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Introduction

Minutes before the phone rang that Sunday evening, Tim was feeling 
good. His three- year- old daughter, Maggie, who had been diagnosed 
with leukemia months before, had survived multiple rounds of chemo-
therapy, lumbar punctures, and surgery to implant her port to make 
the next two years of treatment easier. Treatment had not been easy, 
with six hospital admissions, weeks in a local children’s hospital, missed 
holidays, and the pain of the treatment itself. Now she had a three- week 
break from treatment to stay home with her parents and ten- month- old 
brother.1 Tim was excited about what he called the “vacation from che-
motherapy.” But then the phone rang.

A few days before, Maggie had been at a local hospital with her mother 
and brother for a lab test. Another patient at the hospital had been in-
fected with measles, and unknowingly exposed those around her to 
the disease. The patient, a woman in her forties, had been infected by a 
stranger during a winter trip to Disneyland. As we now know, that out-
break infected about 150 people from twenty states and the District of Co-
lumbia, as well as travelers from Mexico and Canada (who subsequently 
infected more than 150 others in their home countries2). Although Mag-
gie had been vaccinated before her cancer diagnosis, her immune system 
was indisputably compromised; she was also most vulnerable to serious 
complication. Her baby brother was simply too young to be immunized. 
The next two weeks would be a process of watching, waiting, and avoid-
ing contact with others— not the “vacation” they had hoped for.

Tim and his wife, Anna, were panicked. “My biggest fear is that I’ll 
lose my child, or that she’ll become deaf,” Anna explained at the time. 
“My family has been through enough with cancer. I don’t want her to go 
through anything else.”3 Focusing her frustration on the large number of 
unvaccinated people implicated in the Disneyland outbreak,4 Anna imag-
ined for a moment what she would say if she were facing a parent who 
opted not to vaccinate her children and increased risk to kids like Maggie: 
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“Your children don’t live in a little bubble. They live in a big bubble and my 
children live inside that big bubble with your children. If you don’t want to 
vaccinate your children, fine, but don’t take them to Disneyland.”5

Tim, a pediatrician, went further. Rather than imagining what he 
would tell a parent who rejects vaccines, he penned an open letter, “To 
the Parent of the Unvaccinated Child Who Exposed My Family to Mea-
sles,” in which he expressed his frustration that both of his children were 
exposed to a disease that had been deemed eradicated from the United 
States in 2000. Written initially for the blog he keeps about his daugh-
ter’s care, it was passed along to others by a nurse and subsequently 
reprinted multiple times, shared more than 1.3 million times on social 
media, and widely read.6 Some even felt compelled to reply.

Megan was one. A self- described naturopath, writer, stay- at- home 
mom, and cofounder and president of a nonprofit organization that fo-
cuses “on orphan care and poverty alleviation in Africa,” Megan says she 
has “developed the habit of researching everything from the toothpaste 
we use to the toilet paper we wipe our butts with.” Her blog describes 
how her information gathering “prompted us to throw out our micro-
wave, ditch the gluten, sugar, milk, pork, and genetically modified foods, 
burn our medicine cabinet, wear our kids, breastfeed our babies, recycle 
our trash, up the probiotics, unschool our kids, and rip up the CDC’s 
vaccination schedule.”7

Speaking directly to Tim, but citing “the creators of the hysteria” and 
“measles propaganda,” Megan described the reasons for her frustration 
with Tim: “That you do not respect my choices, that you think my un-
vaccinated child is the only one who threatens yours, and that you would 
insinuate that my child should be sacrificed on the altar for your child.” 
Calling vaccines artificial immunity that has upset the natural order of 
disease and naturally occurring immunity, Megan reiterated that she has 
the right to decide what is best for her children and what risks she and 
other parents might choose to take:

When we take our child to a place like Disneyland, or any other public 
place for that matter (including a hospital), we assume the risk that we 
might come into contact with a sick person, someone who hasn’t washed 
their hands, a kid who has picked their nose, or rides that have not been 
properly sanitized between each use.
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Megan replied directly to Anna and Tim’s insistence that as members of 
a community, children live in the same large bubbles, retorting, “It is not 
fair to require that my child get vaccinated for the benefit of yours or to 
force my child to live in a bubble so that yours doesn’t have to.”8

