill form- Zofian is routinely given in conjunction with
several of the chemotherapy medications used on members of the lists (i-e. cisplatin) as
part of standard therapeutic protocols that exist in both Canada and the United States

(BC Cancer Agency; Hesketh, 2000). In essence, the group is providing 'medical' advice
that should be offered as standard practice by the health care professionals.

The most well-attended medical discussion on General-Cancer was on ports; while 1was

on the list members engaged in two major conversations several months apart. Because
chemotherapy is very toxic to the veins and individuals undergoing chemotherapy
treatments have their blood drawn frequently to monitor its effects on their bodies a
device known as a port is ofien used. A catheter is a soft, flexible tube that is surgically
placed into a major vein. A port is a small chamber that connects to the catheter and may
be above or below the skin's surface. The port provides a semi-permanent site of entry
that blood can be drawn fiom so the person does not have to be poked repeatedly for

bloodwork The port also allows chemotherapy drugs to be run into larger blood vessels
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where the toxic chemicals can be diluted with a greater volume of blood, reducing the
chances of damaging the veins (Tenenbaum, 1994). This safety precaution is important
because chemotherapy infused into smaller veins has greater potential for destroying or
Wowing the veins', which is extremely painN.

Julia's spouse was recently offered the option of having a port inserted; she reported to

the group her understanding of ports as her husband had relayed the information to her
along with his reservations about letting the doctors insert one. It was apparent to the
group that the reason Julia's husband was not interested in getting a port was because he
had either received poor information or had misunderstood what he had been told. M e r
wondering out loud 'who the hell her SO had been t a h g to', listmembers attempted to

correct the misconceptions Julia's husband held and strongly urged him to reconsider his
earlier decision. Julia thanked the members for their wisdom and relayed the information
to her husband.

The second conversation began when a member who recently received a port asked
others (somewhat after the fact) what some of the advantages of having one would be and
what life with one was going to be like. Tem also inquired about a very painfbl stinging
sensation she had around her port site. Several members compared the various pains they

had experienced with their own ports, concluded Terri's description didn't 'sound right',
and recommended she check with a nurse or doctor about it. After visiting with a nurse
Terri reported the cause of her pain to the group: the doctor had placed a super-sticky
adhesive tape over her still-healing stitches and as a result any movement caused the tape
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to pull on the skin, creating the p d l stinging. The nurse was able to remedy the
situation quite easily and Terri said the stitches were finally healing and she was
beginning to feel better.

In both instances General-Cancer members offered detailed and thoughtful discussions on
reasons to get a port, the types available, insurance issues, and practical day-to-day tips
about flushes, dressings, showering and bathing, and the discomfort caused by seatbelts
or particular movements. Members are overwhelmingly in favor of the use of ports and
highly recommend individuals undergoing chemotherapy give them serious

consideration Although it is sometimes difficult to determine the sowce of the
information members share with others, the recommendations to get a port seem to stem
fkom positive personal experiences while descriptions of types of ports and reasons to get

them appear to originate f?om medical sources, presumably from the Net and discussions
with medical professionals.

In contrast to General-Cancer, members of Women's-Cancer share a greater number of
specific medical-related concerns. Many members have been diagnosed with either
cervical or endometrial cancer and discussions of the symptoms, causes and treatments of
these cancers occur regularly. As part of their treatment several women in the group have

undergone hysterectomies and as a result there are frequent conversations about issues
like what to expect after the surgery, the pros and cons of hormone replacement therapy,

and the symptoms associated with and the 'management' of surgical menopause. In
addition, there are a number of tests and procedures common to gynecological cancers
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and members are able to offer detailed explanations of what a particular test or

procedure might reveal or do, what to expect when you get to the hospital, come home,

and so forth. Clearly the best source for several of these topics is personal experience;
however, fiequent references were made to medical sources, both print- and web-based.

Alexa wrote the group after undergoing a cone biopsy-a

procedure in which a cone-

shaped piece of the cervix is removed for either diagnostic or therapeutic purposes. Alexa
experienced unusual bleeding after the cone biopsy and her gynecologist tried pressuring
her into having an immediate hysterectomy, which she rehsed. She described her
clinical situation and the interaction with her physician in great detail. Severaf women
confirmed that they, too, had bled to varying degrees after a cone biopsy; they relayed

t h e i experiences as well as their understanding of what was normal, what wasn't, and the
options they were aware of that could stop the bleeding.

The information the women offered appeared to be direct descriptions of thei own
experience combined with explanations that were given to them by medical personnel
involved in their care. Many believed a second opinion was in order and specifically
suggested Alexa visit a gynecologicalsncologist (gyn-onc). One of the voices urging

Alexa was Natalie who, as you may recall f?om chapter one, had a similar experience.
Alexa sought a second opinion and was told she did not need a hysterectomy.

Preparing for the Consultation
The concepts of rehearsal and reappraisal (Stimson and Webb; 1975) are useful starting
blocks with which to describe the process of advice seeking that occurs on the lists
throughout the wurse of illness. It is not unusual for individuals to prepare for a visit to
the doctor by adopting strategies that will help them plan and remember what to say and

how to behave. Strategies used during rehearsal vary fiom informally collecting one's

thoughtsjust prior to entering the office to bringing in a prepared List of important issues
(Stimson and Webb, 197934)- On the lists this means members discuss relevant matters
such as asking about test results or making inquiries about treatments before their visits.
Preparation also commonly includes gathering technical medical information on pertinent
aspects of the illness- In instances where independent research does not appear to have
been a part of rehearsal it may be recommended by the group--for example, when a
person is experiencing symptoms but has not yet been diagnosed.

In my observations, individuals who consult General-Cancer and Women's-Cancer

before a definite diagnosis is made are the minority; most have already been diagnosed
and are considering a particular course of treatment or are already in the follow-up phase.

In contrast to the scenarios of acute illness described by Stimson and Webb, in cases of
chronic illness rehearsal is an important strategy that does not occur exclusively before
the first visit to the physician but instead is a process that continues throughout the course
of illness. After each visit there is time to reflect and prepare for the next encounter.
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Before visiting the physician patients will play many scenarios over in their mind
and/or talk them through with fiends or fmily; the ultimate goal is to create a particular
impression during the consultation (Stimson and Webb, 1975:33-35). I .the past patients

recognized they were at a disadvantage while in consultation because of the 'competence
gap', or the difference between the amount of knowledge the physician and patient each
possess. In this scenario the patient is 'obliged to comply' and the gap is considered
unbridgeable; the doctor-patient relationship cannot be anything but asymmetrical in
nature (Haug and Lavin, 1983:13; Parsons, 1975:29; Stimson and Webb, 1975:57). By

collecting information related to their illness and discussing it with knowledgeable others
beforehand, Internet-sawy patients may be narrowing the competence gap. The
following excerpt fiom a message posted by a member of Women's-Cancer who was
diagnosed with uterine cancer illustrates how a well informed patient is able to
effectively present herself and thus pose a threat to the doctor's authority:

I describe my symptoms to the receptionist. I have done my homework
on the Internet and I h o w what they may mean She says I can get an
appointment three months out. I press, plead, blow up, ask for the nurse,
the dr, to no avail. I go to the yellow pages and make an appointment with
every gyn in town who is taking new patients until I am --I
have the
earliest appointment in town.
So I describe my symptoms to a doctor, female, whom I have never seen.
She says what it may mean, which I already know, a high probability of
uterine cancer. . .(after my examination) she doesn't leave the room while
I am dressing and tells me she will order a d&c and a mammogram also in
case, she says, ' k e have to do everything at onceyy.She means remove my
uterus, etc. and my breasts at the same time! I swear at her (Damn!) and
tell her not to panic, let's see how the d&c comes out. She explains my
d&c may be followed by radiation and then by a hysterectomy.
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I go home and dedicate severd days to research on uterine cancer, including
this list (and another one), I call the dr and say to do an endometrial
biopsy, not a &kc, she argues but finally says if that is what I want,she'll
do it. I said tomorrow, she said o k The biopsy comes back extensive
hyperplasia with small focal area of well-differentiated endometrial
adenocarcinoma, stage 1. Thanks to this and other lists, I h o w what this
means.

When I get the diagnosis, by phone at work I stop and think for two
minutes, then call a gydonc at a highly rated metropolitan hospital. I get
an appointment to see him in three days. . .then the dr arrives and explains
that a hysterectomy is the only option I agree but argue the vertical
incision After some comfort e o m 'the lists' I agree. The surgery is
scheduied with the gyn/onc for two weeks later. (Donna)

Perhaps the most important advice asked of the lists during rehearsal was about where to

fhd idionnation as well as what questions to ask (information) the doctor and tips on
how to ask them (impression management). Not surprisingly, questions to ask the doctor
span every stage of the medical f?amework of cancer treatment fkom diagnosis through to
treatment and follow-up. A woman newly diagnosed with cervical cancer may have

concerns regarding the certainty of the diagnosis and treatment options and speak with
the group before going in to discuss the possibility of a hysterectomy andlor radiation
therapy. Someone who has completed surgery and chemotherapy for breast cancer may
be curious about their follow-up care and ask what kind of tests other breast cancer
s u ~ v o r are
s having done and with what eequency.

Authors of the requests may ask others to share their experiences and then formulate their
own questions fiom the information or inquire about relevant web or print-based
resources. More often members comment that even though they have been actively
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researching their cancer it is difficult to lcnow what to ask their doctor and request help

from those who may have akeady been there. J o h n joins a conversation about the
hstration that members feel when dealing with physicians that withhold information.
The thread begins with Anna telling the list that in addition to performing a hysterectomy
her physician also performed another procedure--a fact Anna only learned of when she
received her medical bill in the mail,
Anna, let me say that I don't agree with the part about NOT telling you in

advance. This is just the kind of 'smugness' I have encountered fiom time
to time- It's as if some docs think 'if she doesn't ask'. - .but often we
think this is what Camen was getting at with
don't lcnow the questions! (I
this list being helphl with info we may not have w e n thought of).
(Jo Ann)

In another case, Laura writes the list about a fiiend who has an appointment to see her

doctor about some persistent symptoms that could be signs of c e ~ c acancer.
l
Laura's
own experience is with a different type of gynecological cancer and so she turns to the
group for help stating that she is 'trying to help her fiend come up with a list of
questions to ask . .can the voices of experience give me some inputy? Although Laura

herself was very assertive with her own care-researching

options, making appointments

with specialists on her own initiatioeand could give her *end suggestions on how to

ask the doctor questions, knowing what to ask in this instance is specific to the type of
cancer. Women who have had cervical cancer can share their assessments of what is
important to ask and what isn't. Having already been in a similar situation, they are able
to help Laura and her Wend sift through and prioritize any information they may have
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already gathered online. Laura's request suggests it is not only the knowledge that
members find valuable but the experience that accompanies it.

The process of passing through the lay referral system after a visit with the physician is
called 'reappraisal'.

During reappraisal "the patient evaIuates the doctor and the

consultation, comes to decisions regarding the use of prescribed treatment" (Stimson and

Webb, 1975: 70; emphasis in original) and tries to 'make sense of what happened' during
the visit either on their own or with the help of lay others (1975:72). Historically, despite
the patient's best attempts at impression management, often the physician still held the
upper hand during the consultation; however, after the visit the patient was fiee to choose
whether or not to follow their doctor's advice (1975:87).

With the epidemiological shift to chronic illness and patients' subsequent involvement in
decision-making throughout the course of illness, reappraisal in today's world is not
necessarily Limited to assessing prescribed treatments. Reappraisal now includes the
evaluation of the diagnosis, tests or procedures, follow-up care and the evaluation of the
physician's clinical knowledge (the content of the interaction) as well as their
interpersonal skills (the relationship). It is not uncommon for members to recount their
visit with the doctor to the list and ask for feedback about the medical idormation as well

as the interpersonal aspect of the visit. When Alexa wrote Women's-Cancer about her
bleeding after the cone biopsy a large proportion of her message was dedicated to
describing the interaction with her physician. She included an assessment of her
physician's clinical and interpersonal skills and asked the group to comment and, in this

59

instance, the advice offered by group members confhned Alexa's assessment of her
physician's clinical skills and behavior and reinforced her decision to seek a second
opinion.

The previous distinctions between rehearsal and reappraisal as described in acute
conditions begin to blur when considering chronic illness. The process of advice-seeking

is similar throughout the course of chronic illnessit consists of gathering information
before the visit (lay and medical howledge and what to ask the doctor), learning what to
do with the information (tips on impression management), and evaluating what happened
afterwards.

The Transmission of Culture: Patient-as-Consumer
An unmistakable attitude is present in the messages that group members send one

another. Intermingled with the website addresses and the first-hand accounts of surgeries
and chemotherapy treatments is the sense of empowerment that accompanies the

acquisition of valuable knowledge about illness, and at the heart of member's assertions
to 'be your own advocate' are the values of patient behavior embraced by the consumer
movement.

Kirowledge, Consumerism and Doctor-Patient ReZafrafrom

The patient's deference to the physician's special knowledge and authority is the basis of
the most commonly discussed version o f the doctor-patient relationship. In this scenario,
sometimes referred to as the patemalistida~1thoritarianmodel or the consensus model
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@W 1997;Emamel& Emanuel, 1992:Quill, 1983), the physician makes all care
and treatment decisions while the patient accepts these decisions and follows them
without question or objection (Hagland, 1996:25;Parsons, 1957/1985:153;Freidson,
1970:316-317;Sorenson, 1974:368; Strauss et al., 1982:978). In his discussion of
professional-client relations Greenwood (1966)provides an overview of the logic that
informs the classic view of the patient as passive and accepting of physician authority:

In a professional relationship. . .the professional dictates what is good or
evil for the client, who has no choice but to accede to professional
judgment. Here the premise is that, because he lacks the requisite
theoretical background, the client cannot diagnose his own needs or
discriminate among the range of possibilities for meeting them (1966: 12).
The taken-for-granted authority of medicine has faced several challenges in recent
decades. One such challenge is the change in predominant illness patterns from acute to
chronic illness and the requisite shift in focus from cure to management (Bury, 1997:99;
Wiener et. al., 1980:30). The effective management of chronic illness "requires the
sharing of ideas and the 'mutual expertise' of both doctors and patients'' (Gerhardt in
Bury, 1997:99).

