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ABSTRACT

The Internet has been called a disruptive technology because it has shifted power and altered the eco-

nomics of doing business, whether that business is selling books or providing health care. Social media

have accelerated the pace of disruption by enabling interactive information sharing and blurring the

lines between the ‘‘producers’’ and ‘‘consumers’’ of knowledge, goods, and services. In the wake of the

National Institutes of Health Consensus Development Conference on Vaginal Birth After Cesarean

(VBAC) and major national recommendations for maternity care reform, activated, engaged con-

sumers face an unprecedented opportunity to drive meaningful changes in VBAC access and safety.

This article examines the role of social networks in informing women about VBAC, producing low-

cost, accessible decision aids, and enabling multi-stakeholder collaborations toward workable solu-

tions that remove barriers women face in accessing VBAC.
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In 2006, Time magazine famously acknowledged the

cultural, political, and economic importance of on-

line social media by declaring an unconventional

Person of the Year: ‘‘You.’’ Time editor, Lev Gross-

man, noted in his editorial introducing the ‘‘You’’

issue that the sudden emergence of social media is

‘‘a story about community and collaboration on

a scale never seen before. . . .It’s about the many

wresting power from the few and helping one an-

other for nothing and how that will not only change

the world, but also change the way the world

changes’’ (Grossman, 2006, para. 2). Expert media

technologist, Deanna Zandt, echoes Grossman’s

claim, saying, ‘‘Technology isn’t a magic bullet

for solving the world’s problems, but it’s certainly

a spark to the fastest fuse to explode our notions

of power that the world has seen in a thousand

years’’ (Zandt, 2010, pp. ix–x). Social media are de-

fined and common tools are described in Table 1.

The superlative claims about the potential for so-

cial media to upend traditional power structures

continue when the social media gaze shifts to health

care. A landmark white paper on the influence of

‘‘networked e-patients’’ on health care states that
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‘‘this massive, complex, unplanned, unprecedented,

and spontaneous medical empowerment of our lay

citizens may turn out to be the most important

medical transformation of our lifetimes’’ (Ferguson

& e-Patients Scholars Working Group, 2007, p. V).*

If Ferguson et al. and countless other authors and

thinkers are correct, power is up for grabs in our

new connected world, and individuals who have tra-

ditionally been disempowered in health care—most

notably, health-care consumers—are in a better po-

sition than ever to claim their rightful share of

power in health-care decisions.

Perhaps nowhere in the U.S. maternity care sys-

tem is power more clearly out of balance than in

decisions about the care of childbearing women

who have undergone prior cesarean surgery. The re-

cent National Institutes of Health (NIH) Consensus

Development Conference on vaginal birth after ce-

sarean (VBAC) concluded that VBAC is a ‘‘reason-

able option for the majority of women’’ (NIH, 2010,

p. 17) because the absolute risk of an adverse out-

come is low regardless of planned birth route and,

while poor fetal/neonatal outcomes (including

death) are higher with a planned VBAC, poor ma-

ternal outcomes (including death) are higher with

a planned repeat cesarean, especially in women

who go on to have subsequent pregnancies. Despite

this apparent equipoise, practitioners, hospitals,

and insurance companies often restrict the option

to attempt a VBAC before the patient is consulted

about her preferences for mode of giving birth

(American College of Obstetricians and Gynecolo-

gists, 2009; Roberts, Deutchman, King, Fryer, &

Miyoshi, 2007). In a national survey of women

who gave birth in U.S. hospitals in 2005, 57% of

mothers who had previous cesareans and were in-

terested in a VBAC were denied the option of a

VBAC, most often due to unwillingness of their

caregiver (45%) or the hospital (23%), with only

20% citing a medical rationale for denial (Declercq,

Sakala, Corry, & Applebaum, 2006). While rare, some

hospitals have resorted to court orders to compel

women to comply with repeat cesarean surgery

(Cohen, 2009). As a result of trends that discourage

or deny VBAC, the U.S. rate of vaginal birth among

women with prior cesarean surgery ranges from

2.5% to 20.9% across American states, and the na-

tional rate is at a historical low (Guise et al., 2010).