Other parents shared her view, some more vocally than others. Jack, 
a cardiologist and father of two unvaccinated children, was among the 
loudest. Addressing Tim and Anna, he insisted, “It’s not my responsibil-
ity to inject my child with chemicals in order for [a child like Maggie] 
to be supposedly healthy. . . . I’m not going to sacrifice the well- being 
of my child. My child is pure.” Jack too challenged claims that vaccines 
promote health, arguing instead that disease is good for people: “We 
should be getting measles, mumps, rubella, chickenpox, these are the 
rights of our children to get it. . . . We do not need to inject chemicals 
into ourselves and into our children in order to boost our immune sys-
tem.”9 Also responding specifically to the notion of shared responsibility 
and individual parental rights, Jack made clear that he is comfortable 
in his commitment to rejecting vaccines, even if his child were to in-
fect another child who became gravely ill. “It’s an unfortunate thing that 
people die, but people die. I’m not going to put my child at risk to save 
another child.”10

The measles outbreak at Disneyland in December 2014 and the sub-
sequent online feuds about the vulnerability of one child and the rights 
of parents of other children reflect many of the existing tensions about 
vaccines. As Megan’s and Jack’s responses illustrate, parents who reject 
vaccines distrust claims of safety and necessity, believe that disease is 
natural in a way vaccines are not, and identify their primary role of par-
ents as superseding obligations to others. They also make clear that they 
are experts on their own children— able to assess and manage risk— and 
thus uniquely qualified to decide what their children need.

For the past decade, I have followed vaccine refusal from the per-
spectives of those who distrust vaccines and the corporations that make 
them, as well as the health providers and policy makers who see them 
as essential to ensuring community health. In an effort to tell the story 
of vaccines and explore the tensions between these views, I sought out 
a variety of key perspectives. I started with parents, and was careful to 
include those who opted out of vaccines completely and others who 
consented to select vaccines on a schedule of their own choosing. Chil-
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dren whose parents challenge vaccine recommendations are most likely 
to be white, have a college- educated mother, and a family income over 
$75,000. For the most part, this is what the parents in this study look 
like too. Only about 15 percent of parents in this study are fathers, since 
children’s healthcare decisions are overwhelmingly maternal terrain. (I 
detail the sample in appendix A.)

I then broadened my view by conducting in- depth interviews with 
pediatricians to learn how they address parents’ questions about vac-
cines and strategize vaccinations in their own practices. Physicians 
serve as intermediaries between expert knowledge and individual ex-
perience, and are present at critical moments in families’ lives.11 Since 
many parents referenced their trust in complementary health provid-
ers, I sought out those perspectives as well, interviewing chiropractors, 
naturopathic doctors, and other lay healers, most of whom disapprove 
of vaccines.

To understand vaccine risk and liability, I interviewed attorneys who 
work in the federal Vaccine Injury Compensation Program (VICP), a 
relatively unknown branch of the federal claims court that is tasked with 
compensating any person who is adversely affected by a vaccine. Paid 
for with a tax on every vaccine in the country, this court system— with 
only eight special masters and fewer than a hundred attorneys— was de-
signed to be nonadversarial and able to compensate individuals quickly 
to ensure faith in public health. The perspectives of those who develop 
vaccines, set federal guidelines, work in county health departments, and 
research vaccine policy are also important, and I interviewed many of 
those who have positioned themselves as leaders on this topic, writing 
books on alternative vaccine schedules or in support of federally estab-
lished ones, or who advocate for or against vaccine mandates.

To add complexity to this discussion, I observed meetings of organi-
zations opposed to vaccine mandates, pediatric lectures for doctors by 
doctors about vaccines, community events for parents about vaccines, 
meetings of the Institute of Medicine about vaccine safety, and confer-
ence calls of federal vaccine advisory boards. I also analyzed hundreds 
of e- mails, newsletters, and blogs from different stakeholders, including 
parents.

Disagreements about vaccines raise larger questions. To what degree 
are we obligated to protect the most vulnerable members of our com-
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munities? Where are the limitations of our individual liberty? What 
defines good parenting? What counts as expertise? What do we owe 
others? These questions do not reside on the political left or right. They 
surround us always, but largely remain unheard. The parents I studied 
question, modify, or outright reject vaccines because they see them as 
unnatural, as tainted by the profit motives of big pharma, as inadequately 
tested and regulated, or as unnecessary for illness prevention. These par-
ents engage in what we might call individualist parenting, expending im-
mense time and energy strategizing how to keep their children healthy 
while often ignoring the larger, harder- to- solve questions around them. 
They tend to focus on the subjects of their own expertise: their own chil-
dren. In the 1970s, when most of these parents were children, schools re-
quired vaccination against seven vaccine- preventable illnesses. By 2014, 
evidence of vaccination against thirteen vaccine- preventable illnesses 
became required for kindergarten attendance, with more recommended 
in adolescence. As the number of recommended vaccines has increased, 
resulting in more boosters and as many as two dozen shots by age two,12 
even parents who don’t reject vaccines altogether have started to ques-
tion their safety and necessity and seek modifications of the schedule.