The sharing of mutual expertise is especially important in a society where technical
medical knowledge has expanded in both breadth and depth. One of the consequences of
the information boom is that "the accumulation of medical knowledge and its resultant
splintering can make a particular physician a 'lay person' vis a vis the physician (or
technician) who is an expert in another specialization7'

et al., 1970:33).

Definitions of effective care in an age of burgeoning scientific information and the rise of
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chronic illness therefore ought to include the ill person as an active agent who is

involved in the decision-making process-as

someone who may be a usefbl source of

both experiential and technical knowledge.

Other relevant factors that weaken professional dominance include an increase in the
level public education and the introduction of technology (Haug in Freidson, 1984:4). In

the context of the present discussion, computers allow the lay person access to medical
knowledge that bas traditionally been intended for a professional audience. Public
knowledge of health and illness is increased through contact with formal medical
information as found in trade publications as well as through experiential knowledge-

the information and experience passed along by those who have lived with illness. As
Freidson (1984) summarizes:
(t)he experiential knowledge of the personal service professions,
which allowed their members to claim authority on the basis of more
comprehensive experience than any single lay person seeking help
for individual problems could possible have amassed, is similarly
threatened, These threats arise fkom an increase in consumers'
formal education, but more importantly, fiom the rise of special
consumer self-help groups and of 'indigenous' or- lower-level
paraprofessional workers. In the case of consumer groups, the
warnen's movement and associated women's health care groups are
especially prominent, but many self-help groups concerned with
particular disease, disabilities and other problems are also important.
Insofar as the members of such groups exchange information and
experience with each other, they can claim an extensive e m e n t i a l
knowledge that rivals the professional's (1984:s-6;emphasis added).
Through sharing medical and experiential knowledge on the Net, members of online
support groups may not only constitute an extended lay referral system but also may
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bring information to the medical encounter that is powerfid enough to seriously
undermine the previously taken for granted authority of the physician

The consumer movement is considered by many to be the most important driving force
behind the changing nature of the doctor-patient relationship (Bury, 1997:1 1; Haglaad,

1996;Hardey, 1999;Haug and Lavin, 1985;Lupton, 1997;Shur-Bilchilg 1996;Wiebe,
1999). Historians report that after World War IINorth America changed fiom a society

of production to one of consumption, and by the 1970s the consumer movement had
taken hold in health care (Bakq 1991:22;KarpS 1988:57-58;Lupton, 1997:373).
Medical consumerism refers to ''challenging the physician's ability to make unilateral
decisions-demanding a share in reaching closure on diagnosis and working out
treatment plans" (Haug and Lavin, 1983:16-17). 'Patients', now called 'consumers', are
not only encouraged to reject the paternalistic model of the doctor-patient relationship but
to actively seek another physician if their own does not measure up (Lupton, 1997:373).
Consumerism dictates that 'clients' require increased access to idormati~n--~~[t]
he
informed patient is the more successfil patient" (Hagland, 1996:30).

'Be Your Own Advocate '
'Be your own advocatey,a phrase cornmonly heard on both lists, represents the values of
patient as consumer. Being your own advocate means being actively involved in your
own care by gathering knowledge about your illness and related issues and being the
primary decision-maker-and

these actions rest upon your ability to be aggressive and

persistent. The quest to be involved in your own care is one that will in all likelihood be
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met with obstacles such as how to readily access information, understand your

research, and make yourself heard and taken seriously by the physician. In order to
gather the information that is required and then present yourself more effectively to your
physician, it is important to realize that you will probably have to be aggressive in order
to be heard and persistent in order to deal with any brush-offs.

The first step in becoming your own advocate is to become informed. Performing your
own research is important for several reasons that primarily stem from the truth in the

saying that 'knowledge is power'. Learning about your illness is empowering; it gives
you a sense of control in a situation in which it feels as though the rug has been pulled
out from underneath you. In light of the impact ofthe information boom on medicine

and the reality that physicians may easily be considered a 'lay person' about your
particular type of cancer, it is in your own best interests to do the legwork:
I am pretty adamant with fiends about being aggressive with their own
healthcare, but I feel just as strongly that the doctor/patient relationship
must be equally as aggressive. This disease requires so much knowledge
and effort to fight. As patients we are only a part of that fight--even
though it's OUR life we're fighting for! It's a partnership and for it to be
successfbl both doctor and patient have to put forth the effort. It just plain
sucks that there are some women who don't even bother. (h4ichelIe)

These role expectations are necessary because neither science nor medicine is perfect;
science does not always have the answers and physicians are human like everyone else-they make mistakes. The solution to the reality that medicine and physicians are fallible
is to be your own advocate. As a patient you have a right to demand, question and
challenge because it is 'your body, your life, and ultimately your responsibility'. The
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excepts below capture some ofthe primary reasons why group members feel it is not

only important, but necessary for a patient to take an active part in her own care:
There are a batch of people out there (physicians) who are semicompetent, a batch who should be shot, arid a batch who are really up to
date. It is a crapshoot and you have to be in charge. . But get a second
opinion. In this fin club you are the general, and you must DEMAM) the
very best for yourself and follow your gut instincts. (Maureen)
Sadly we have to entrust ourselves to this trial and error method of health
care, but remain optimistic, do some research and strongly challenge your
doctors regarding their treatments and why. Ask to see your records and
read them, making him explain what they say. The more you know,the
better the questions you'll ask and the more definitive answers the MDs
will have to provide. I do not plague my MDs with questions except when
I lcnow more test results are available and, prior to going in, I prepare a
list. ..and as I stated previously, I sometimes open the door to the exam
room and 'sneek' my records before the MD comes in. Never had a cross
word. No doubt they are busy with heavy patient loads, but it is your
money paying for his service. (Ed)
Although the advice Ed offers about what to do and how to go about doing it is more
specific than that provided by Maureen, both members clearly express the rationale

behind why it is acceptable to be your own advocate. Along with providing technical and
experiential knowledge about cancer the members of both groups offer advice about what
to do with that information once in the physician's office. Members not only suggest
what to ask and how to ask it, they justify why assertive behavior is reasonable given the

circumstances. 'Lay referral' on the lists therefore refers to the sharing of knowledge

about cancer that is often intertwined with values and attitudes about being your own
advocates role that contrasts sharply with the passive patient of years past.
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Much like the individuals on S W s (1997) Breast Cancer List, members of GeneralCancer and Women's-Cancer struggle with the empowerment and responsibility that
accompanies being an informed patient. Learning the details about your illness and its
possible treatments inevitably places listmembers in an awkward dilemma--the price of

gaining a sense ofcontrol is that you must then fkce the same uncertainty as your
physicians do about the science of medicine and your decisions. For some the
responsibility of being in charge is too much to bear in addition to the shock of having
cancer. In times when individuals feel they lack the strength to remain 'aggressive and
persistent', other group members step forward to provide encouragement and support:
Horror stories abound on this list (and others) about doctors who think
they are god (and patients who *let* them). However, empowerment isn't
something *you* can give to another wornan--each person has to go
through her (or his) own journey to find the strength to stick up for
themselves in the face of the ccexperts". Some people never find it, and I
think there are some people who do not *want* it--empowerment also
brings responsibility-and for some people, it is just so much easier to let
the ccexperts"make d l the decisions. We can only help others along their
journey by sharing our experiences with them. (Rachel)

-Maureen and Michelle express another sentiment common on the lists; the patient should
be the primary decision-maker and the physicians are assigned the role of advisor or

consultant. One of the main responsibilities of the team leader is to coordinate the lines
of communication among the various medical personnel. Wendy was diagnosed with
endometrial cancer and was scheduled for a hysterectomy when she took up the role of
team leader. Knowing that the other chronic conditions she lived with would impact and

be impacted by a major surgery and sensing a lack of concern from her physician(s)
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about the pcssibility of complications, Wendy 'went on the offensive' and researched

as much as she could about both her cancer and her other illnesses. She then met with
her primary care physician as well as her gynecologist, a couple of the specialists
involved in her care' and the anesthesiologist that would be present for her surgery. With
their help Wendy discovered that a particular type of anesthesia was most appropriate for

her situation and was able to convince her insurance provider to admit her to hospital the
day before surgery so she could be stabilized on her other medications. In response to an
inquiry from Carolyn, who was scheduled for a hysterectomy in a few weeks, Wendy had
this to say

My advice is to make sure all the docs on your case talk to each other--be
a pest! You are the only one who has the whole picture. Trust your
instincts when something doesn't seem right, Keep asking questions
(because) there may be solutions (like in my case) that may not be
discovered otherwise.
Wendy's story is used here as an example of how group members' firsthand experiences
with cancer are often the source of the justification for being your own advocate. In this

instance Wendy received care that she likely would not have obtained without assuming
the role of team leader and coordinating the various medical personnel who were part of

the team.

Further support for the presence of a consumerist approach to health care on the lists is
apparent in members' recognition that, at the heart of it all, the doctor-patient relationship
is a business relationship. As Ed commented earlier, when all is said and done the patient

is paying the physician for a service and therefore it is perfectly acceptable to challenge,
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question, and ask for copies of tests. What makes this course of action even more
acceptable, if not essential, is that unlike most other business transactions, when dealing
with illnesses like cancer the stakes are incredibly high. Jeanette's story is testimony to
how being informed, knowing what to ask and treating the doctor-patient relationship as
a business transaction paid off in that she was able to avoid having a hysterectomy:
There is a lot of 'miscommunication' in the medical community over gyncancen. I have yearly pap smears and had a fdeviaton' on one a couple of
years ago. The gyn who ran the test sent me a note that I needed to
contact him. After speaking to him I made an appointment with my gyn
who did a biopsy-

I received a screaming phone call fkom that doc the next day, telling me 1
had cervical cancer and needed an immediate hysterectomy- No grade,
nothing. When I demanded time for a second opinion,he told me that I
had no time. I fired him on the spot and got a refmal to a gyn-onc right
away.
He was a breath of fiesh air. He told me my grade and all my options and
how long I had to exercise them. He even offered a second opinion
referral. I went with him and had a LEEP (Loop Electrosurgical Excision
Procedure). I've been back to him twice for checkups and everything
looks good.
At times members, especially those belonging to Women's-Cancer, express ambivalence
- about their new role and its expectations. Besides being uncomfortable with the role as

primary decision-maker some women indicate feeling fiustrated that they cannot trust
their physicians to perform their jobs in a consistently competent manner. There is a
distinct and understandable unwillingness to reconcile the reality of living with cancer

and all that accompanies it with the awareness that physicians are both busy and fallible;
dealing with the chaos cancer introduces into one's life is stressful enough without

having to take a crash course in medicine on the side:
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A corollary anger was that I'm sick and tired of having to be so vigilant with
my health care. Can't these people get anything right? Do I always have
to be the one that correctsthem, researches the options and suggests
treatment plans, for crying out loud??! ! Can't we just trust them? What
happens to women who do trust them and don't ask questions?

AARRGHH! (Wendy)

A second source of unrest may stem f?om conflicting societal messages regarding role
expectations for patients and for women- Members of both groups express reluctance
about stepping outside the boundaries of the traditional role of the patient as a passive
actor in the doctor-patient relationship. Considering that the majority of listmembers are
30-70 year old North Americans it is likely they are struggling with the discomfort of

deliberately transgressing the accepted norms of patient behavior they learned while

growing up.

We are also living in times of ongoing struggle and negotiation over acceptable norms of
behavior for women- On Women's-Cancer the stereotype of the 'good little girl' is often
referred to. Even in Eght of the high stakes and a woman's desire to be her own advocate
the image of the good little girl is difficult to shake. In contrast to the assertive,
questioning and persistent contemporary woman diagnosed with cancer, the good little
girl is obedient, keeps quiet and does as she is told. She most certainly never conceives
of questioning the directives of her male physician. At the heart of the ambivalence
about the whether to be assertive or remain a good little girl is a recognition that being a
bad girl has the potential to upset the physician who, in spite of a woman's newfound
knowledge and feelings of empowerment, is still the person who holds the scalpel.
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Carolyn expresses this ambivalence and asks the group for suggestions on how to deal
with it:

I have a dilemma Everything I read tells me this operation goes well in
the hands of *experienced4surgeons. Although everything points to my
gyn-one as being the best (in my area), I still feel as though I should be
asking more questions. For example. I'd like to know how many radical
hystos this doctor has performed. I'd like to know what percentage of
complications he's experienced. I wouldn't mind taking to other patients.
BUT. I can't bring myself to ask these questions! This experience has
been such a juggernaut that I'm only now catching my breath. There is a
HUGE part of me that just wants to be a "good little girl". shut up, follow
directions and not alienate this person who's going to be rooting around in
my abdomen in a couple of weeks. Another part of me says. '0e an adult,
you have every right to ask these questions". . .but I have to admit, the
*larger* part whispers, ccshhhhhh".

How have each of you approached this?

Members of both lists often find it difficult, if not impossible, to talk about living with
cancer with those around them and attribute it to a general societal discomfort about
discussing cancer. The struggles and range of emotions that accompany living with a
stigmatized illness is discussed frequently on Women's-Cancer. Frustrated and
disheartened that many of the struggles they face cannot be discussed 'in polite
company', the women on the list embrace the opportunity to speak with others like
themselves and together create a place where finding a voice and telling their stories is
encouraged.