Even where VBAC access is not restricted,

women may face intense pressure from health-care

providers, as well as family and friends, to undergo

repeat cesarean surgery. Care providers may offer

TABLE 1
What Are Social Media?

Definition The web-based, collaborative encyclopedia, Wikipedia, itself a well known

example of social media, defines social media as (emphasis added):

“. . .media for social interaction, using highly accessible and scalable

publishing techniques. Social media use web-based technologies to

transform and broadcast media monologues into social media

dialogues. They support the democratization of knowledge and

information and transform people from content consumers to content

producers” (Wikipedia, 2010).

Common Social

Media Tools

Blogs – Websites that allow individuals or groups to provide content (essays,

personal reflections, videos, calls to action, etc.). Readers participate in

discussion by leaving comments on individual blog posts.

Facebook and LinkedIn – Allow users to create profiles, connect with friends

and colleagues, and share photos, videos, websites, and other content.

Connections are generally closed (i.e., two individuals must agree to be

connected in order to have access to each other’s content).

Twitter – Often referred to as “microblogging” because posts are limited to 140

characters. Allows users to follow other users, but connections are not

necessarily mutual. Users may broadcast to all followers, engage in

conversation with individual users, or participate with many users in chats,

with all “tweets” being public unless proactively made private.

Forums – Allow ongoing discussion in multiple topic “threads.” Users can also

connect directly with other users.

*The “e” in “e-patients” refers to “individuals who are equipped,
enabled, empowered and engaged in their health and health care
decisions” (Ferguson & e-Patients Scholars Working Group, 2007, p. II).
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a choice but may frame it in such a way that makes

repeat cesarean the default and presumably ‘‘better’’

choice over VBAC (Goodall, McVittie, & Magill,

2009). Sometimes, these care providers, having ini-

tially offered the woman the option to have a VBAC,

may unilaterally revoke the woman’s ‘‘candidacy’’

for VBAC later in pregnancy, based on arbitrary

guidelines or results of unreliable but compulsory

screening tests. Also, despite strong evidence favor-

ing the health and safety of VBAC, even well-

supported women who remain good candidates

for VBAC at the end of pregnancy may choose re-

peat cesarean surgery because they have internalized

cultural messages suggesting that a cesarean is safer

than a VBAC and that a planned VBAC merely

values the mother’s birth ‘‘experience’’ over safety

(Transforming Maternity Care Consumers and Their

Advocates Stakeholders Workgroup, 2010).

Reflecting on VBAC restrictions and other trends

in maternity care, a multi-stakeholder collaboration

of leaders across the health-care system recently

issued recommendations for improvement, includ-

ing increased choice and autonomy in maternity

care. In the Childbirth Connection’s report, Blue-

print for Action: Steps Toward a High-Quality, High-

Value Maternity Care System, the collaborative group

states that system goals should include ‘‘activated

and informed consumers [fostering] maternity care

quality improvement and system performance’’

(Angood et al., 2010, p. S40).

The recent findings of the NIH consensus panel

that confirmed planned VBAC is a reasonable, ev-

idence-based option for most women, coupled with

major national recommendations that highlight the

importance of women’s choice and autonomy in

improving the quality and safety of U.S. maternity

care, present an unprecedented opportunity to call

for mother-friendly policies and practices, includ-

ing safe and accessible care for women who want

a VBAC. However, implementing mother-friendly

policies will require a major redistribution of power

in maternity care. This article examines the poten-

tial of the current social media-enabled consumer

movement to be the disruptive force that drives

the redistribution of power in health care. Using

the framework of patient-driven health care put

forth in the landmark White Paper, e-Patients:

How They Can Help Us Heal Health Care (Ferguson

& e-Patients Scholars Working Group, 2007), we re-

view contemporary examples of how networked

VBAC advocates are altering the maternity care

landscape by raising consciousness; giving individ-

uals unprecedented access to information, support,

and community; and enabling collaboration toward

workable solutions to remove the barriers women

face in accessing VBAC.