I am a mother of three children with much in common with the par-
ents who participated in this study. Although we have made different 
decisions about vaccinating our children, the same questions surround 
us— at children’s birthday parties, in long- term care facilities visiting 
relatives, in hospitals, on international flights, on college campuses that 
require immunization for incoming freshmen, and in the homes of 
people in our communities. These questions feel pressing as I think of 
the newborn babies in my family, my father- in- law, who was immune- 
compromised after a transplant, or my friends infected with HIV.

Most people engaged in this debate believe passionately in the cor-
rectness of their positions for or against vaccines, and believe the other 
side to be woefully misinformed, and possibly even dangerous to their 
children and families. In this book I aim to fill the middle ground be-
tween them by providing a better understanding of how different people 
approach vaccines and make sense of the meanings of risk, benefit, and 
obligation in the context of vaccines— something that carries both indi-
vidual and collective consequences. This does not mean that I equally 
support all positions and interpretations. Rather, I believe that if we can 
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trace the points of disconnect between these positions, we can improve 
our thinking about vaccine choice, and ultimately public health.

The Triumph of Modern Medicine

Immunizations against childhood illnesses are touted as one of the 
greatest achievements of modern medicine and are credited with 
drastically reducing, or virtually eliminating, incidences of polio, diph-
theria, measles, mumps, rubella, haemophilus influenzae type b (Hib), 
tetanus, whooping cough (or pertussis), and more recently varicella 
(chickenpox) and rotavirus in the United States. Vaccines improve life 
expectancy and lower healthcare costs.13 About 90 percent of children in 
the United States receive most of what federal advisory groups define as 
the key childhood immunizations, even if they do not receive all.14 This 
high rate owes its success to compulsory immunization laws, passed in 
all fifty states, which require children to provide evidence of immuniza-
tion before enrolling in schools or childcare settings.15 These laws have 
been around in their current form since the 1960s, with every state hav-
ing one by 1981.

As mentioned, the number of vaccines that are required for school 
attendance has increased significantly between the 1970s, when there 
were seven, and 2014, when there were about sixteen spanning into ado-
lescence. These can result in as many as twenty- four to twenty- six shots 
by the time a child is two years of age. A child can potentially receive 
up to six shots during one doctor visit, although there is no set upper 
limit (and some vaccines may be combined into fewer injections).16 
Despite the virtual elimination of many infectious diseases in the last 
two decades, vaccines have become controversial. Celebrities opposing 
vaccines have continued to posit a link between vaccines and autism, 
and outbreaks of measles, which had been eradicated from the United 
States in 2000, are seen with increased frequency. Although relatively 
few parents reject vaccines, 25 percent of parents in one nationally rep-
resentative survey shared the view that children’s immune systems could 
become weakened by too many immunizations.17 Even more parents 
report concern about the pain of injections.18 Vaccine choices also re-
flect parents’ relative levels of trust in biomedicine and practitioners, 
parents’ perceptions of necessity, and fear of unknown long- term side 



Introduction | 7

effects, with which children who did not consent to the vaccine would 
have to live.19 The parents I interviewed and observed for this book who 
choose to reject medical advice on vaccines also communicate more 
widely held anxieties about vaccine safety. Often, they express disbelief 
in the claims that a high proportion of a community needs to get vac-
cines to protect its members. They insist that children’s bodies should 
be treated as unique rather than uniform. They also express distrust in 
the commercial production of vaccines and the regulatory agencies that 
oversee them.