The most obvious benefit ofvirtual lay referral over Freidson's networks is the sheer
number of individuals who are available as resources. Even though the exchmge of
personal knowledge of the individual for in-depth knowledge of an illness appears to be a
tradeoff that members are willing make, concerted efforts are made to reduce the

anonymity imposed by the Net, as witnessed by strategies Like the creation of virtual
family albums. Conceptually speaking, lay 'referral' has transformed to include a process
of in-depth consultation and the transmission of a patient-as-consumer culture. Online
consultations include providing tips on where to find information, sharing the benefit of
personal experience, and learning what to ask the physician as well as how to ask it.

Because members share both medical and experiential knowledge within the group, the
definition of 'lay' knowledge is changing. Understanding how the work that members
conduct online is transforming the 'lay' aspect of lay referral is the focus of chapter 5.

Chapter 5

Bridging the Gap

Strauss et al. (1982)and Wiener et al. (1980)assert that patients' work is an important if
not essential activity' but their characterization maintains a boundary between the
patients' and physicians' realm of expertise. Though they do not use the term, their
assertions are necessarily constrained by the assumptions of the competence gap: "it is
ridiculous to deny that even with the best patient education there still remains in the
physician-patient relationship an unequal distribution of knowledge"

et al.,

1980:36). Under this model, patients' work and experiential knowledge do not threaten

the authority of the physician and the physician alone makes the important
care-related decisions.

In contrast, the results of online research work has the potential to rival the authority of
the medical professionals. Research work or infomation work is more than calling a
restaurant to check on menu options as Corbin and Strauss (1985) suggest (in chapter 2);
-

it is searching Medline and the National Cancer Institute (NCI) website to learn about
treatment protocols and then suggesting the best options to the physician. Collaborative
work is not merely confemng with hospital roommates about when to complain to a
nurse or which one to complain to-it

encompasses all of the activities that group

members engage in onIine. Collaborative work includes consulting with virtual others
about the best cancer websites and resources, sharing strategies on how to assess the

credibility of this online information, and eliciting advice from the voices of
experience about what to ask the physician and how to ask it.

As a result of logging on to the Net and accessing vast amounts of technical and

experiential knowledge about illness, members find themselves in a position to negotiate
how and when they will be involved in the decision-making process. The research work

that patients are conducting online can and does transfer into the consultation roomInternet sawy patients are blurring the distinctions between lay and expert knowledge

and in doing so are also bridging the competence gap.

After offering a sense ofthe role the Internet and research work plays in member's lives
and providing a brief overview of some of the various types of work that group members

take part in, the remainder of the chapter focuses on issues relating to members' research
work More specifically, I describe where members look for information on the Net,
what information fiom the various sources looks like, how they evaluate the quality of

the information they find, and how well members understand the h i t s of their labor. I
also discuss the value members place on different kinds of knowledge and discuss the
shifting boundary between lay and expert knowledge.

What work looks like
Members of both groups are overwhelmingly in favor of digging up as much information

as possible about their illness. Although members report reading print-based materials,
the Net in general and the list in particular appear to be the most commonly utilized
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resources for research work For some the work is incorporated into a person's daily
activities right from the time of diagnosis:

The dust settles after the Christmas holiday. I'm glad to be back in the
'real world' because, being so newly diagnosed, cancer is the 'real world'
for me right now. So, I've been researching the Net in between carols and
calls. (Carolyn)
It is impossible to know for certain how long Listmembers engage in research work but

there is ample evidence on both lists that,for some, it never ends. In response to an
ongoing discussion about a possible viral cause of uterine cancer Cheryl responds:

I have never heard this. I read everything (and still do) on uterine
(endometrial) cancer fiom the moment I was diagnosed two years ago.
Thanks for the link I will follow up on it.

After information is gathered the work continues-learning what to ask and how to ask it,
understanding the implications of test results, evaluating the quality of web-based
articles, and coordinating members of the team are all activities that are discussed in
consultation with lay others online during the processes of rehearsal and reappraisal.

--

Members therefore often comment that the list is their most important resource; it is
where every aspect of becoming your own advocate can be discussed and reinforced.

Coordinating communication among and the intentions of members of the health care
team may be considered a form of articulation work much like Wendy (in chapter 4)

performed before having a hysterectomy. The obvious difference between Wendy's
articulation work and that described by Strauss is that in Wendy's situation she is the
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team leader. In contrast to Strauss' definition in which the patient is involved in the
planning that occurs @er the physician has made the major decisions, Wendy is not only
responsible for the coordination of the professionals but she is involved in and makes
important decisions about her care.

In an attempt to make the best possible decision members indicate that sometimes the
network of individuals with whom they consult extends outside the list to include family,
fiends, and acquaintances- Individuals sometimes call physicians or cliics that
specialize in certain cancers or treatments and then assess whether the medical services
and expertise that are offered are appropriate for their situation:
My husband had surgery to remove glioblastoma multiforme firom his
brain. He's doing radiation now and we're researching chemo to get the
best recipe. We've sent scans to MD Anderson and Cedars-Sinai. We've
also sent the path report to fiends and relatives who know
doctors~onco~ogists.
We're getting very different recommendations fkom
different experts, which I think is good. (Sara)
The work Sara and her husband engage in not only includes making sure they understand
the medical knowledge they have gathered but also ensuring they are aware of the clinical

criteria that will allow them to evaluate the various opinions they will receive regarding
the most appropriate course of action.

Sources of medical knowledge
Suggestions for sites to visit on the Web are often the result of someone sharing a favorite
bookmark or performing a search on the topic of discussion and fonvarding the
information to the list. Ed, a longtime member of General-Cancer, routinely posts web

.
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site addresses on cancer-related topics. Judging from the frequency and volume of

these messages it appears that spending time on the Net searching for medical
information is a regular part of Ed's life. The abstracts and excerpts he forwards to the
group come fiom mailing lists distributed by organizations Like Meciscape as well as from
what I presume to be Ed's systematic searching of major sites. The website addresses that

Ed posts are primarily associated with reputable medical and educational establishments

and include technical medical information like recently published articies in the NEJM
(New England Journal of Medicine) or JAMA ( J o d of the American Medical
Association) as well as patient information fiom sites like CBS Healthwatch and
InteliHealth. Ed's personal preference for scientific information and his faith in the
biomedical perspective is reflected in his choice of sites; however, in this regard Ed is not
alone. The majority of websites posted to both groups endorse the biomedical view of
illness.

Members of Women's-Cancer also pass along favorite bookmarks and perform searches

for others on the list but do not have an 'Ed' who routinely surfs theNet for informationThey do, however, have Denise. Although Denise sometimes offers website addresses or
web-based materials that are relevant to group discussions, she is better known for her
access to standard print-based medical references. During one of the group's
conversations on human papilloma virus WV)
and cervical cancer Denise provided an
excerpt on 'Infections of the cervix' fiom 'Vnderstandiig Hormone Replacement
Therapy and the Menopausey', a book written by a 'Canadian expert on the subject'. She
later offered another passage fiom the same book in response to a group discussion of
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hormone replacement therapy and the risk of breast cancer. On another occasion
Denise answered Lydia's queries about hyperplasia and hypertrophy by providing
definitions from Stedman's Medical Dictionary and looked up Lydia's symptoms in the

Merck Manual and offered descriptions of possible diagnoses.

It is not unusual for members to specifically ask for Denise's assistance when they feel
technical medical information is the appropriate resource to refer to for a particular topic.

When a new member wrote the group and asked for hints on where to search for
information on vulva cancer Denise and her medical reference books immediately came
to mind:
Hey everyone, is the woman with all the great medical books still a
member of this List? She was certainly empowered! ! :-) Carmen, maybe
you could search through the archives for her posts and get the names of
her books. (Rachel)
Although Ed's resources are vir&ual and Denise's are print-based, both examples illustrate
how ontine support groups serve to facilitate the dissemination of medical knowledge to a
substantial audience of non-professionals.

Medical and Lay-Medical Knowledae
Medical practitioners have expressed concerns regarding the quality of medical
information available on the Net (Coiera, 1996: Eysenbach et al., 1999). With an

estimated 100 000 plus medical and health related sites on the Net reservations about the
quality of the information available online is no doubt valid in some instances; however,
members of both General-Cancer and Women's-Cancer primarily visit sites that are the
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property of institutions and organizations that are in the business of providing accurate
medical information

The majority of the medicine and health-related websites mentioned on the Lists are
designed to provide technical information for professionals and/or medical information
for the lay public. As expected, websites that provide technical medical information offer
materials that are of interest to a professional audience Like information on clinical trials,

abstracts of recently published articles, and the latest research breakthroughs. The scope
of topics covered f d s on a continuum fiom narrow to broad; some sites provide
information on a wide spectrum of potential medical problems while others deal
specifically with cancer or a particular type of cancer- Sites such as NEJM or IAMA are
strictly concerned with providing information, in this case in the form of online

professional periodicals. Others, like the MD Anderson or Sloan-Kette~gCancer
Centre sites, provide information for patients and professionals in addition to offering
services for patients like finding a doctor in a particular speciaity or making an
appointment online.

- -

Most of the professional websites and the 'technical-lay' websites mentioned on the lists

are maintained and sponsored by medical or academic institutions, professional medical
associations major health insurance providers, or pharmaceutical companies-either
alone or in combination with others. As a result of these filiations the information
provided on the sites is either written or reviewed by medical doctors and scientists
whose names and credentials appear on the site. Major players such as the Mayo Clinic
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and the NationaI Cancer Institute WCI) are expected to produce nothing less than high

quality products because they presumably would not risk their reputations by having
faulty or otherwise substandard work associated with their names-

Lay medical information is either offered concurrently on the same site as professional
information (Medscape/CBS Healthwatch) or may be the sole focus of the site
(Intelihealth). As mentioned above, the hosts, sponsors, and contributors are of credible
scientific backgrounds and although the writing style is not packed with technical jargon,
basic medical terminology is used and explained where appropriate. The degree of detail
varies by site, appealing to different levels of medical understanding fkom basic to
professional.

I use excerpts about cervical cancer to illustrate the different levels of information
available on the Net and what actions the information &om each site might enable a
patient to take. The Women's Cancer Network (WCN) provides some general
l
and relatively basic explanations of the available
information about c e ~ c acancer

treatments. Individuals accessing this site are taking part in information work as
described by Corbin and Strauss (1985). I envision a scenario in which a doctor has just
informed a woman that she has abnormal cells on her cervix and that she will be having
them treated with cryosurgery the following week The woman returns home and logs on
to the WCN website to learn about the surgery. In this instance, her access to 'lay'
information gives her a general idea about her illness and the surgery but does not place
her in a position to assess or evaluate her physician's diagnosis or therapy decisions:

Cryosurgery (a procedure that freezes and kills the abnormal cells on
the cervix)
In this procedure, a silver probe that has been cooled with liquid nitrogen
is placed against the cervix and causes a case of "frostbite7'. This fieezing
kills the outer layers of cells that are abnormal on the cervix. This
procedure also is performed in the doctor's office and usually no
anesthetic is necessary- The use of cryosurgery has declined in the United
States since the advent ofLEEP (Women's Cancer Network Gynecologic
Cancer Information, Cervical Cancer).

Lay-technical information can be found on like those for the British Columbia Cancer
Agency and the National Cancer Institute (NCI). In both instances the information is
written at a higher level ofdmculty and includes explanations of medical terminology
within the text. The information provided here is far more extensive and includes

discussions of anatomylphysiology, symptodsigns, etiology/risks, prevention,
diagnosis/screening/staging,interpretation of results, and treatment regimens. Laytechnical information is helpfil for a woman who has learned the results of her recent pap

smear indicate she has 'positive cells'. She enters the BC Cancer Agency site in order to
learn what this means:

-

.

Interpretation of Pap Smear Results
'Malignant or Positive Cells" -the phrase is applied to a smear which
contains cells having a malignant appearance. The patient will usually be
referred to a gynecologist for a colposcopic examination or a biopsy of the
cervix. Positive Pap smear results suggest "in situ carcinoma" or
"invasive carcinoma".
"In situ carcinoma" is a cancer that is confined to the epithelium (a
covering of the cervix). It has not invaded the surrounding tissue.
'7nvasive carcinoma" is cancer that has spread to neighboring tissue.

*Both will require treatment
(BC Cancer Agency, Patient and Public Information on Cervical Cancer).

Because the site contains details on interpretation, classification of abnormal cells and
staging of tumors as well as treatment protocols, she spends several hours following the
links within the site. She may write a message to her online Eends summarizing her
visit with the physician and subsequent research and inquiring as to whether they think
she has an accurate grasp of her situation and her options. As a result of her Net research
and the online consultations she learns that the treatment her physician has decided upon
does not follow the most recent guidelines. She schedules an appointment with her
physician in order to question him about his rationale for the treatment plan he has
chosen,

Alternately, before making the appointment with the physician she may enter the
professional section of the BC Cancer Agency website and read about current treatment
protocols:

The treatment of patients with Stage Ia and IIb -ours

is highly
individualized depending on various specific histologic and clinical
findings. Patients with turnour diameter O cm will be treated with either
radical surgery or primary radiotherapy. Radiotherapy usually involves
three after-loaded intracavity insertions followed by external radiation
treatment of the pelvic sidewall with centraI lead shield (split fields) (BC
Cancer Agency, Care Provider Information, Cancer Management Manual,
Carcinoma of the Cervix).
In either case, the woman is well informed about her illness and treatment options and is

in a position to take an active part in making decisions regarding her treatment. In the
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scenario in which she has read the professional information, the fact that her research
includes standard treatment protocols followed by medical institutions will likely
increases her leverage in the encounter with the physician.