PATIENT-DRIVEN HEALTH CARE: SEVEN

PRELIMINARY CONCLUSIONS

Evidence is emerging from other health-care disci-

plines that consumer-driven system disruption is

well underway. The White Paper, e-Patients: How

They Can Help Us Heal Health Care, was published

in March 2007 by a group of patients, clinicians,

and researchers who have since incorporated as

the Society for Participatory Medicine (Ferguson &

e-Patients Scholars Working Group, 2007). The pa-

per describes how the Internet in general and social

networking tools in particular have fueled a new era

of patient engagement in which access and innova-

tion are transforming patients from passengers to

responsible drivers of health care. The authors argue

that, properly leveraged, these changes have the po-

tential to ‘‘create a new healthcare system with high-

er quality services, better outcomes, lower costs,

fewer medical mistakes, and happier, healthier pa-

tients’’ (Ferguson & e-Patients Scholars Working

Group, 2007, front matter). While the authors rec-

ognize that the impact of these cultural and techno-

logical shifts has only begun to be realized, they offer

seven preliminary conclusions:

1. e-Patients have become valuable health-care re-

sources, and providers should recognize them as

such.

2. The art of ‘‘empowering’’ patients is trickier than

we had thought.

3. We have underestimated patients’ ability to pro-

vide useful online resources.

4. We have overestimated the hazards of imperfect

online health information.

5. Whenever possible, health care should take place

on the patient’s ‘‘turf.’’

6. Clinicians can no longer go it alone.

7. The most effective way to improve health care is

to make it more collaborative.

The authors of the e-Patients White Paper did

not address e-patient behaviors of maternity care

consumers or explore the implications of social tech-

nologies for childbearing women. Nor have the insti-

tutions that track online health behavior surveyed

expectant or new mothers (Fox, 2008). The small

body of evidence that does exist, however, suggests

Read Rima Jolivet and
Maureen Corry’s article,
“Steps Toward Innovative
Childbirth Education” on
pages 17–20 of this issue
of the journal to learn
more about Childbirth
Connection’s multi-
stakeholder “Transforming
Maternity Care” initiative
and published report,
Blueprint for Action: Steps
Toward a High-Quality, High-
Value Maternity Care
System.
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that frequent and intensive use of the Internet is the

norm among the childbearing population. In a survey

of women who gave birth in U.S. hospitals in 2005,

women reported an average of 20 visits online to get

pregnancy and birth information during pregnancy.

However, nearly 1 in 5 (19%) reported at least 100

such Internet visits during pregnancy (Declercq

et al., 2006). A more recent survey conducted among

visitors to 23 websites that offered general pregnancy

information collected data on women’s use of the In-

ternet for various health-related activities (Lagan, Sin-

clair, & Kernohan, 2010). Significant majorities of

women reported going online 10 times or more during

pregnancy to participate in an online support

group (65%), participate in an online discussion

(80%), research a pregnancy-related product

(72%), or seek general information (88%). Women

also reported going online at least once to seek a sec-

ond opinion (67%), find information about pre-

scribed treatments (59%), learn about a specific

pregnancy-related condition (94%), and purchase

pregnancy-related products (80%).

SHARED DECISION MAKING IN A HOSTILE

SYSTEM: THE ROLE OF SOCIAL NETWORKS

In the draft statement released by the consensus panel

after the NIH Consensus Development Conference

on VBAC, the panelists urged, ‘‘When [planned

VBAC] and [planned repeat cesarean] are medically

equivalent options, a shared decision-making process

should be adopted and, whenever possible, the wom-

an’s preference should be honored’’ (NIH, 2010, p.

36). However, as Godolphin (2009) argues, shared

decision making rarely happens in health care be-

cause it is difficult and time-consuming, clinicians

are not taught the necessary skills, and a clear imbal-

ance of power exists between providers and patients.