This last point is not a small issue. Vaccines are currently manufac-
tured by for- profit pharmaceutical companies. Five transnational com-
panies (GlaxoSmithKline, Sanofi Pasteur, Merck, Pfizer, and Novartis) 
manufacture most of the world’s vaccines, with fewer than ten compa-
nies manufacturing any. This is a significantly reduced number from 
four decades ago, when there were at least seven times as many compa-
nies working to develop, produce, and distribute vaccines.20 These com-
panies are not public health agencies and are driven by profits. Recently, 
we have seen vaccine shortages due to contamination in manufacturing, 
miscalculations in production and equipment replacement, and dys-
function in systems of payment and distribution.21

Outside the vaccine context, there are many examples of malfeasance 
or neglectful practices by pharmaceutical companies. We can see these 
issues in the recent example of Vioxx, a widely used drug Merck man-
ufactured to treat arthritis or chronic pain that was withdrawn from 
the market in 2004 because of increased risk of heart attack and stroke 
in users; in problems with the blood thinner Heparin, which was con-
taminated during manufacture in China, killed eighty- one people in 
the United States, affecting hundreds more worldwide; in multimillion- 
dollar settlements; or in recalls because of contamination or production 
incompetence in products ranging from lifesaving medications to Chil-
dren’s Tylenol.22 Pharmaceutical companies engage in other question-
able practices, including repackaging and repurposing medications to 
avoid the expiration of profitable patents that would allow more afford-
able generics to be produced or applying for expedited FDA approval 
with limited data or follow- up.23 The current vaccine arrangement, in 
which states mandate the consumption of a for- profit health product, 
stokes parental skepticism. So while this book focuses most heavily on 



8 | Introduction

those who reject medical advice about vaccines, it also examines anxiet-
ies about health, risk, and medical care that are more widely shared. Al-
though some may dismiss these parental fears about vaccines as simply 
people who just don’t understand how vaccines work, it behooves us to 
take their concerns seriously. As this book will show, when parents opt 
out of vaccines for their children, we are all affected. Our public health 
is at stake.

Vaccines as Public Health

Vaccines are a cornerstone of U.S. public health policy, which aims to 
protect the health and well- being of an entire population. For example, 
public health campaigns include efforts to ensure safe drinking water, 
inspect food, or monitor air quality, all of which would be difficult for an 
individual to accomplish alone on his or her own behalf. Public health 
campaigns also require individuals to give up some personal liberty or 
freedom to protect the well- being of the population. Sometimes pub-
lic health campaigns limit individual preferences for the good of the 
individual or to save costs to those in the community. For example, the 
state can compel me to pay taxes to fund fire departments because, even 
though individuals might protect their homes or businesses with smoke 
detectors and fire extinguishers, they remain vulnerable if a neighbor’s 
house burns quickly and spills over to their own property. Because 
nineteenth- century fire brigades were once private entities that would 
refuse to put out uninsured properties (a practice that led to uncontrol-
lable fires), U.S. cities began to fund civic fire departments.

In some ways, public health law can be similarly justified, as it con-
stantly aims to balance the distributive effects of a rule to improve the 
lives of members of a community against the cost to their individual 
freedoms. This can even take the form of compromising individual 
bodily integrity or privacy, as seen, for example, in legal requirements 
for directly observed therapy for tuberculosis; court orders to take 
anti- psychotic drugs; legal mandates to report sexually transmitted in-
fections; or state power to quarantine individuals who might present 
infection risks.24 These interventions benefit individuals, just as vac-
cines provide benefit to the child who receives them. Federal estimates 
are that vaccines prevent about 1.4 million hospitalizations and 56,300 
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deaths for each birth cohort that receives them.25 This clearly shows in-
dividual benefits from vaccination, alongside public health costs that 
would be shared collectively. Yet the state’s response to individuals who 
do not want to partake in lifesaving interventions is complicated; it re-
quires finding a balance between preventing widespread infection that 
would detrimentally affect others and compelling an individual to con-
sume a pharmaceutical product he or she may not want.

Understanding public health requires a keen understanding of the 
points where individuals have compatible or conflicting interests and 
needs. One such point is “herd immunity” against infectious disease. 
When a person receives a vaccination, she has a far greater chance of being 
protected from that illness— receiving individual benefit— but also helps 
to protect others in the community who are vulnerable to infection. Some 
vaccines benefit only the individual, like that for tetanus, which is a disease 
that is not contagious but results from exposure to a toxin in the environ-
ment that causes neurological damage and death and is difficult to treat. 
However, the majority of required vaccines do not just protect the child 
who receives inoculation, but also prevents exposure of life- threatening 
illnesses in the disabled, the aged, the immune- compromised, the infants 
too young to be vaccinated, and the pregnant women whose fetuses could 
be devastated by these illnesses, as well as those few individuals who did 
not gain immunity from a vaccine they received.26 