The variety of information sources available on the Net empowers online group members
to become their own advocates. Because sites are written with varying degrees of
technical dEwlty it is conceivable that by referring back to lay or lay-technical sites an
individual could teach themselves to understand the information on the professional sites.

In a.ny case, the individual always has a number of group members with whom to confer
before she states her case to the physician.

Experiential Knowledge
Members often state that the most important source of experiential knowledge on the Net
is the members of Women's-Cancer and General-Cancer themselves. First-hand
experience is especially valued in regard to the various tests, procedures and treatments
that people with cancer undergo. In response to inquiries &om someone who is scheduled
for the very same test in the near fbture, members offer descriptive accounts about what

having a particular test entails. Valuable information includes suggestions like how to
prepare, how much pain to expect and strategies for coping with any discomfort, and
estimates on how long before a person can expect to return to regular activities. Practical
tips on what foods to eat or avoid after chemotherapy or radiation, and how to make the

car ride home after a hysterectomy as comfortable as possible are examples of
information that is best learned f?om having been there yourself Member's responses
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indicate that the descriptions that are offered about tests are helpll and advice is often
followed:
One more colonoscopy hint-hope this isn't too late. The worst part for
me (I've had three of them) is the aftereffect of the prep. I seem to get
severely dehydrated or something, so I feel so weak and miserable the
morning of the procedure- The last time, rather than just drinking broth
and jelb and the usual stuff; I loaded up on Gatorade. I drank TONSand because it replaces all the stuffyou lose, it helped a LOT.(Deirdre)

Hi all,
My colonoscopyfgastroscopy went very well Friday. . .The procedure was
pretty much identical to that described by Marissa. Thanks for taking the
time to go into .such thoughtiid detail! It helped a lot
And thank you to Deirdre, for suggesting the Gatorade. . .I used it and
didn't get that chilled sick feeling. (Stephanie)

Understanding and Usina Web Information
Members report encountering physicians who still adhere to the teachings of Hippocrates
and who prefer to withhold information firom their patients:

I wish they'd get OVER this. I have learned there ARE some people who
prefer not to hear details but, for me, any knowledge, even the scary kind,
is reassuring and much better than wondering what the heck is going to
happen They act like we don't have sense enough to know that
everybody is not alike and there are different stages, types, etc. (Tim)
Regardless of the doctor's reasons for wanting to control the flow of information, they

must prepare themselves for the reality that there now exists a population of patients who
not only have access to the Net but who also understand the information they find there.
Physicians will learn that withholding information from these patients is no longer an
option:
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Speaking of pap results I just got my results in the mail. . .negative. Part
of me is very relieved but the other part is asking, instead of sending me a
form letter telling me my pap was negative, why not send me a copy of the
report? Aren't we entitled to that since we are paying for it and aren't we
educated enough to read it and understand what it says? My doctors know
my history and I have asked them to please give me copies. Getting a
negative notice in the mail means nothing to me. (Erin)

Erin expresses a desire to be involved in her care in a manner that Strauss' conception of
work does not allow for. She does not view her work as ending with making the
appointment with the lab and showing up at the arranged time. Erin knows what
information is important to receive with regard to her Pap tests; she is aware from
personal experience that labs routinely report 'negative' when pap results show
inflammation or reparative changes. Erin does not want to read an edited version of her
results and listen to her physician's explanation ofhow she will proceed. What Erin does

want is the full lab report-and

she will be able to interpret it and appreciate its

implications, She will research suggestions for follow-up protocols, perhaps discuss them
with her cyberfiiends, and then present her plan to the physician From what I have

learned of Erin, if her physician remains firm in his attempts to fieeze her out of the
--information loop Erin will, in all likelihood, fire him and move on to someone with a less
paternalistic view of the doctor-patient relationship.

The listowners of both groups are insistent that any medical information or direct
quotations posted to the lists be properly referenced and members are very conscientious
about including citations for any verbatim information they post to the lists. In cases
where the information posted is not accompanied by references, the messages appear to
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be the result of the individual's personal experience combined with either their
research efforts and/or the explanations they receive from medical personnel involved in
their care.

How well an individual comprehends what they have read is reflected in how they
describe it to others-that

is, are they using terminology in an appropriate context and so

forth. This is not to say that a person has to be a gifted writer in order to relay the h i t s
of their labor to the list accurately. By their own admission not all group members are
accomplished writers or keyboarders and so deliberately make their messages short and
to the point; nonetheless, it is clear they understand the material they are writing about.

In the examples below I wish to draw attention to the fact that, contrary to doctor's
assertions that medical information is too complex for the lay public to appreciate
(Edeli, 1999; Freidson, 1975:123; Laine and Davidoe 1996: 152), individuals who
understand their Net research do exist,

Emma and her brother conducted extensive research into the treatments for bile duct
cancer (cholangiocarcinoma) for their Dad. In hopes that their efforts could benefit
someone in a similar situation, Emma submitted a detailed history of their research to
General-Cancer after their father died so it would be on record in the archives. In the
paragraph below Emma demonstrates an impressive level of comprehension regarding
the various treatment protocols that were available to her father. Note the unmistakable

influence of technical language in her use of slang like 'cholangio' and 'promising
numbers':
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My father had chemo for awhile. He had 5-RJ then switched to Gemzar.
Some studies have shown Gemzar to be more effective than 5-FUfor
cholangio, but only if not preceded by 5-FLT. So basically switching from
5-FU to Gemzar probably doesn't buy you much. The handfil of studies I
saw with more promising numbers included 5-FU or Gemzar in combo
with leucovorin. The leuwvorin significantly increases the length of time
the chemo binds to the cells.
On Women's-Cancer, Carolyn joins a conversation about the relationship between HPV

(humanpapilloma virus) and cervical cancer. Carolyn also has hepatitis C virus (HCV)
and on this occasion she shares the extensive knowledge she has gathered over the years
primarily for the benefit of another member who has HCV and recently learned she may

also have HPV:
Well, 'how do you know if you have it"? Most people don't know,
although it's estimated that at least 4 million Americans are infected with
HCV. This correlates with the statistic regarding HPV that I've heard:
that 60% of American women carry HPV,
What's important to know about HPV is that there are some 30 or 40
strands-and only a very few are considered high-risk for producing the
kind of changes in cervical cells that may lead to cancer. There is a new
DNA test for those high risk strains and, if I were told today I had
dysplasia and/or an abnormal pap, I'd ask for the HPV tea immediately.
In facf I might request the HPV test in the absence of suspicious cell
--change-just to rule that possibility out.

. . .Should people of a certain age be test for HCV? I don't how. Maybe
if you are tired a lot, have some bruising you can't explain, are Ml of
minor aches and pains that come and go with no regularity. Definitely if
you have elevated liver enzymes and routine blood tests. See, the problem
with chronic HCV is that it mimics the symptoms of a lot of other vague
diseases.
It's when chronic HCV moves into persistent chronic *active* HCV
(which is what I have) that you start to get really worried. It's said that up
to 700/0of people with the virus will move into this stage.

. . .Hope this is enough info for all, but if you have other questions, just
ask. I'm a veritable fount of knowledge on the HCV fkont.
. . .iucky me, :-(

The excerpts above are only a small sample of the knowIedge offered in the messages
posted by Emma and Carolyn. Both women combine the telling of their personal stories
with the medical knowledge they gained along the way and are arguably not only well

informed but capable of making important decisions.

Assessment Strategjes

Part of the work members engage in is the sharing of strategies that can be used to
evaluate the validity of a site like checking the credentials of the author, the host, and
sponsors, and looking for mention of any references used to write an article. Members

are aware of the importance of ensuring the information they read is accurate and to them
this generally means that it should originate from reputable medical or scientific
institutions. Cheryl reports back to the group after checking into a website article on
uterine cancer that was mentioned by another member
Went in to read this article plus I backtracked to the home page. The
following Iink will lead you to the author and his 'credentials'. You will
note that he is not trained in any medical specialties (note a mention of his
recent career as a taxi driver!), and if you go to his home page, you will
also see that he simply 'collects' information which he then rewrites for
his web site. I would discredit most of what he writes as he does not
provide precise sources. (Cheryl)
At other times members use the knowledge they have gained about their own illness as a

benchmark against which to evaluate the accuracy of information offered on a site:
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I checked out this web site, and it is quite thorough and well-balanced. I
did my usual 'acid test' of looking at the cervical cancer information since
now I am an unwilling 'expert' (or is that 'guinea pig'?) in that field.
(Natasha)
Members display a degree of reflexivity about the technical medical knowledge they
encounter-not

only do they comprehend their research but through it they come to

recognize the uncertainty inherent in medical science. Sometimes thoughtful discussions

about the nature of medical knowledge are initiated when a member shares how her
experience with cancer differs £?omhow the medical texts or personnel tell her it should
be. On many occasions these discussions begin when an individual shares a story about
how they were diagnosed with advanced cancer even though they had not experienced

any obvious symptoms, or had exhibited symptoms that did not appear on the 'master
list' and so were not taken seriously by their own physicians:

I am responding because I remember how surprised I was to read the 'risk
categories' for endometrial cancer. Since I was neither overweight nor
sixty-five years old nor post menopausal I really couldn't figure out 'Why
me?" How misleading those averages can be; instilling, in effect, a false
sense of security. (Lauren)

The take-home message firom discussions on the fallibility of medicine is twofold.
First, as Lauren observes, medical 'facts' and statistics can be misleading and
members must recognize that lists of symptoms and other such medical truths
should be viewed as guidelines only. Secondly, although statistics should be
viewed as guidelines they are nonetheless an important aspect of medicine and if
you want to understand technical information on clinical trials or the success rates
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of new treatment protocols it is in your best interests to learn what the numbers mean.

Individuals periodically forward references or website addresses that are helptl

in teaching group members about statistics. For example, sites like Intelihealth
provide a thorough account of the basics of statistics and how they are used in
cancer research (Intelihealth, 2000:Cancer Statistics). Perhaps the most popular

statistical references circulating on the Lists is an excerpt from Stephen Jay
Gould's 'The Median Isn't the Message' as provided on Steve Dunn's
CancerGuide. Even though there is no way of kuowing how well the membership
understands statistical information, the existence of these conversations attests to
a certain level of awareness about their importance and provides members
opportunities to learn how to interpret them.

Lav-Medical Continuum

Though not explicitly discussed by group members, an important part of patients' work is
determining what counts as valuable knowledge. Sometimes one type of information is
preferred over another and at other times a combination of sources is required in order to
address a topic to the satisfaction of the membership. In most situations it appears as
though group members utilize and share a combination of technical medical and
experiential knowledge in their consultations with one another. Often the formerly two
separate types of knowledge become intertwined in someone's retelling of their story to
the group. Online, the boundaries between fay and expert knowledge begin to blur and

that is why I speak of a lay-medical continuum of knowledge.
i
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Not surprisingly, information fiom the medical end ofthe continuum is used as the
primary resource when members want accurate information about clinical trials or
recently published studies pertaining to cancer causes or treatment. Standard medical
references like Stedman's Medical Dictionary and the Merck Manual are consulted on
topics where members need to learn about terminology or procedures that have been
defined or developed by the medical profession. For example, when members were
comparing notes on the staging of tumors and required an authoritative word on the
differences amongst various stages ofcancer it made sense to refer to a technical medical

source like the NCI (National Cancer Institute) website.

Medical information designed for the lay public is ofken consulted for more general
descriptions of particular types of cancer, much like that found on the WCN (Women's

Cancer Network) website. A member of Women's-Cancer wrote that she had undergone
a hysterectomy and was aware of which parts had been removed but became confbsed

after the recent discussions on the list and was wondering what the proper name for her
procedure is. After drawing on their own understandings of the various types of
hysterectomies, members awarded the final and deciding word was given to a excerpt

firom 'Radical Hysterectomy: A Guide to Patient Care' found on the University of
Washington, School of Medicine website.

An instance in which the experiential knowledge shared on the lists proved especially
insightfbl was on the topic of surgical menopause. When Wendy was unable to find any
substantial information either on the Net or in print she wrote the list about some of the
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changes she noriced after her hysterectomy. After recounting her symptoms and their
timeline, several women joined in the discussion-they too had similar experiences as
Wendy. Members repotted encountering the same symptoms, expressed difficulty in
finding information anywhere, and felt neither their Eamily nor their physician was taking

the situation seriously. The surgical menopause discussion is a perfect example of how
support groups serve to legitimize experiential knowledge; through their conversations
the women were able to learn about important implications of their surgery that do not
appear to be acknowledged by the medical experts:
Surgical menopause is *exactly* the kind of after-treatment issues I think

the sites should address. I know it's a major issue for me and other gyncancer fiends. I've seen practically nothing about it in the tidal wave of
menopause books that are coming out now. If anyone has found helpll
resources, let me know and I'll try to bring them together in an article for
the site. (Wendy)

I'm glad you brought up some of those symptoms. . .When you mentioned
the part about saying the same thing over and over again, I almost dragged
my husband and kids over to the computer to read it to show them it's
NOT JUST ME!! (Deidre)
Practically speaking., it is often impossible to extricate the purely experiential fiom the
medical because they are often combined into one during the recounting of a story:

"[l]ay knowledge may incorporate expert howledge but it was to be reinterpreted in
terms of the experience of everyday lifeyy(Davison et al. in Williams and Popay,
1994:122). The source of Carolyn's information about HPV and HCV is not always

clear. Do the statistics about the various strains and prevalence of HPV and HCV come
from her discussions with medical personnel or fkom her online research? Is her advice
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about when to seek a physician's opinion to individuals exhibiting symptoms ofHCV

infection informed by her personal experience or a websit-r

both?