These problems are magnified in the VBAC decision-

making process because providers lack the evidence

to provide individualized risk assessments to women,

may perceive VBAC to be riskier and repeat cesarean

safer than the available evidence suggests, and have

financial incentives to steer women toward repeat ce-

sarean. In short, they may not share the definition of

‘‘medically equivalent’’ with patients, and even when

they do, they may lack the skills or time necessary to

communicate risks and benefits to the women in

their care.

Moreover, there is little evidence that traditional

models of shared decision making are effective. The

e-Patients White Paper reviews evidence that when

medical information flows from ‘‘experts’’ (i.e., med-

ical professionals) to patients, whether in a health-

care setting or over the Internet, health outcomes

do not improve and may in fact worsen (Gibson

et al., 2002; Murray, Burns, See Tai, & Rai, 2004).

Making matters worse, this top-down approach

to information sharing may compromise patients’

satisfaction with care and feelings of control (Kukla

et al., 2009; Lyerly et al., 2007). In an essay titled

‘‘Finding Autonomy in Birth,’’ Kukla and colleagues

(2009) reference qualitative research that demon-

strate how offering choices without providing social

context and without relating them to the values that

are important to the patient actually decreases the

patient’s feelings of autonomy, control, and satisfac-

tion with care. The authors argue that providing the

options as equal choices in a list, or worse, with a pa-

ternalistic bias toward a mode of birth preferred by

the practitioner, can be overwhelming and ethically

problematic.

Finally, even if decision support tools will someday

overcome these barriers and provide meaningful, in-

dividualized guidance about VBAC, a woman preg-

nant today with a cesarean scar on her uterus

cannot benefit from such tools because they have

not been developed yet. The NIH consensus panel rec-

ommended ‘‘interprofessional collaboration to refine,

validate, and use in clinical practice decision-making

and risk assessment tools as well as informed consent

templates that are informative, reliable, and docu-

mentable, focusing on communicating absolute risk

in easily understood terms’’ (NIH, 2010, p. 17). Yet

the widespread application of such rigorously tested

decision support tools, though a laudable goal, is likely

to be years if not decades away, given the typical pace

with which studies are designed and funded, partici-

pants recruited, findings published, and evidence in-

tegrated into practice. Moreover, if, as the NIH

recommends, the tools are conceived and developed

by professionals and implemented in clinical practice

settings, the years-long wait may yield tools that are

ineffective because of the fundamental limitations

of the provider-centric approach already discussed.

Our health-care system has one untapped re-

source that can contribute to resolving all of these

shortcomings in the existing shared decision-

making framework: engaged consumers. By forming

Frequent and intensive use of the Internet is the norm among the

childbearing population.
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social networks, women can consider their choices

with access both to information and to the perspec-

tives and experiences of other women with similar

priorities and concerns. When, in the context of that

social interaction, women identify unmet needs for

information and support, the community can col-

lectively innovate to fill those gaps, using low-cost,

accessible social technologies. These efforts can

help reshape the dominant discourse and begin

to dismantle the paternalistic system that has cre-

ated the ethical and obstetrical crisis women now

face.

The Role of Social Media in Providing Access to

Support and Information

The e-Patients White Paper provides numerous ex-

amples of the critical role ‘‘disease communities’’

and other online support networks play in equip-

ping patients to access the right care and offer-

ing support for day-to-day disease management

(Ferguson & e-Patients Scholars Working Group,

2007). The best evidence for the importance of such

networks in pregnancy comes from a qualitative

study analyzing interviews with 66 women carrying

fetuses with diagnosed anomalies (Lowe, Powell,

Griffiths, Thorogood, & Locock, 2009). The analysis

suggested that women use the Internet to gain un-

derstanding of the experiences of others with similar

diagnoses, which can provide a framework for cop-

ing and decision making that available biomedical

information does not offer. One participant ex-

plained the importance of personal stories and ad-

vice from other mothers online:

The sensible [professional] Web sites would say

things like, that you knew were right, and then

the ones where mothers had written other things,

I mean, it’s like, people could be more sympathetic

or they could empathize more. . . . Here were var-

ious contributions from individuals there and as, as

you sort of flicked in and out of them you got a pic-

ture of, of, um you know, how credible the stories

were, and often the same person was coming back

on and giving advice to others. And I felt there were

a number of individuals there who were giving

good advice and who’d obviously had quite, you

know, interesting stories that were relevant. (Lowe

et al., 2009, p. 1482)