If a community- level immunity rate, known as herd immunity, of 
approximately 85– 95 percent (depending on the disease) is maintained, 
virtually all members of the community are protected from infection. It 
is impossible to create immunity in 100 percent of a population. With 
herd immunity, diseases are blocked from reaching those who would 
be at risk by those who are vaccinated. As an example, if Child A has 
measles and Child C is unvaccinated, Child B is a fully vaccinated in-
termediary who protects Child C from infection. This is even more 
effective when a high percentage of the population are fully vaccinated, 
creating more Bs to protect the occasional C. Public health mandates 
to require vaccination for school attendance— where children are in 
dense quarters and likely to share risks of exposure to disease— aim 
to increase the numbers of vaccinated children who can protect that 
vulnerable Child C and buffer the risk of infection from the infected 
Child A. Herd immunity can absorb only a small portion of the popu-
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lation failing to vaccinate. Therefore, the philosophy of herd immunity 
holds that the only exemptions should be for those who cannot safely 
receive vaccines because of a medical condition or because they are 
too young, or those for whom vaccines do not work. Essentially, those 
who can be vaccinated and generate immunity will help to protect the 
most vulnerable in their community. Parents who reject vaccines for 
their children benefit from herd immunity, but refuse to contribute to 
it, making them free- riders to other children’s immunity.

Estimated Herd Immunity Thresholds for Vaccine- Preventable Diseases

Disease Transmission mode R0a
Herd immunity 
thresholdb

Diphtheria Saliva 6– 7 85%

Measles Airborne 12– 18 83— 94%

Mumps Airborne droplet 4– 7 75— 86%

Pertussis Airborne droplet 12– 17 92— 94%

Polio Fecal- oral route 5– 7 80— 86%

Rubella Airborne droplet 5– 7 80— 85%

Smallpox Social contact 6– 7 83— 85%

Source: CDC, “History and Epidemiology of Global Smallpox Eradication,” CDC.gov, 2003, http://www.bt.cdc.
gov/agent/smallpox/training/overview/pdf/eradicationhistory.pdf.
aNumber of new infections per infected person (known as R0).
bPercentage of population to be vaccinated to achieve community immunity.

Public Health in the Age of “Have- It- Your- Way” Medicine

Vaccines are intended as a uniform healthcare intervention— provided 
at about the same age in similar doses to all children. A federal advi-
sory group of experts recommends a schedule of when vaccines are 
to be administered, which is usually accepted by professional medical 
organizations like the American Academy of Pediatrics, and enforced 
through state laws. The federal Advisory Committee on Immuniza-
tion Practices (ACIP) comprises experts in vaccinology, immunology, 
pediatrics, internal medicine, nursing, family medicine, virology, public 
health, infectious diseases, and preventive medicine, and a consumer 
representative who provides perspectives on the social and community 
aspects of vaccination; the committee examines all research on vaccine 
safety and efficacy when making the schedule.27

http://www.bt.cdc.gov/agent/smallpox/training/overview/pdf/eradicationhistory.pdf
http://www.bt.cdc.gov/agent/smallpox/training/overview/pdf/eradicationhistory.pdf
http://CDC.gov
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The creation of an expert- informed schedule that states and profes-
sional organizations adopt makes state vaccine schedules safe and ef-
fective, and distribution relatively inexpensive and efficient. Yet the 
parents with whom I spoke instead see this schedule as impersonal and 
imprecise, providing a “one- size- fits- all” vaccine routine that may not 
be appropriate for their children. Even among parents who support vac-
cination, more than 20 percent do not agree that following the recom-
mended vaccine schedules is the safest course for their children.28 In 
short, there is limited faith in the official schedule.

We live in an age of personalization. A fast- food restaurant’s catch-
phrase promising that you can “have it your way” is emblematic of this. 
We see heightened efforts to personalize medical care to meet the needs 
and desires of the individual. This might include new methods of identi-
fying individual risk of developing certain diseases, to genetically testing 
embryos before implantation for particular characteristics, or calculat-
ing risk of future health challenges. Although companies are beginning 
to offer racial and biological analyses of individual genetic material, and 
pharmaceutical companies promise to create personalized medicine that 
could eventually match drugs to individual personal genetic profiles, 
these innovations have yet to hold major practical uses or even hit the 
market.29 Still, their development has contributed to a vocabulary of 
individualized medicine that shapes expectations of care and supports 
understandings of our bodies as unique.