The point to be made here is not that the exact sources of Carolyn's information could be

determined by asking her for her references and then dissecting her message, but rather
that the medical information individuals collect fkom the Net become incorporated into
their personal story of illness. Tips on when to be concerned about an active HCV
infection are told as part ofa story about the prevalence ofHCV and how it can be

transmitted. Strategies on how to negotiate the car ride home after a hysterectomy is
shared in the same breath as the medical rationale for performing a radical hysterectomy
for a certain stage aod type of cervical cancer- Members tell their stories without
necessarily privileging one form of knowing over another-both lay and medical systems
have something to offer and so the lcnowledge gained &om both systems are shared.

In one instance the members of Women's-Cancer formally articulate the vaiue they place
on combining medical and experiential knowledge. The 'site' Wendy refers to above is a
website that she created after her experience with endometrial (uterine) cancer. After her
initial diagnosis, Wendy's search for information about her cancer often times left her
frustrated; the information she located was sparse at besf but more often it was simply
nonexistent. Once past the most grueling part of her treatment she decided to make use

of all the research she had accumulated over the months. Wendy invited suggestions
fiom other listmembers regarding the types of information they felt would be most usefbl

to have on the site. The final product was a collaboration of experiential lcnowledge

with technical rnedicd informationr

When I fist started to conceive of this site (probably during my hysto
convalescence last year), I thought of it mostly as a comprehensive set of
links pointing to the best (cancer) resources on the web. Now I'm
b e g h h g to picture it also as having a distinct attitude, which will evolve
as we all contribute our unique knowledge won by experience. (Wendy)

***
The Internet is radically changing the nature of patients' work. Instead of being limited
to calling the lab to make an appointment, online group members perform various types
of work including sharing understandings about the results of clinical trials and offering
tips on how to evaiuate the credibility of Web resources- Because the Net has removed
obstacles to the access of technical medical information and serves as a place where
experiential knowledge about illness is legitimized, the boundary between lay and expert
howledge is beginning to blur. The Internet patient enters the consultation possessing
not only experiential knowledge that may or may not be acknowledged or respected by
the physician, but also brings with them a wealth of information that physicians cannot
dismiss so readily.

Chapter 6

'Talking About It9

I must admit I can't seem to get many answers about where research is
being done on gyn cancers. I would like to comment that I have not seen
anywhere on the Net about vulva cancer and that a woman can have her
ciitoris, vulva and lymph glands removed due to cancer.
I h o w that most of you have other problems and I am sorry if this is
disturbing to some of you but I am interested to hear what the other
women think. Please comment if you would rather not join in on this line.

I don 't have anywhere else to go. ram sony. (Carmen)

Post-colonialism in its most generalized fonn is the demand to speak
rather than being spoken for and to represent oneself rather than being
represented or, in the worse cases, rather than being effaced entirely. But
in postmodern times pressures on clinical practice, including the cost of
physicians' time and ever greater use of technologies, means less time for
patients to speak People then p a k elsewhere. The post-oolonial impulse
is acted out less in the clinic than in stories that members of the remission
society tell each other about their illnesses (Frank, 1995: 13; emphasis
added).

In previous chapters I described the knowledge and advice that ode

support group

members share with one another as well as the types of work that many people with
cancer engage in Beyond the list's ability to sene as an enormous resource of
knowledge, it is also valued as a place where individuals with cancer can share their
stories. 'Tallcing About It' is a term that members of Women's-Cancer use to describe
how and why women with gynecologic cancer are breaking the medical and social
silence surrounding their illness. Whether they are engaged in discussions taking place
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on the list or raising public awareness about gynecologic cancer, Talking About It is

work that many members of Women's-Cancer feel passionately about.

The opening quotations are illustrations of an aspect of 'being your own advocate' that

was not explicitly addressed in earlier sections; that is, how individuals living with
chronic illness are increasingly unwilling to continue to allow 'modernist medicine to
claim their body as its territory' (Frank, 2995: 10). The members of Women's-Cancer are

demanding their voices be heard and the 'miracle of the list' is making this possible.
Claiming one's voice can be achieved through the telling of stories; because a great deal
of the information posted on Women's-Cancer is transmitted through the sharing of
personal experiences, the list is a place where people with cancer can find that active
voice.

Although sharing one's story online is possible it does not occur in a vacuum-these
stories are not told entirely outside the influence of society:
The story that trumps all others in the modem period is the medical
narrative. The story told by the physician becomes the one against which
others are ultimately judged true or false, usefir1 or not (Frank, 19955).

Individuals are generally able to speak freely online about topics that they are unable to
offline; however, it does not mean the discussions are not informed by larger societal
discourses. For example, chapter 5 describes how medical knowledge is not the most
important source of information for every person in every instance; often experiential
knowledge is valued more highly and it is not uncommon for the two to become
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intertx6ned when recounted as part of an individual's story. On the list the medical
narrative is neither forgotten nor does it entirely lose its influence but it is presented as an
option, not as t&it

is only one way of viewing gynecologic cancer. For many

listmembers, medicine does not always have the answer they are looking for. In fact, the

shortcomings of medicine are identified and exposed as a driving force in the need to talk
about it; women on the list are working to construct an alternative to the medical
m t i v e of gynecologic cancer.

How it all began

Talking About It began shortly after Carmen joined Women's-Cancer- She was looking
for information on vulva cancer and searching for women with whom she could speak
about her experiences. Carmen was worried, as were others on the list, that an unwritten
social rule that things iike vulvas and sexual desire are not to be discussed in 'polite
company', would end discussion of these subjects on the list. Although the list was a

place where women did share very personal thoughts and struggles about living with
gynecologic cancer, Carmen's plea for a connection with other w o m n sparked the
conversation thread Taking About It. During the discussion that ensued, members
formally acknowledged the importance of fostering an environment in which women

could speak openly about their experiences.

From: Lauren
To: Women's-Cancer
Subject: Talking About It

When I &st subscribed to this list I had *lotsf of information on
endometrial cancer. I'd spent an entire month searching and reading fiom
all the major cancer sites on the web. What none of them could provide
was the perspective of women with cancer, that is, women 's stories.

The closest they came to emotional issues was a stereotypical statement
about a woman's perceived loss of "fernininif- I didn't tbink that having
my uterus and ovaries removed would have an effect on whether or not I
wore pink What 1wanted to know about was sexual desire.

To learn the ropes of how to use this list, I downloaded alI the message

from the past month. . .and there was a thread about s e d desire. What
started as a perfitly reasonable question ended in an explosion [Our list
moderator] nearly lost his head. The thread abruptly ended. Rest assured,
I never brought the subject up on this list.
Clearly the interests and perspectives of the List shift as the membership
changes, but even during my short tenure on this list I know that some
subjects are avoided or the writer can be dismissed (by other members).
I firmly believe that we can empower each other. I would hate to see this
list develop a philosophy whereby women who haven't 'korked out their
issues" should go figure out how to move on or take them elsewhere. Isn't
(figuring things out) what this list is about for many of us?
My guess is that it's easier to send a list member to [a website] than to
simply listen or ask questions about her experience especially when that
experience is unbearable.

I'm a writer. Rather, I should say, I was a writer. I can't think I have no
creative energy or ideas. I have no sexual energy or hunger. I have no
ovaries and I have no uterus. . .And there's no hyperlink for me to go to.
So, Carmen, I want to know. Lots of women tell their stones in great

detail- I'd like to hear yours. 1 want to know what your symptoms were.
I want to know how you were treated by your doctors. Did they take you
seriously? Did they do tests right away? Since I have yet to meet a helpfLl
nurse I'm especially curious about how the nurses treated you. Were you
treated at a major cancer center or more locally? How long were you in
hospital? How Iong did it take to recuperate? What were the challenges?

Do you have fiends or immediate family who provide any support?
Many of us don'tI invite you to tell us everything-verything
that you want to tell. I want
you to know that there are women here who care deeply about y o u story
and stand ready to listen to your anger.

Several women encouraged Carmen to speak freely to the group. Lauren's response
reveals the primary reason why Taiking About It is so important; for her situation,
concerns, and needs, there is nothing 'out there' for her-there

is 'no hyperlink to go to'.

The benefits of the list extend beyond the wonder of information and technology to
include women's experiences; having a place to speak and be heard is invaluable.
Lauren's message contains many of the themes that arose during discussions of Talking
About It: the societal stigma and censorship that surrounds topics related to gynecologic

cancers; the need for women to tell their stories as well as to listen to the stories of others;
and a desire to make Women's-Cancer a safe place where this can happen. Talking

About It often begins as something a woman feels she must do for herself. Sometimes,
after experiencing the 'miracle of the list', Talking About It becomes something she does
for other women, either by remaining as a member of the group in order to help
newcomers along or by becoming involved in efforts to increase public awareness about
gynecologic cancer.

Why Talk About It?

The terms 'disruptive moments' and 'biographical disruptions' refer to "existential crises,
especially those associated with the onset of serious illness" (Bury, 1997:44). The
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construction of narrative-r

storytelling-is

a means by which people attempt to

deal with chronic illness and 'rework' one's identity (Bury, 1997:136): ''the self is being

fonnd in what is told" (Fm& 199555; emphasis in original). In the most basic sense,
the answer to 'why talk about it?' is that women with gynecologic cancer are conveying
the need to give meaning to their experience in the same manner that individuals with
other chronic illnesses do. The members of Women's-Cancer frequently comment on the
social silence that surrounds their illness. They believe the silence is detrimental to
women's well being and long to find others who will listen and understand. The telling
of stories is an activity that had thus far been unavailable to t h e w n t i l they found the
list,

Doctor 's Attitudes

W h y do the women experience such a strong desire to talk? Members describe
undesirable attitudes that physicians hold about women and gynecologic cancer as one of
the main reasons for speaking out. They recount instances in which physicians
repeatedly brushed their concerns aside only to later learn their symptoms were indicative
of cancer growing inside their bodies. Given the numbers of women who could attest to
such an experience, it is apparent to group members that physicians do not take women's
symptoms seriousIy,

When Carmen initiallyjoined Women's-Cancer looking for information about her illness
she was not only unable to find what she was looking for but was also somewhat unsure
how to go about finding it. At first some of the women expressed reservations about
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Carmen and her possible reason(s) for joining the list but their wariness disappeared
immediately after one oftbe members pointed out that by constructing her messages in
all capitals Carmen was, in fkct, YELLING at them. Over time, and often at the request

of group members, Carmen revealed the details of her story and not only did List members
provide her with assistance in locating Net resources, they also sewed as a sounding
board for her ideas about awareness and education,

The group learned how, despite Carmen's high-risk medical history, lumps oa and around
her vulva were not investigated (ignored) by several GPs and gynecologists. Nearly two
years later, at Carmen's insistence,the lumps were finally biopsied aad she was told she
had cancer and needed an immediate radical vuIvectomy (removal of the vulva, clitoris,
lymph glands). Over the months I was on the list Carmen kept the group updated about

the lawsuit she had pending against her physicians. One day she wrote about a wall she

had encountered-her

lawyers told her she did not have a strong enough case to continue

to pursue the litigation. Carmen was frustrated and angry. Several women wrote
messages of comtbrt and encouragement; one of them was JoAnn:

Carmen. . .it's got to be a difficult thing to let go when they basically
ignored you for all those months. Probably felt like THEY didn't care
enough of the consequences to YOU one way or another.
Still, you have already begun the war, and won a few battles, all on your
own- You've crossed the countryside helping spread the word on this
most hideous disease. You've opened the closet doors and let the world
in. Make no mistake--it's quite possible you have already saved
someone's life.
Soldier on.
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JoAnn mentions a sentiment expressed by women on the list, namely that physicians
involved in their case ignored important symptoms and doctors in general (THEY)do not
take women's concerns as seriously as they could and should.

Eve, like many women in the group, shared her story of 'ignored symptoms'. Much of
the information in official circulation regarding cervical and uterine cancers focus on the
scientific fact that these diseases are slow-growing and are therefore usually detected
early. Eve's symptoms were consistent with cancer and although she was not 'ignored'
by her physician for a long period of time, when she was finally diagnosed she was
informed she had an aggressive form of uterine cancer. Eve's experience runs counter to

the medical narrative of these gynecologic cancers and is one of many stories that
contributed to what became known as 'the early detection myth' on the list. As Eve
herself observes somewhat dryly, "so much for getting it resolved early.. .no can do if
mds will not take our symptoms seriousiy7'-

me hysterectomy-equuls-cureworldview
Included under the umbrella of undesirable physician attitudes is the hysterectomyequals-cure worldview that is presented by medicine and accepted as truth by the rest of
society. Not only do the women describe a feeling a certain nonchalance emanating from
their physicians about the significance of any potential symptoms of cancer that they may
report during a visit, many observe how this attitude spills over into medical and societal
attitudes about the consequences of gynecologic cancer- The 'hysterectomy-equals-cure'
worldview is apparent in the words and actions of physicians, family and fiends; once a
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woman's uterus is removed the cancer is considered cured, the experience is over,
and there is nothing left to talk about. It is time for her to move on.

It is important to explain that in this context I use the tern 'hysterectomy' as a literary

convenience and because it is the surgical procedure described most frequently on the
list- Based on the women's experiences it represents the removal of any number of
organs and tissues &ected by cancer including the uterus, ovaries, ce*

vulva, and

clitoris. The hysterectomy-equals-cure myth closes off discussion and effectively
silences the voices of women who live with the emotional, psychological, and physical
aftereffects of the surgery. The medical narrative of gynecologic a c e r does not
represent the experience of the women who live with the aftermath and the L
a
i allows for
this discrepancy to be brought to light-

Audrey recounts a disheartening exchange she experienced at a conference held at a

cancer research hospital. Her inquhy about current research projects on gynecoIogic
cancer was directed to a department head whose response was that-research was being
conducted on diagnosis but not on cure because 'once you've had a hysterectomy you're
considered cured". Members confbmed that the department head's attitude is commonly
encountered when visiting with one's own physician.