Filtered through social media, medical informa-

tion for pregnant women ‘‘forms an organic, mul-

tilayered array’’ (Kukla, 2007, p. 28), which includes

patient and community voices, along with more tra-

ditionally authoritative sources. In the case of

VBAC, the Internet offers pregnant women with

prior cesarean surgery access to information about

the risks and benefits of VBAC. For many women,

however, the large and close-knit community of

like-minded women, many of whom have success-

fully navigated a hostile system to achieve a VBAC,

represent an even more important resource.

The International Cesarean Awareness Network

(ICAN) represents the nexus of online support and

information for women considering or planning

VBAC. The all-volunteer organization, founded in

1982, has provided various online venues for child-

bearing women to engage in information sharing,

advocacy, and support for over a decade. The orga-

nization’s first consumer-driven online network

began as a simple bulletin board dial-in service in

the late 1990s, migrated to a Yahoo e-mail group

in 2003, and now serves 788 active subscribers. In

2008, ICAN launched online discussion forums to

offer a web-based alternative that allows users to en-

gage in multiple discussions around the general

themes of cesarean prevention and recovery. The fo-

rums have over 3,500 registered users, with most

activity occurring in the VBAC forum. Cesarean

recovery, cesarean birth planning, advocacy, birth

stories, and general conversation are other popular

discussion topics. In addition to online forums,

ICAN offers a call-in online radio show, interactive

webinars, and a blog and has an active presence on

Facebook and Twitter. Many of the organization’s

130 local chapters also maintain their own e-mail

listservs, Facebook pages, or other social media out-

lets.

These overlapping social networks offer an open,

safe, and trusting environment where a woman can

tap into her power as a woman, mother, and con-

sumer. Although no one has measured the impact of

ICAN’s social networks, the organization regularly

receives unsolicited feedback indicating that ICAN

is a lifeline for the women in its online community.

As one mother wrote in a post on ICAN’s Facebook

page, ‘‘ICAN made me an advocate of birthing my

way. It gave me the tools I needed to have the birth

experience that I deserved and always knew was

The International Cesarean Awareness Network represents the

nexus of online support and information for women considering or

planning VBAC.

For more information about
the International Cesarean
Awareness Network, visit
the organization’s website
(www.ican-online.org/).
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possible.’’ Another wrote, ‘‘If it weren’t for ICAN

and the amazing support that I have received from

them over the last 6 years, I would still be feeling like

I was the only one in the world that felt the way I felt

about my cesarean. ICAN opened my mind to tak-

ing my own care seriously and doing the research

for myself.’’

Social media strategist, Deanna Zandt, writes,

‘‘In traditional power systems, those with more in-

fluence or power. . .are dependant on our being

passive consumers of information. We’re freed sig-

nificantly from that dependency when we’re given

easy tools with which to share our stories’’ (Zandt,

2010, p. 55). Indeed, birth stories are among the

most popular resources on ICAN’s website.

Forty-six stories, most of which recounted VBACs

sometimes under very unlikely circumstances, were

posted during 2010 Cesarean Awareness Month,

reaching over 10,000 readers that month.

The Role of Social Media in Enabling Innovation

Engaged consumers do not just ‘‘pay it forward’’ by

sharing information and personal testimonials.

They also innovate to fill in the gaps when existing

information sources fall short. The e-Patient White

Paper predated the advent of patient-centered mo-

bile applications and health data sharing sites that

now dominate the participatory medicine land-

scape, but even with the relatively simple social

technology available several years ago, patients with

chronic illness were tracking symptoms and treat-

ments together or driving the creation of new health

services, such as e-therapy for mental health condi-

tions.