From this understanding, health itself comes to be defined by per-
sonal choices and behaviors, often through consumption and risk man-
agement.30 We understand that we must actively manage our lives, work 
hard, behave morally, and avoid calculable risk through informed deci-
sion making.31 The individual in a “regime of self ” is expected to ac-
tively shape her or his life through active health choices, with socially 
defined good choices becoming the cultural norm against which an in-
dividual’s morality might be evaluated.32 (The condemnation of smok-
ers or overweight people illustrates this as well.) From this springs the 
ideology of individualist parenting.

A commitment to individualist parenting contributes to heightened 
demands for personalized attention from institutions, including schools, 
tutoring centers, volunteer organizations, therapeutic courts, and, for 
our purposes, healthcare systems and providers. There are a great many 
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reasons that enhanced abilities to focus on individual learning styles and 
needs, health risks, or skills are beneficial and hold the promise of assist-
ing individuals in reaching their full potential. Although individualized 
care does not necessarily yield better health outcomes, it may create a 
more positive experience of healthcare.33 When it comes to vaccines, 
parents face both a social understanding that responsible parents vac-
cinate their children and an expectation that good parents advocate for 
their children and their individual needs. As they perceive their child’s 
needs and bodies as unique, the parents I spoke with and observed view 
the state’s efforts to compel vaccine use for the good of the community 
as unacceptable. Instead, they insist that as parents they have the right 
to make individual choices for their children.

Rhetoric of individual preference proliferates in these parents’ ef-
forts to define themselves as good parents who want what is best for 
their children. This insistence on individualism directly contradicts the 
goals of public health, which expects parents to absorb a measure of 
risk to their own children in order to protect others in the communities 
in which they live or travel. Yet, as others have observed, parents often 
insist that they “should be ‘empowered’ to pursue their own self- interest 
as a condition of their rights (and obligations) as consumers of public 
resources,” which places their desires for their own children ahead of 
others.34 Ultimately, I will argue in this book that the emergence of an 
ideology of individualist parenting, which prioritizes individual choice 
for one’s own children over community obligation, ignores how some 
families with fewer resources have fewer options, but face increased risk 
of illness.

The Limits of Parents’ Rights

Parental concern for vaccine safety is not new. In fact, the power of the 
state to compel vaccines comes from a 1905 U.S. Supreme Court decision 
in which a father did not want to vaccinate his child against smallpox. 
When the father was fined for failing to participate in the mandatory 
vaccine program, he refused to pay the fine and appealed his case. In the 
decision of Jacobson v. Massachusetts, the Court ruled against the father 
and clarified that the state is entitled to use police powers to protect 



Introduction | 13

public health. Highlighting the duty to protect community health, the 
decision states, “It was the duty of the constituted authorities primarily 
to keep in view the welfare, comfort and safety of the many, and not 
permit the interests of the many to be subordinated to the wishes or con-
venience of the few.” In doing so, the state’s power to require individuals’ 
participation in public health campaigns, even when they disagree, was 
set. (The Jacobson decision was notably also used to justify involuntary 
sterilization in 1927, further defining and refining state powers to act on 
the bodies of its citizens.35)

Despite the articulation of the state’s right to compel participation 
in vaccines and other health programs, the United States maintains a 
strong ideological commitment to parental authority and individual au-
tonomy. Every state has a mechanism that allows parents to opt out of 
required vaccinations. All states allow exemptions for medical reasons, 
almost always as verified by a medical provider. All states except West 
Virginia, Mississippi, and, as of 2016, California allow parents to exer-
cise an exemption for religious beliefs, defined relatively broadly in most 
states, and not subject to verification. About eighteen states also allow 
exemptions based on philosophical, personal, or conscientiously held 
beliefs.36 Exercising exemptions vary in process and requirement; some 
states require parents who claim philosophical or personally held beliefs 
against vaccines to apply those beliefs to all vaccines. Other states do 
not view as contradictory parents’ claims that they object to only cer-
tain vaccines, allowing parents to pick and choose which vaccines they 
want for their children. Some states require more cumbersome docu-
mentation for exemptions, including signatures from two parents, no-
tarization, or extensive explanation, or countersignature from a medical 
provider, while other states simply require a signature on a form. Colo-
rado, where I conducted my interviews with parents and providers, is a 
state that allows exemptions for medical, religious, or personal beliefs 
and requires little documentation. Colorado has among the highest rate 
of personal belief exemptions.37 This state is an ideal place to examine 
the multifaceted meanings of vaccine uptake and refusal among parents 
as they craft their own solutions with less legal regulation, but nonethe-
less communicate the same anxieties expressed by parents around the 
country, whose choices may be more constrained.
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The Uneven Landscape of Parental Choice