Labeling a hysterectomy as a 'cure' instead of a 'treatment' concerns Women' s-Cancer
members for several reasons. First, it downplays the lasting effects that removal of a
uterus has on many women's sense of self and sanctions the 'once it's out it's over'
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attitude leaving women with unresolved feelings, w e t needs, and no socially
acceptable way of meeting them- Neither medicine nor society makes any space for their
stories to be heard- In additioq f~lingto hear and recognize the impact cancer has on a
woman's sense of self reinforcesthe historical relationship between women and medicine
in which women's sexuaVreproductive body parts are viewed as disposable.

The hysterectomy-equals-cure myth ultimately allows the medical narrative of
gynecologic cancer to remain the trump card and, as a result, options for helping women
that run counter to or exist outside of the medicd profession are not explored. By
considering surgery curative and subsequently ignoring its impact on women's lives, the
development of other forms of treatment that may be considered more acceptable by the
women who experience them firsthand will not be found. The perseverance of this
attitude in the medical profession is attributed to the fact that the majority of physicians
the women wrote about were male; the discussions often took on an unmistakably
gendered tone. Janice speaks of her pre-surgery conversation with her own physician
who assured her the hysterectomy would 'cure' h e r '3 sure don't feel very cured. I think
he needs to be transposed to a female body before he'll ever understand". Audrey agrees
with Janice's assessment and suggests that 'lilt's doctors with an attitude that give you

hope there is reincarnation and they will pay for their deeds in the next life as a woman".

Because the medical profession still enjoys a relatively powerfbl position in our society
the hysterectomy-quals-cure myth finds its way into mainstream thinking. Much to the
dismay of the members of Women's-Cancer they find 'once it's out it's over' playing out
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in their personal relationships. Janice posts a message describing the tension she is
experiencing as a result of her Wends and family who firmly suggest she stop spending
-

time on the computer and 'get on with her life'. Janice confides that she values being
able to talk with other women who understand what she is going through; her experience

of cancer did not end with the removal of her uterus. Erin, one of many women on the
list who also had a hysterectomy responds:
My sister often suggests I should get off this List because I spend too much
time on the computer and she thinks it keeps my mind on things. It is
great therapy for me--where else am I able to discuss my feelings? It's
the only place I still get to complain since everyone else considers this
over and done with, (EM)
-

Yet again the desire to talk about living with cancer is expressed as a need that continues
long after treatment, and many women are gratefbl the list is a place where they can do
SO.

stigma

The term stigma originally referred to '%bodilys i p designed to expose something
unusual and bad about the moral status of the signifier" (Goffman, 1963:1). Frank (1991)
describes cancer as a stigmatized illness that is often visible and is most easily recognized
by the physical manifestations of chemotherapy and radiation--the Loss of hair. Cancer is

believed to "represent(s) a defect in the ill person's identity" (Frank, 1991:95); these
individuals are somehow 'less' than others (Goffman., 1961:3). One explanation that is

used to rationalize passing moral judgment on a stigmatized individual is called the Tust
world' hypothesis (Bloom and Kessler, 1994: 120; Fife and Wright, 200052). This
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justification states that the ill person is deserving of their illness because of a basic

flaw in their character, as in the case of the Lifetime smoker who is diagnosed with lung
cancer. Cues about the moral worthiness of individuals with cancer are reinforced by
various social structures like the media and are subsequently internalized. The process of
passing judgment disappears; the ill person is considered 'naturally' deserving of their
inferior status.

Stigma in cancer patients' face-to-face interactions creates ambiguity-individuals

do not

know what to say or how to ad. This ambiguity creates another layer of unease, leading

to physical and/or psychological withdrawal by individuals within the ill person's social
circle (Bloom and Kessler, 1994:120). A process similar to withdrawal occurs on a
societal level, as illustrated in instances where stigmatized individuals are isolated,
quarantined, or by other means cut off fiom the rest of society- Through these actions
'Yhe stigmatized person, and therefore the problem, is distanced, disempowered, excluded

or othenwise controlled by the stigmatize? (Gilmore and Somerville, 1994:1342). In
effect, wearing a stigmatized illness means losing your voice, both as an individual and as

a collective group of Others. There is nowhere for stigmatized persons to t&

and

nobody to listen to them.

Although women with gynecologic cancer may undergo radiation or chemotherapy and
for a period of time experience the stigma accompanying the loss of hair, for others

membership to the society of cancer survivors is not based on any physically detectable
clues. Often surgical treatments like hysterectomies and vulvectomies are not outwardly
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visible; women who have undergone such surgeries could easily pass as 'normals7

(Goffman, 1961). Yet many members of Women's-Cancer choose to 'wear their illness'.
They make a very deliberate decision to aclcnowledge their illness publicly with the intent
of breaking the silence surrounding gynecologic cancer.

Some of the members of Women's-Cancer believe society's reluctance to hear their
stories is in large part due to the type of cancer they are diagnosed with while others
believe stigma surrounds cancers of all types:
I think people are not reluctant to talk about female cancers, they're
reluctant to talk about *all* cancers- Most people don't want to *think*
about cancer, let alone talk about it. (Erin)
Many times the people who are reluctant to talk about gynecologic cancers are those
closest to the women, and in these instances the only avenue for discussion is the list:
When I was misdiagnosed my husband refused to talk about it either. I
know what you mean about feeling close to people on this list-1 do also.
I don't h o w how I would have made it without my cybefiends. (Natalie)

Whether the stigma is attached to caucer or specific gynecologic cancers, the result is the
same-the

women are unable to find a way to tell their stories. Numerous messages

expressing gratitude for the list's existence were written during my time on Women's-

Cancer. The members are gratefbl for the wealth of information, the ability to speak
freely, and the privilege of hearing and learning £Tom other's stories. The women also
engage in other activities they believe to be effective in combating stigma including
efforts at changing the moral discourse surrounding gynecologic cancer and breaking the

social silence by working to increase public awareness.
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The strong relationship between the presence of human papilloma virus (HPV)and
cervical cancer prompts numerous discussions on the list about the moral dimensions of

cancer. Women struggle with feelings of guilt and shame that accompany the
confirmation of contracting a sexually transmitted virus that is implicated in their cancer.

Attaching a m o d dimension to c e ~ cancer
d
is a view that was both initiated and
propagated by the medical profession; a view, incidentally, that those within as well as
outside of the profession have criticized (Hyde, 2000:222).

Some women avoid discussing the issue of viral transmission with their significant
others &aid that digging too deeply into the sexual history of either partner will
necessarily result in unwanted conflict in the relationship. Others, like Carolyn, provide
logical arguments for why they choose not to dwell on issues of blame and its supposed
reflection of one's integrity:
It is true that HE?V(human papilloma virus) is an STD (sexually
transmitted disease). But,let's get real here; there's a continuum of sexual
activity on the part of human beings-fkom first love/life-long monogamy
to outright promiscuity. Most of us fall somewhere in the middle.
Perhaps we've had more than one bofiend, more than one marriage,
more than one infatuation. So what?!

E60% of American women are infected with one strain of this virus, it's a
bit ubiquitous, isn't it? Sort of Like the common cold. With those kind of
numbers I think we can chalk the little HPV virii down to just one more
microbe attempting to make our bodies into a cozy little house. (Carolyn)
By refusing to accept the moral discourse surrounding cervical cancer Carolyn is

attempting to remove an obstacle that prevents women's voices from being heard.
Reframing the illness as one in which the supposed cause is ubiquitous makes it difficult
to single out a particular type of person or a specific flaw in moral character.
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Constructing an alternative narrative of cervical cancer may begin to erase the sense
ofstigma many women feel about having cancer and help them justify their right to an
-

active voice.

Carmen's involvement with women around the globe who have cancer of the vulva has
exposed her to the effects ofthe stigma By speaking to other women with vulva cancer
Carmen finds affirmation that it is indeed time to start talking about it; it is time to end
the suffering that accompanies the stigma and the silence. The closing statement of the
message below reveals the high personal cost of enduring years of lack of recognition of

and indifference to the pain and anger she experiences daily. Yet in her loss Carmen
fmds her voice-a

voice that is no longer afhid to challenge the medical and societal

discourses surrounding vulva cancer. It is a voice she hopes will be strong enough and

ioud enough to help others.
I h o w just about everything about vulva cancer and I h o w other women
who have also experienced this that wish me to pursue this problem
further. It is time for this issue to come out into the open.
Some ofthese women have had it done (vulvectomy) 20 yeus ago and are
over the moon that they have found someone who is willing to speak to
them about it- Some (since writing to me are NOW going thru grief
counselling) were too scared to discuss it with other people. Some tell
their families that they have had a hysterectomy to save the shame of
losing their clitoris, vulva and lymph glands. What exactly is the shame
these women are hiding fkom?
Now it seems to me that people who read what I have to say seem to think
I am a little odd talking about this subject, however. . .I am more than
willing to be the world leader in dealing with this issue if only someone
will listen.

SOMEONE HAS TO DO IT.
I haw nothing left to lose.
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If"[r]esisting stigmatization requires more than individual will'' (F&

1991: 96)

and medicine does not support organizations that exist to help ill persons, people must

find places to speak where others can not only hear them but join in their efforts at
resistance. Although Camen is remarkably driven and executes many of her activist
projects by herseIf: she invites women around the world to join her-and

many do. Not

everyone on the List is comfortable speaking about their cancer publicly, nonetheless, they
are supportive of women who are and do. On Women's-Cancer resisting stigma does not
necessarily mean everyone has to speak but those who do know they have many
supporters--they are not alone. Colleen told Camen that although she is not yet ready to
'get on a box and announce mer illness] to the world' she feels it is

a real shame that women aren't able to discuss this amongst themselves. I
would think that women would be looking for a place to come and share
and for a way to vent and maybe even have an impact on changing
things-and by doing so can have the safety of a group. - .
Anyway, you have my support and I do admire your courageous actions. I
just wish for the sake of my daughter and her Wends that things would
change a littl+that's all.

Future Generationsand the Hope for a Cure
Carmen,
At least I haven't had to deal with the loss of my clitoris and vulva and I
think any woman who has, and especially one who has due in no small
part to some physicians' (AND society's) lack of concern and subsequent
mistreatment of women,has the RIGHT to share this in this forum. I, for
one, am so gratefid that you have the guts to do this. Fumre generations
will thankyou.

Untilwe can talkabout these things, cures will nor befd.
Women like you have suffered enough. You talk on. We will listen.
(Andrea)
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I feel in many ways I am oddly forhmate that my g j p made such an obvious
mistake. It enabled me to a d y have attorneys listen to me. If1 can
make one person listen to me and take notice of the way doctors do not
listen and pay attention to our symptoms, it was worth it.

If1 can bring the hct that labs are missing cancer cells every day to one
person's attention., it was worth it. I would love to have it written up in the
newspaper and stir up hundreds of phone calls &om women concerned
about their own paps. They should be concerned. (Erin)
Members of Women's-Cancer express a very strong desire to help others. They hope that
by sharing their stories they can save others f?om experiencing the same pain and believe

that only by talking about it will the silence surrounding gynecologic cancer be filled and
alternatives to the medical narrative expf ored. Taking About It is work that must be
done so that future generations of women will not endure the experience of cancer alone
and so that a 'real' cure may be found. Members believe that in order to achieve this goal
the list must remain a safe place where women can come to share their stories and learn

from the struggles ofthose who came before them-

The desire to help others is cited as a primary reason for staying on the list, even after the

immediacy of researching treatment options and follow-up care has begun to wane.
Hi Erin,
Congratulations on your good health and fantastic recovery. It's so good to
hear the good news, and I hope that more women will stay on to share
with the others, It helps Light the tunnel for those that are stdl wading
through this mess.
I, too, have trouble staying away from the computer. But every time I
come back to this list, I always learn something about the struggle, and the
amazing strength and courage emanating through cyberspace. (Holly)
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Hi JiII,
I'm glad you are staying on the list. I, too, had a test that showed clear
margins and still have to back for follow-up every thne months. . .but I
stay on the list because I feel close to everyone and I feel that maybe by
.sharing my story with others I can be of help and encouragement and give
back some of what was given to me. (Natalie)
It is impossible to h o w how long women remain active about gynecologic cancer either

on the list or in their face-to-face lives, but during my time on the List it seemed as though

at any given moment several voices of experience remained online to help assist the
newcomers. The members feel, as Carmen does, that it is time womexz stopped suffering

in silence-'someone

has to do it'-and

so they do.

How do Members Talk About It?
It seemed appropriate that Carmen's story be highlighted in this chapter both because her

e R i s to spread the word on gynecologic cancer provide several examples of different

forms of activism and because the Taking About It thread grew fiom one of her
inquiries; however¶as central a role as Camen plays on Women's-Cancer, there are other
women on the list who find and express their voice in their own way. In describing how
members become involved in the more public aspect of Talking About It, I continue to
share Carmen's activities but also include examples of how other women joined in the
quest to increase public awareness about gynecologic cancer.

An earlier message written by JoAnn alluded to Carmen's efforts to talk with other
women as well as to promote education about gynecologic cancers. Over the course of
several months Carmen kept the group informed of her struggles to raise awareness about
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vulva cancer. Her accomplishments in a relatively short span of time are many and

include: placing ads in newspapers and women's magazines in order to reach out to

women who have been diagnosed with vulva cancer; providing support for women either
in face-to-face meetings or by e-mail and by fonning an official support network for
women with gynecologic cancer. Camen also speaks publicly about her experience with

cancer, she appears on television and radio programs and accepts interviews f?um
newspapers and magazines. Recently she traveled to a foreign country to share her
expertise with a well-known author writing a new book on women's health. One of her
more ambitious efforts is coordinating a lobby effort directed at her national government.
Below is an excerpt f?om her call for support inencouraging the government to declare a

National Gynecology Awareness Day:
We hear about the bonding that occurs with the breast cancer women and
how powerful they have become. I feel that it is time for the women with
gynecological cancers to follow suit.
We need to know more. It makes me ask the question 'What is the silence
of the gynecological area" and how does one try to break down these
barriers in society?
It is time to confront these isslres. . .I ask for you to do this not only for
yourselves but for your mothers, sisters and daughters. More research,
fUnding, and education is needed in this area.