In the case of VBAC, consumers often go online

to get facility and provider recommendations, rec-

ognizing that the availability of VBAC in the first

place and the adherence to best practices in VBAC

labors varies significantly across maternity care pro-

vider facilities. Although ‘‘VBAC bans’’ are an ac-

knowledged phenomenon, even the researchers

preparing the evidence for the NIH Consensus De-

velopment Conference on VBAC were able only to

identify a single, 3-year-old published report of the

scope of VBAC bans, reporting the VBAC ban rate

in 225 hospitals in California (Shihady et al., 2007).

Clearly, ‘‘official’’ channels of information are in-

sufficient to help women evaluate their care options.

In contrast, since 2004, ICAN has offered a con-

tinually updated online database of VBAC policy for

every hospital that offers maternity care in the

United States. The information from 2,979 hospitals

is collected by an all-volunteer task force of commit-

ted women who call hospitals and ask a series of

questions designed to determine whether VBACs

are accessible, banned outright, or permitted by

hospital policy but inaccessible due to lack of

credentialed care providers who will attend them

(referred to as ‘‘de facto ban’’).

As of May 2010, the phone survey revealed that

821 (28%) of U.S. hospitals officially ban VBACs

and 612 (21%) have de facto bans, rendering nearly

half of U.S. hospitals inaccessible to women who

want to make an informed choice to plan a vaginal

birth after prior cesarean surgery. The ongoing na-

ture of the survey allows ICAN to identify trends on

VBAC access, and indeed the volunteers docu-

mented a 175% increase in the number of VBAC

inaccessible hospitals in the first 5 years of data col-

lection (ICAN, 2009).

Although the database provides useful quantita-

tive data on the overall availability of VBAC care,

equally useful are the qualitative data gleaned from

hospital representatives and the public at large, who

add comments and provide quality ratings for spe-

cific hospitals and practitioners. A woman can learn

about hospital procedures if she were to present for

care and refuse surgery, which may range from re-

spect for informed refusal to coercive tactics includ-

ing forced or court-ordered surgery (see Table 2).

Another example of innovation by engaged con-

sumers is a collaborative effort to translate the pro-

ceedings of the NIH Consensus Development

Conference on VBAC into understandable, meaning-

ful, actionable information for consumers. Follow-

ing the NIH Consensus Development Conference,

Kristen Oganowski—a doula, VBAC mom, and birth

blogger—wrote a blog post suggesting the need for

an ‘‘NIH VBAC Primer’’ for consumers (Oganowski,

2010). Recognizing that pregnant women may know

that the NIH Consensus Development Conference

took place and wish to use the conference proceed-

ings and panel recommendations to negotiate safe

VBAC care with their care providers, Oganowski

recruited a cadre of leading birth bloggers and advo-

cates to contribute consumer-friendly summaries of

the evidence presented and controversies raised by

the conference. In addition to explanations of the

risks and benefits of planned VBAC and planned re-

peat cesarean, the primer addresses what to do when

a woman is not an ‘‘ideal candidate’’ for VBAC, how

to understand and navigate the ‘‘immediately avail-

able standard,’’ the significance of the gaps the NIH

panel identified in the evidence, and tips for using
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the NIH recommendations to challenge VBAC

bans at the community level. The complete primer

is available at Lamaze International’s new consumer

community, GivingBirthWithConfidence.org.

The Role of Social Media in Shaping the Dominant

Discourse of VBAC

While social media have enabled consumers to con-

nect with one another to share information and

support, the same tools have played an important

role in breaching the walls among researchers, pro-

fessional organizations, clinicians, activists, and pa-

tients in the greater debate surrounding VBAC

access.

The official announcements and posted agenda

for the NIH Consensus Development Conference

provided no indication that stakeholders outside

of the traditional levels of the medical establishment

would have a presence in the conference. Except for

one medical reporter from USA Today whose con-

tribution was called ‘‘Mothers’ Stories,’’ a panel was

slated to discuss decision-making surrounding

VBAC but was missing the most important stake-

holder, women themselves.

However, the very first conference presentation

was emblazoned with the mastheads of two patient

advocacy websites: VBAC.com, run by a childbirth

educator and author, and The Unnecesarean, a con-

sumer-run site that garners tens of thousands of

visits per month and has over 5,000 Facebook fans.