Public health scholars divide children who have not received all vaccines 
required for school attendance (but who do not have a medical reason to 
avoid vaccines) into two groups. On one side, there are the children who 
are undervaccinated because they lack consistent access to medical care. 
These children are more likely to be children of color, have a younger 
mother who is unmarried and does not have a college degree, and live 
in a household near the poverty line. Children on the other side— those 
who are unvaccinated because of parental choice— look significantly 
different. They are more likely to be white, have a mother who is mar-
ried and college- educated, and to live in a household with an income 
over $75,000; they also tend to be geographically clustered.38 What this 
means is that the choice to opt out of vaccines is almost exclusively made 
by families with the most resources and represents a fairly privileged 
parenting practice. These differences reflect broader schisms in how 
families with different resources have access to choices.

The “choices” families make exist within a public policy context that 
structures requirements. For example, school attendance is legally re-
quired but can be avoided through adherence to paperwork and certifi-
cation; complementary health providers or birth attendants are outside 

States with personal belief exemptions, religious exemptions, or medical exemptions. 
Reproduced from National Conference of State Legislatures, http://www.ncsl.org/
research/health/school- immunization- exemption- state- laws.aspx.

http://www.ncsl.org/research/health/school-immunization-exemption-state-laws.aspx
http://www.ncsl.org/research/health/school-immunization-exemption-state-laws.aspx
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mainstream healthcare, often accessible only to those with private re-
sources; work policies may inhibit or facilitate breastfeeding. Childhood 
vaccinations are legally required for school attendance, but parents can 
avoid these by filing forms for exemptions. Each of these regulations or 
requirements is enacted for the good of the entire community, but also 
allows alternatives so individuals with resources can exercise choice. As 
the sociologist David Cheal suggests, “Family members define their proj-
ects with reference to personal desires, rather than public goals, and they 
are free to implement them to the limits of their resources.”39 Clearly, 
not all families are equally able to assert their preferences. Illustrating 
this, Colorado, which has among the most liberal legal frameworks for 
opting out of vaccines, until recently punished welfare recipients whose 
children were not fully vaccinated.40 As families exercise their choice to 
opt out of vaccines, signing a form that entitles their unvaccinated child 
to attend school, they do so as educated parents with privilege— and 
without fear of public sanctions. In so doing, they also insist that they 
are the experts on their children and uniquely qualified to decide what 
they need.

Claiming Parental Expertise

The relationship between medical experts and parents has a long and 
contentious history. Early twentieth- century physician- authored texts 
highlighted mothers’ ignorance about caring for children and the need 
for parent education. Doctors dispensing scientific and medical advice to 
women developed a practice of “scientific motherhood,” which “refined 
and redefined what it means to be a good mother, a proper mother.”41 
Throughout the twentieth century, women differentially embraced, 
challenged, or ignored the tenets of scientific motherhood, reflecting 
differences in class, ethnicity, family immigration history, experience, 
education, and region.42 By the mid- twentieth century, mothers had 
become savvy consumers of professional advice, and professionals need-
ing patients, from Dr. Spock on baby care to Dr. Dick- Read on natural 
childbirth, began including mothers’ own insights and experiences 
in their “expert” advice. The medical historian Rima Apple suggests 
that this communicated approval of women’s views on childrearing 
and birthing, which reinforced women’s confidence as mothers and 



16 | Introduction

empowered them to question medical authority.43 These transforma-
tions happened as an emerging women’s rights movement grew, yielding 
the women’s health movement. That movement further challenged the 
role of the expert as it provided support for natural childbirth, facilitated 
the Boston Women’s Health Book Collective’s publication of Our Bodies, 
Ourselves, and saw the formation of La Leche League to provide feminist 
support for breastfeeding. These cultural forces repositioned expertise 
as residing within the individual, and women began to see expert advice 
as mere suggestions to incorporate into their own mothering practice. 
The market of parent- driven advice books exploded just as patients 
newly insisted on being able to shop for medical providers. This then 
forced physicians, particularly in obstetrics and pediatrics, to innovate 
in their practices in order to compete for paying patients.