Shortly after my arrival on the Iist a popular television talk show devoted an hour to
discussing the topic ofhysterectomies. Because the show was about hysterectomies and
not cancer' a very small portion of the total program spoke directly about the surgery as a
treatment for gynecologic cancer. The small amount of airtime given to gynecologic
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cancer did not prevent members of the group fiom questioning the accuracy of the
information provided by the medical doctor who appeared on the show:

I did find it interesting when the doctor mentioned that pap smears catch
the cancer early- Since I was diagnosed I have heard fiom so many
women who went faithfuIly for their paps and still ended up with l b
cervical cancer or worse. Usually it was because the pap was misread.
@am)

I don't participate much but I felt the need to put my two cents in on this
one. It makes me angry, too, whenever I hear how great the Pap is for
early detection of cervical cancer. If it is so great then how did I end up
with cancer resulting in a hysterectomy? Either someone made a mistake
in reading the results or the test isn't so great. (Carrie)
Informed by their collective experiential knowledge that seemingly contradicted the
medical facts supplied by the physician, members wrote en masse (by email, of course) to
the talk show, challenging the expert's statements about the early detection myth and
requesting that a show on gynecologic cancers be considered in the future.

Although writing to the talk show did not result in a program on gynecologic cancer, it
did seem to inspire a series of letter-writing campaigns over the ensuing few months.
One member shared a draft a letter she composed about the symptoms of cervical cancer

and where to look for information. After the group's suggestions were incorporated and a

final draft was written, the letter was sent off to Ann Landers and Dear Abby with dozens
of member's names attached to it.

Laura shared her experience with cancer in a letter to a local paper so that she could
acknowledge the excellent care she received during her treatment and inform women
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about the importance of early diagnosis. On two other occasions women forwarded
intbrmation fkom websites they had visited to the group. Upon confirmation by group
members that the informationprovided was either inaccurate or in some way misleading,
Letters were sent to the websites requesting they make the appropriate corredions.

Members of Women's-Cancer discovered that the list is a place where they can tell their
stories of living with gynecologic cancer-Finding their voice not only allows women to
make sense of the biographical disruption inflicted by cancer, it also pennits them to
collectively resist medical narratives o c and the stigma surrounding, their illness. Of
interest to the continuing debate surrounding the value of computer mediated
communication is how, as a result of their interactions with members of the group, many

women were encouraged and inspired to become involved in public awareness and
activism regarding gynecologic cancer.

Chapter 7

Conciusions
Discussion
In his writings about the lay referral network Freidson (1970) observed: 'lt]he problem

for analysis that confkonts us now is to understand better how the medical system comes
to be brought to bear on the layman, the degree to which it shapes the meaning of his
illness, and the degree to which it, in turn, is shaped by the responses of the layman"
(1970:279). With the introduction of the Internet it is especially important to investigate

and understand the latter, today's patient has the potential to influence the medical
system in a far greater capacity than by how often they utilize which services.

Challenging the physician's authority within the doctor-patient relationship is one
strategy patients can use to shape the system.

In Waitzlcin's (1979) investigation into how micro-level interactions reproduce macrolevel structures of dominance and oppression, he discovered that the doctor-patient
relationship ccsupportsthe role of science as a form of domination under advanced
capitalism" (606). Physicians reproduce medical dominance during the consultation by
discounting any theories about health and illness that fidl outside the explanations
provided by the western biomedical model, using jargon,and withholding information
fiom the patient. The latter two strategies in particular make the content of discussion
inaccessible to the patient and serve to reproduce hierarchies and the 'subordination to
expert authority' (1979:606). Waitzkin identifies the 'dernystification process' as a
crucial step in altering the dynamics ofthe doctor-patient relationship. My research
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illustrates how the combination of self-help groups and the Internet effectively work
together in the process of demystification

The Internet is not only a tool that facilitates the dissemination of knowledge about
illness by eliminating the issue of access but also h c t i o n s as a social space in which
values and attitudes about the patient-as-consumer can be created and transmitted.
Perhaps more importantly, the i n f o d o n and values that are shared in cyberspace do
not remain there. Empowered by their knowledge and comforted by the group's views of
the role of the patient, members use their newfound howledge, skills, and confidence to

effect change in their face-to-face lives, most notably in their interactions with their
physicians. Armed with knowledge and the belief that they should be involved in their

care, patients are challenging the taken-for-granted authority of the physician-and

the

competence gap is narrowing. Practically speaking, not every individual possesses the

resources or abilities required to access and understand complex information about illness
or wants to be involved in the decision-making process; however, for patients like Wendy
and Carolyn, the competence gap may disappear and the dynamics-ofthe doctor-patient
relationship will have to adapt accordingly.

Much like the individual who deals with their illness on a daily basis and so accumulates

a wealth of invaluable experiential knowledge, the physician who sees hundreds of
women with gynecofogic cancer in any given month accumulates an abundance of
clinical knowledge that is equally as valuable. In the c o d t a t i o n , both doctor and
patient possess their own set of experiential knowledgmne clinical, the other
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personal-which

informs their interpretation of any pertinent technical knowledge. If

the 'technical knowledge' trump card were essentially eliminated, doctor and patient
would be left to negotiate the terms oftreatment on more equal footing, increasing the
possibility that both the physician's and patient's explanatory models will be considered
when deciding on a course of action.

Other ways the public can influence the medical system include using the Net as a space

in which to negotiate what counts as credible knowledge, and taking advantage of the
Net's vast audience in order to spread messages of public awareness about illness and to
organize activist events. Like their face-to-face counterparts, online groups legitimize lay
knowledge and make the creation of alternatives to the hysterectomy-equals-cure and
other medical narratives possible. Historically lay knowledge has not been able to
significantlythreaten the authority of professionals; however, in recent years lay activism

in areas of public and environmental health has challenged the dominance of the medical
profession in two ways. Lay knowledge provides an eptnemoiogicai challenge to

medical knowledge because it challenges the 'objectivity' of medical knowledge by
questioning whether it is in fact truly impartial with respect to other foms of knowledge

and whether objectification allows for a 'proper understanding' of health problems
(Williams and Popay, 1994:120). Scientists and professionals frnd that lay knowledge
about illness, because it is 'subjective and often highly coherent', is difficult to dismiss.

Williams and Popay (1994) suggest that lay knowledge potentially offers apoIiticaZ
challenge to expert knowledge because it challenges ''the authority of professionals to
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determine the way in which problems are defined in the policy arena'' (120). They
comment that thus far lay knowledge has been largely unsuccessful at posing a direct
political challenge to medicine bezause lay knowledge about illness often remains
contained in the private sphere of the home or cliic. In recent years, however, there has

been growing publicity surrounding environmental contamination as causes of illness and
the role of the lay populace in bringing these issues to light (Popay and Williams, 1996;
Schumacher, 1998; Williams and Popay, 1994). The Net has demonstrated the capacity
to rally widespread support for a variety of social and political causes fkom health care
reform to gun control and, combined with the validation of lay knowledge about illness
that is occurring online' the Net may allow patients to launch a serious political challenge

to expert knowledge and medical dominance.

Future Research

Because there is so much yet to learn about online illness support the possibilities for
future investigations are numerous. To continue this research project it would be

beneficial to revisit Women's-Cancer and General-Cancer periodically in order to track
changes in p u p focus or values. I could also explore other 'general' and 'specific'
illness groups in order to compare the nature of the support shared; that is, whether
general groups offer more psychological and emotional support and specific groups more
informational support. Because Internet technology is rapidly evolving it is important to
remain sensitive to the impact new advancements may have on topics like group
dynamics and norms. For example, between the time of McLellan7s(1997) research and

my own it became possible for individuals to speak with one another online in red time-
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a development that may have impacted the nature of member interactions and made it
necessary for existing rules of netiquette to be modified in light of the challenges that
accompany a new mode of communicating.

Another avenue worth pursuing is asking physicians about their encounters with patients
who are logged on compared to those who are not. In addition to learning how
physician's characterize the different types of patients it would be valuable to understand
how interacting with Internet have and have-nots is affecting how they conduct
themselves in the consultation room.

Conducting interviews with group members could offer insight into any number of issues
related to their participation, such as descriptive information like why the joined and how
long they have been a member. In an interview I could ask Carolyn (in chapter 5) about
the sources of her knowledge about HPV (human papilloma virus) and HCV (hepatitis C
virus) and in doing so learn more about how members incorporate medical and
experiential knowledge into their stories of living with cancer. Of course, deciding on
whet type of i n t e ~ e w
to use poses its own dilemmas. Because the Net has erased the
constraints of geography the chances of my living in close physical proximity to one of

the group members is small-between

both groups only three members live in Caoada.

Online interviews are a possibility but they, too, come with their own set of challenges,
perhaps the most notable being deciding how to deal with the anonymity that the Net
makes available to any potential interviewees.
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McLellan (1997) cautions that "students of electronic narratives must be attuned to
the possibilities of deception and manipulation online" (104). Her warning appears
warranted, even in the context of illness support groups- Stephenson (1998) cites an
article in the Western J o d ofMedicine that reports the appearance of 'virtual
factitious disorders7-primarily Munchausen syndrome. Munchausen syndrome is
described as a psychiatric disorder in which an individual either fakes or induces
symptoms of illness in order to receive attention Individuals may purposely infect
themselves with bacteria or undergo unnecessary surgery in order to gain the attention

they seek

In its virtual version, individuals with Munchausen syndromejoin a support group for the
type of iIIness they have decided to fabricate and attempt to form bonds with other group

members. Because it is difficult to verify an individual's identity online extreme forms of
deception like virtual factitious disorders will inevitably occur, the question that remains
to be determined is how often. During the course of my research I did observe one

known case of virtual-Munchausen's on General-Cancer and the person invo1ve.d was
known to the listowners as a 'repeat offender'.

On the opposite end of the truth-deception spectrum I offer the story of Al, a respected
and loved member of General-Cancer, who was battling his employer over how they had

been treating him since his diagnosis of brain cancer more than a year and a half earlier.
Over the previous months A1 had been denied permission to adopt a flexible schedule or
work at home even though the work he did not require his presence in the office. He
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recounts numerous instances in which personnel working in Human Resources and
Administration either ignored or provided inaccurate information in response to his
requests for guidance on matters of disability and health insurance:
A request asking for a flexible work schedule during my chemotherapy
and recovery was denied. My supervisor told me that the CEO was
'digging in her heels' on this one. Repeated requests to work fkom home
were denied. A letter containing information about the Americans with
Disabilities Act was ignored. . ,

Last week an appeal for (the employer) to pay my $190/month health
insurance premium was denied. I was told by my supervisor that the
Executive Director 'kanted to go by the letter of the law" with my
request. But there was no policy or law that my supervisor could cite. . .

When policy is used as a personal battering ram to burden, intimidate and
oppress, it ceases to be effective. And when feat and power are used to
keep employees silent, you end up with a voiceless and anemic staE

Al's efforts to convince his employer to hear him were tireless-after

writing numerous

letters and being denied permission to address members of a stockholders meeting A1
staged in a sit-in outside the boardroom. He was arrested and taken to jail. In one of his
last messages to the list A1 told his cyberfkiends he was being arraigned on three felony
counts: "criminal trespass (at his employer's); resisting arrest; and assaulting a police
office while laying on the floor, handcuffed, with my wheelchair nearby".

Al's last letter to his company was over two printed pages long and contained volumes of
detailed information about his illness and his work life. In addition to the letter to his
employer A1 posted numerous messages to the list in the preceding months about the
struggles with his significant other and the sorrow he felt at having to say goodbye to his
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two young children In the case of A1 and many other group members I was not
deceived but rather was, like Argyle (1996), a witness to raw emotions.

So where does that leave the investigator? I agree with McLellan (1997) that it is
important to be aware of the potential for deception on the Net but this possibility existed
in social science research long before the technological revolution and its presence should

not deter fbrther exploration in the field Like most decisions that are made about
designing a study, choosing the Net as research site has its pros and cons; in order to
learn &omthe Al's it is necessary to chance encountering the imposters- I cannot
imagine that the issue of deception in research will ever disappear, however, as
investigators spend more time online and more literature about the Net accumulates it
may become easier to tell the AL's fiom the imposters.

Instead of continuing to list the possible combinations of types of illnesses and Net
forums that should be explored in the future, I conclude this section by discussing two
topics arising fiom my research that wanant fbrther investigation

Mobilizing Resources through Cyberspace
I obsenred that in addition to providing information about illness both groups also

provided emotional, psychological and spiritual support. Women's-Cancer and GeneralCancer also demonstrated the ability to mobilize resources in order to assist cybefiends
in need-
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Alonzo (1980) discusses two dimensions of acute lay referral systems. One dimension

includes the process through which an individual is assured by others that they require

medical care, and the other is '?he manner in which the individual intends to use lay
others as a resource to cope with signs and symptoms" (Alonzo, 1980:520). The second
dimension of acute lay referral encompasses evaluative consultation and instrumental
utilization. In evaluation consultation lay others are invited to assess and advise the sick
person with regards to the resources, including knowledge, that are available to cope with
the illness. Instrumental utilization refers to the use of lay others to obtain resources like
medications or transportation, Evaluative consultation is the activity that occurred most
frequently on both Women's-Cancer and General-Cancer7however, two notable

examples of instrumental utilization occurred while I was a member of the lists.