VBAC advocates, many from the thriving online

community, dominated the open discussion periods

during which the panel considered public testi-

mony. Bloggers snapped digital photos of graphs

and charts and uploaded them directly to the

web. The speakers were webcast simultaneously,

and interested parties at the conference and all over

the world were able to react and interact in real time

on Twitter. A coordinated blogging effort ran si-

multaneously with the conference, offering various

contributions addressing the question, ‘‘Why is

VBAC a Vital Option?’’ (ICAN, 2010). In summary,

for the first time in the history of birth advocacy,

consumers played a central role in both shaping

and disseminating the proceedings of a scientific

meeting with major national and even international

significance.

In another remarkable example of collaboration

among doctors and engaged consumers online, an

anonymous obstetrician reader of The Unnecesar-

ean solicited the assistance of the blog’s readers

to edit a VBAC consent form (Jill-Unnecesarean,

2010). The form was required by his liability insur-

ance carrier and, although he could not delete re-

quired language, he was allowed to add content

to the form. Over 60 suggestions, nearly all from

consumers, were provided on two different itera-

tions of the consent form, with the obstetrician ac-

tively engaged in discussion and clarification with

the participants.

At the NIH Consensus Development Confer-

ence, a coordinated, consumer-driven social media

effort, coupled with the NIH’s commitment to

broadcast the proceedings and solicit public testi-

mony, enabled consumer advocates to interact with

and influence bioethicists, epidemiologists, and cli-

nicians involved in the NIH conference. At The

Unnecesarean blog site, the spontaneous, iterative

contributions of engaged consumers and a clini-

cian who valued these contributions created

TABLE 2
Selected Comments Describing Various Hospitals' Refusal Procedures Regarding Vaginal Birth After Cesarean (VBAC)*

“Not allowed to refuse; they have no forms for refusal of a procedure. Even if you are crowning, they will section you because it’s against

hospital policy.” [a regional medical center in Arkansas]

“Can’t refuse; it’s hospital policy. Will be sectioned unless there is absolutely no time to do it.” [a county medical center in Arkansas]

“Unless the baby is just about ‘hanging out,’ they will send you home if you refuse the section. That’s the only way.” Hospital has publicly

stated that they would seek a court order for a cesarean if a patient refused a repeat cesarean, even if she has already had a VBAC at

that facility, previously. [a hospital in Arizona]

“Too high-risk. Too much liability. You won’t find anywhere around here that does them.” [a regional medical center in California]

“VBAC is very high risk of. . .hemorrhage and [uterine rupture]. Basically, since you’ve already had a baby, your uterus is like a birthday

balloon that’s been blown up, cut in half, so it’s quite risky.” [Interviewer asks survey participant if she has ever seen (a rupture).

Participant replies, “Oh yeah. They die in 7 minutes before they even get to the OR.” Participant continues, “For the doctors that do

them, you have to sign lots of papers, informed consent.] [a hospital in California]

Women arriving at the hospital and refusing a c-section will be “sectioned anyway.” [a hospital in Colorado]

Note. *Comments recorded by International Cesarean Awareness Network (ICAN) volunteers who surveyed hospitals by phone. (Source: ICAN's
“VBAC Ban Database” at www.ican-online.org/, as of May 24, 2010.)

Be sure to visit the website
Giving Birth With
Confidence, powered by
Lamaze (www.GivingBirth
WithConfidence.org).
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a ‘‘crowd-sourced’’ informed consent form that

incorporated the clinical knowledge of the obstetri-

cian, the risk-management priorities of the liability

insurer, and the informational needs of women.

These types of interactions would not have been

possible without the advent of an organized con-

sumer movement enabled by social technology.

However, they remain impossible in the contexts

of more conventional venues for the dissemination

of clinical and scientific knowledge: closed profes-

sional meetings and peer-reviewed journals.

CAN SOCIAL MEDIA FIX THE BIG PICTURE?