Mary wrote Women's-Cancer about her most recent visit with the physician. She was
feeling discouraged because a medication that would help alleviate some of the
symptoms she was experiencing after treatment was far too expensive for her to afford.

She shared her feelings with the group, expressing hstration and anger about the
financial and other burdens associated with cancer-.frustrations

that other members

could easily relate to. Jodie responded by offering to send a modest sum of money by
mail and invited members who were interested in helping Mary to make donations to a
find for her medication. Jodie expressed confidence in the group's ability to help their
friend: 'T strongly believe in putting feet on my prayers and I know that the money won't
fall out of the sky for you, but I do have faith that it will FALL OUT OF YOUR
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MAILBOX!!" The discussion eventually moved off-line but before it did enough
individuals expressed their desire to help Mary that I presume enough money was raised.

A second example of instrumental utilization occurred when General-Cancer members

rallied to support Al's battle with his employer. After A1 wrote about his failed 'sit-in'
outside the boardroom his messages to the List stopped. The members of Generai-Cancer

h e w that Af's physical condition had been deteriorating rapidly in recent weeks and that,
at times, he had to resort to using a wheelchair when his legs would no longer obey his
brain's commands. Group members notice unexplained absences and, concerned about
Al's situation, Emma and Cecilia offered to try contact A1 and his M l y by telephone.
Although they had read Al's message about the arrest, group members decided they must
have misinterpreted his messageknowing how ill AI was they simply could not believe
he could have been sent to jail.

After confirmation of the arrest spread on the list, Tom posted Al's last letter to his
employer in its entirety so that members could learn about the specifics of his battle. He

provided advice about how members could join him in pressuring Al's employer to
reconsider their position. A substantial telephone and e-mail campaign against Al's
employer ensued. According to Tom, the CEO of Al's company responded to at least
one of the General-Cancer members' e-mails, threatening to call the corporate attorney.
The member encouraged her to do so.
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Al's significant other, Joan, told Emma by telephone that the company dropped the
case and expressed gratitude at the efforts of GeneralCancer members. The experience

of the arrest had left A1 drained- He entered hospice and died a few weeks later. After
speaking with Joan the day after A17sdeath, Emma shared this information with the list:

Joan says he was never the same physically after his arrest-the cops, as
they do, roughly pulled his arms back and handcuffed him, then picked
him up and carried this bil, gaunt and half-pdyzed man to the police
van by his handcuffed arms, and left him sitting sore, bruised, and shaken
up, unattended all day. AL, who had rallied after a downward m e many
times, never came back after this roughing up (Incidentally, the GeneralCancer campaign really did have some effect. Joan says that just last
week-too l a t e a (company) board member called and asked to meet
with and hear Al's story).
Neither A1 nor Mary asked group members to assist them yet they were willing to do so.
Perhaps the reason there was such a substantial response in both instances is because
many members can relate to the situations Mary and A1 found themselves in They know

all too well the financial toll cancer can take and know what it is like to expend precious
energy battling employers and health insurance companies on top of having to deai with
chemotherapy and radiation. For many group members the bonds they form through
cyberspace are meaningful and they are not surprised when people who have never met
face-to-face are willing to reach out and help one another.

Another aspect of the Net that should be pursued in future research is the virtual
discourse mounding complementary therapies. In recent years public interest in
alternatives to biomedicine has exploded. It is estimated that in 1997 Americans spent

125

$2 1-2billion on alternative medicine professional services, and increase of 45-2%

from 1990. The same study estimates the total out-of-pocket expenditures related to
alternative therapies in 1997 was in excess of $27 billion (Eisenberg, 1997). Because
the definition of what counts as legitimate knowledge has been shown to occur in online
groups, using the Net as a site of research would provide insight into the public's interest
in complementary therapies. My interest is not so much with what type of treatments the
members discuss-although that is a worthy topic of research in itself--but in how they
discuss them.

Conversations about complementary therapies on Women's-Cancer are much like any
other topics that are mentioned there; members are courteous and r e s p d of other's

contributions. Many of the therapies mentioned on the list are used to alleviate the
symptoms of menopause and personal feedback about the efficacy of herbal remedies and
other therapies is valued. Before deciding to take any herbs, members recommend
conducting research on them in order to learn about any effects they may have on the
body. They know that many herbal remedies for menopause, like traditional medicines,

contain hormones, and hormones play an important role in inhibiting or exacerbating
diffkrent types ofgynecologic cancer- In other words, information about complementary
therapies is generally accepted as just another type of knowledge and is subjected to the
same criteria for evaluation as medical and experiential knowledge.

On General-Cancer the climate towards complementary therapies was quite different.
Early in my membership (during the tenure of the original listowners) I identified Ed as
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the dominant voice that immediately shut down inquiries about herbs and other
alternatives. Though Ed maintains he is 'neither for nor against complementary
therapies' one day A1 called him on his behavior, suggesting that it negatively affected
group dynamics and inhibited discussion on the topic. Several members who indicated
they would enjoy learning about other therapies but found that a few hostile voices on the

list prevented this fiom happening. Ed reiterated his preference for biomedicine and his
rationale for dismissing alternatives. Ed's primary concern was his beIief that there was a
lack of 'scientific rigor' and scientific evidence that could demonstrate the efficacy of
complementary therapies. The strength of Ed's commitment to biomedicine is
impressive, and so I have been both surprised and impressed that he offers his

Net-surfing expertise to members looking for information on complementary therapies
just as he does individuals looking for biomedical knowledge.

Al's actions opened the door for discussion about complementary therapies on GeneralCancer and in the following months members took advantage of this newfound fkeedom.
The critics of complementary therapies were &altering in their evaluation of its worth-

or lack thereof, Like Ed, critics cited the lack of double-blind or placebo trials available
on complementary therapies as evidence that they were worthless. Interestingly, the
members holding this belief did not waiver even in light of the presentation of
information that met their criteria for scientific rigor and yielded favorable results, as in
the case of clinical trials conducted on herbs.

127
A second dimension of the unfavorable climate surrounding complementary therapies

on General-Cancer is worthy of attention and relates to an idea mentioned in chapter 6,

'Talking About It'. Just as the members of Women's-Cancer could not share their stories
of gynecologic cancer outside of the influence of society, likewise narratives of
complementarytherapies are not constructed in a vacuum Some of the members of

General-Cancer speculated that a contributing factor to the anti-alternative climate on the
list was the ties the original listowner,

has to biomedicine. Members pointed out

that represeutatives of the medical community sponsored the site in some capacity and

that Vice eequently attended various events on cancer treatment that were sponsored by
pharmaceutical companies.

Just prior to General-Cancer's abrupt change of ownership I witnessed the first healthy,
well-behaved debate on the topic of complementary therapies since my arrival. Several
members, led by Vince, argued the merits of biomedicine while Jon, a strong supporter
complementary therapy, provided fbel for the pro-alternative side. Many members
expressed their appreciation for the well thought-out arguments andinformation that each
side provided; unfortunately, Vince did not share the member's enthusiasm and ordered
the debate to stop.

Although there is evidence to suggest that the Net is 'uncontrolled and uncontrollable' it
is apparent fiom the interactions on General-Cancer that not even Net discussions can
entirely escape the dominant social and political discourses of the offline world. The
power of the medical narrative to silence alternatives found its way on to a supposedly
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m o d e r a t e d list and impacted the topics of discussion Although Vice was the
listowner for both groups for a period of time he chose to interferre with the conversations
-

on General-Cancer but not Women's-Cancer-why?

Is it because he spent less time on

Women's-Cancer and so was not aware that discussions about aliternatives to biomedicine

occur regularly? Or is it possible that Vice perceived the Gened-Cancer conversations
as a greater threat to the medical narrative because Jon backed hZs pro-alternative position
with published literature while the members of Women7sCancexwere more likely to

offer experiential knowledge o r other less technical forms of support for complementary
therapies?

I can only speculate on the reasons why discussions of complementary therapies were
met with hostility on one List and accepted as just another perspective on the other but,
following Waitzkin (1979), if micro interactions reproduce macro structures, studying the
interpersonal communications about alternative therapies on the Net may allow us to
better understand the apparent widespread societal acceptance elf alternatives to the
biomedical model of health and illness.

Concluding Remarks

The rapidly shifting nature of the Internet has an undeniable impact on how it can be
studied and how any findings can be viewed. Investigators may find it difficuIt to rely

upon traditional conceptions of sample size or population characteristics to guide them in
their research designs but this does not mean research in cyberspace cannot be conducted
or is not capable of yielding worthy sociological insight. What t does mean is that
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investigators need to become accustomed to dealing with a puzzle in which both the
pieces and the bigger picture are constantly in flux

It has barely been five years since the Internet became noticeable on the social landscape
and already Freidson's (1960, 1971) lay referral system and Sttauss et al. 's (1 982)

conceptions of patients' work have been radically transformed. Backed by enormous
reserves of professional and experiential knowledge Internet patients are demanding to be
involved in making important decisions regarding their own care. Empowered by their
interactions online, group members work to create alternatives to the medical narrative of

cancer and erase the stigma associated with their illness. The Net's ability to facilitate
lay activism combined with the ever-increasing numbers of North Americans logging on

daily will no doubt contribute to the continuing evolution of conceptions of lay referral,
patients' work, and the nature of the doctor-patient relationship.

There are many critics of computer mediated communication (CMC)who suggest
spending time online is ultimately detrimental to the greatex social geod. Although I do
not dispute that the Net has its downfalls, my findings indicate that more research is
warranted before anyone can confidently describe the social impact of CMC- During the
period of my research I witnessed at least three areas in which, as a result oftheir
participation on the lists, members of both Women' s-Cancer and General-Cancer effected
positive changes in their offline worlds: in the doctor's office, as promoters of public
awareness and activism, and by mobilizing resources to help other members. The Net
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can be a positive influence in people's lives. It can and does make a difference-on

- and off the screen:
Thank you for artidating what I so often think of as the 'miracle of the
list'. . .it's not a machine or a collection of machines; it's a community! A
community of people all over the world who've been through the fire and
have lived to help others through! It's a daggone miracle that couldn't
happen without the machines. In what other way could we meet daily
with other women who know exactly how we feel?
I've said before that I think %we're* the ones experiencing the *true*
power ofthis new medium-not the multi-billionaires ttying to figure out
how to make more billions &om it. . .We're privileged to be a part of
building a whole new kind of interpersonal relationship that isn't
dependent on voices, faces, national borders, or even being awake at the
same time!
But the relationships are very real: I shed tears for Tamara; I get angry at
Marissa's doc's office; I pray for Andrea and Tanis every day and wonder
how they are doing; I look forward to logging on and hearing how
everyone is doing (crap and all!). You've all enriched my life and I thank
God for all of you and the Internet for making it possible to know you!
Much love,
Wendy

Endnotes
Z

Nielsen Media Research has recently extended its research services to include the
measurement of Internet audiences in Canada in addition to the United States.
Nielsen~/NetRatingsprovide usefbl statistics about Internet usage such as the average
amount of time spent online, average number of sites visited per session, gender
diierences in time spent online. The marketing research company has plans to be
"providing data on Intemet use and advertising in more than 30 countries, representing
more than 90% of the world's Intemet users" by the end of 2001.
(hnp:f/www.nielsenmedia.codnewsreleases/re1eased2OOO/canadameasweehtml;
accessed February 6,2000).
'The Nielsed/NetRatings audience measurement service collects data fiom more than
38 000 panelists as they use the Internet. The Nielsen//NetRatings panel is the largest
media research sample of at-home Internet users currently under measurement.
NielsedNetRatings uses unique technology capable of measuring both Internet use and
advertising to provide the most timely, accurate and comprehensive Intemet usage data
and advertising information in the industry" (http://wwwnielsen-netrating satincorn).
2

Davison et al. (2000) provide data on the degree of activity occurring on online support
groups for 20 different illnesses.

3

As Kessler et al. (1997) mention, there is debate regarding whether groups led by
professionals should be included. Following Kessler et al. (1997), I am considering
groups that are run by lay individuals; any individuals who are also professionals are
there in their capacity as another member, not as a leader or facilitator.
4

In order to read the archives of Women's-Cancer it is now necessary to register with the
listowner.
5

The only exception to this characterization occurred following General-Cancer's change
in ownership. Originally General-Cancer and Women's-Cancer had the same 'head'
listowner, Vice, and the long-time moderator on Women's-Cancer was also a member
of General-Cancer. After the moderator ever-so-tactfblly, yet publicly, expressed
disapproval at how the original listowners of General-Cancer conducted themselves
before, during, and after the transition, he was abruptly banished f?om both lists. I
learned, as did other members, of the moderator's ejection fkom the groups after a few of
his cybefiends brought the situation to light.
6

I remained a member of both subgroups-almost 100% of the information posted to the
medical list was cross-posted to the general support list.

'A conversation thread is a series of messages, presumably on the same topic, that share
the same subject header. For example, Wendy may initiate a thread by reporting the

details of her recent doctor's visit and invite the 'checking in' process and so writes
'checking in' in the subject header. Members who join in and provide updates on
themselves 'reply' to Wendy's message and so 'Re: checking in' appears in the subject
header of their reply to the list.
Theoretically members can peruse the subject headers of the messages in their mailboxes
and choose to read only the messages belonging to conversations that interest them;
everything else can be deleted without being read. The same strategy can be followed
when browsing the archives-messages belonging to the same thread are found all
grouped together beneath the initiating message.

In reality I learned that not everyone who 'replied' to a message necessarily wrote about
the issues contained in the initial message; nonetheless, more often than not the messages
found in a thread referred to the same topic(s).
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