Kukla and colleagues (2009) contend that ‘‘auton-

omy is a relational feature of decisions and actions

that are planted in the right way within a network of

social relationships and narratives’’ (p. 7). Tapping

into online social networks may enhance women’s

opportunities to achieve autonomy, empowerment,

and self-efficacy and may help them make health-

care decisions that align with their personal and

family priorities and individual concepts of risks

and reward.

The willingness and effectiveness of women

empowering other women requires openness (will-

ingness to share) and altruism (willingness to help

for the sake of helping), both of which are well-

recognized features of online social networks (Zandt,

2010). Researchers are just beginning to document

the mechanisms by which these qualities enable on-

line patient networks to empower the patients who

use them (Schroeder & Burroughs, 2010), although

the ‘‘organic authority’’ (Zandt, 2010, p. 57) that

underpins consumer-to-consumer empowerment

is by nature idiosyncratic and ever changing, ren-

dering it difficult to study with the traditional re-

search toolbox.

Social networks that are effective at empowering

women may still fail to make meaningful changes to

the system at large, however. Major barriers still

stand in the way to true informed choice and un-

hindered access to safe, satisfying VBAC care and

support. Moreover, women need to rely on the

health-care system for care in pregnancy and birth,

and interactions with care providers and institu-

tions cannot (and should not) be replaced entirely

by social networks, no matter how robust and inno-

vative. Social networks have played a role in driving

a small but apparently growing movement of

women opting for unassisted home VBAC (Freeze,

2008). This movement reflects the lack of choice

women face in conventional health-care settings

and the distrust of hospitals and health-care pro-

viders that has been fueled by stories of trauma

and abuse. While social networks play a critical role

in shining a light on these abuses and helping

women heal trauma, it is unlikely that the optimal

outcome of the empowerment of health-care con-

sumers is that they opt out of the health-care system

entirely.

The expert panelists who participated in the NIH

Consensus Development Conference on VBAC con-

cluded that it is a priority to identify and modify

nonmedical factors such as ‘‘workforce availability

and training, professional association guidelines,

type of maternity care providers, liability concerns,

health insurance, and institutional policy’’ (NIH,

2010, p. 16) that unnecessarily hinder access to safe

planned VBAC. These barriers will only be over-

come with the collaboration and input of multiple

stakeholders, and it may seem unlikely that con-

sumers could play a meaningful role. However,

recent history provides numerous examples of pa-

tients contributing to system improvement, whose

journeys began with their own, sometimes desperate

and too often unsuccessful, efforts to access safe, ef-

fective, patient-centered care for themselves or their

families.

The most visible and vocal spokesperson for the

patient engagement movement, Dave deBronkart,

survived Stage IV kidney cancer and now testifies

at federal hearings on patient-centered adoption of

electronic health records (deBronkart, 2010) and is

a sought-after keynote speaker at major health-care

conferences in the United States and abroad. Donna

Cryer, a liver transplant recipient, now sits as a voting

member on advisory committees for the U.S. Food

and Drug Administration and provides direct input

into the drug approval process (Cryer, 2010). Jamie

Heywood, whose brother was diagnosed with and

eventually died from ALS, developed a tool that al-

lows patients to track and share their health data on-

line, an award-winning initiative that has generated

new knowledge about diseases and treatments using

only a tiny fraction of the time and money typically

spent in formal clinical trials (C. Brownstein, J.

Brownstein, Williams, Wicks, & Heywood, 2009).

Tapping into online social networks may enhance women's

opportunities to achieve autonomy, empowerment, and self-efficacy

and may help them make health-care decisions that align with their

personal and family priorities.
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Each of these people started their remarkable jour-

neys as individuals navigating a fragmented and

complex system, making keen and critical observa-

tions about what works and what does not work

in U.S. health care and contemplating how the sys-

tem could serve its beneficiaries better.

In the online community of VBAC mothers,

some women will get empowered, give birth, and

move on, some will leverage their communication

skills and social media tools to help other women,

and some will build on those same skills and tools to

transform into leaders—equipped, enabled, and

empowered to contribute meaningfully in areas of

research, policy-making, institutional quality im-

provement, and national advocacy.
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