Experts often encourage parents to become independent and self- 
efficacious, even to use online sources of information to become edu-
cated on an issue. In some realms, they design programs specifically 
to empower low- income or vulnerable groups to participate fully and 
advocate for themselves and their children.44 In education and health-
care specifically, efforts to “empower parents” to manage their children’s 
asthma, diabetes, medications, learning disabilities, or education are 
ubiquitous. Most assume that empowering parents will lead them to 
choose for their children what experts believe is correct and will im-
prove outcomes. However, much research on empowered parents, in-
cluding studies of charter schools, school choice, or chronic disease 
management, show that the most privileged parents remain the most 
empowered to advocate for their own children, often furthering in-
equality. Parents with resources are most able to demand services, more 
likely to view providers as contributing advice rather than dictating be-
haviors, and less likely to be reported to state agencies like child protec-
tive services. They also receive more respect from providers as potential 
partners in their children’s care.

In arenas as diverse as medicine, mental health, law, education, busi-
ness, and food, self- help or do- it- yourself movements encourage indi-
viduals to reject expert advice or follow it selectively.45 Avoiding experts 
and their institutions is possible in many of these realms. Vaccines, how-
ever, require a gatekeeper to administer them, forcing structured inter-
actions between parents who reject expert advice and the professionals 
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who control access to medical technologies that parents at times may 
want or need.

Vaccines are not the only medical issue where patients demand indi-
vidualistic treatment. The emphasis on individual choice reflects much 
of the rhetoric of U.S. women’s health movements, including calls for 
greater challenges to mainstream medical advice.46 Campaigns for abor-
tion access in the United States, a procedure that also requires access to 
services though medical gatekeepers, claim, “My body, my choice.” The 
historian Rickie Solinger suggests that in the context of abortion, the 
vocabulary of choice is too often reduced to images of “women shoppers 
selecting among options in the marketplace” without concern for the 
larger power relations at stake.47 This form of “choice feminism” lays the 
backdrop for women’s individual choices for their children’s healthcare. 
Freedom from compulsion (in this case from vaccine requirements) 
rather than access to resources to create widespread access to care be-
comes the political goal.48 As individual preference becomes synony-
mous with freedom, the unequal ability to exercise choice, particularly 
around state policy, is obscured.

Most parents who oppose vaccines are not part of a political move-
ment. In the United States, a handful of organizations and grassroots 
groups politically mobilize against vaccine mandates, gain celebrity 
spokespersons and extensive media coverage, even as no similar move-
ment exists to create equity in access to pediatric care. Those who reject 
expert advice on vaccines are not necessarily conservative or liberal, 
with a wide array of political affiliations and views of the state. They 
are generally well- intentioned parents committed to assessing the in-
dividual benefits of vaccines for their individual children and wanting 
to choose for themselves, without state mandates or expert advice pro-
scribing their freedom of choice. As parents decide what is best for their 
children, they overlook— or explicitly deny— how their choices can be 
costly for other people’s children.

Individualist Parenting and the Culture of Mother- Blame

Parents generally want their children to succeed, but their ability to 
facilitate their success is shaped by access to resources. The sociologist 
Annette Lareau shows how middle- class and affluent families embrace 
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an ideology of “concerted cultivation,” where they aim to actively man-
age their children’s lives so they might become successful adults who 
can outperform others.49 This takes a variety of forms, from adult- 
organized play, to management of homework, to advocacy in schools. 
The overarching goal is to manage children’s development so they will 
be successful and to optimize their personal opportunities. Concerted 
cultivation is a class- based ideology that inspires cumbersome prac-
tices that fall more heavily on mothers than on fathers and differentially 
transmits advantage to children.

Regarding parents’ vaccine choices, children’s healthcare is intense 
and largely, although not exclusively, maternal terrain.50 In fact, cultural 
expectations of mothering have become increasingly demanding— of 
time, energy, and money.51 While there is evidence that this ideology of 
intensive mothering has permeated the lives of mothers at all socioeco-
nomic levels, this experience of motherhood is marked most intensely 
as that of middle-  and upper- class mothers, who have the material and 
cultural resources to invest most heavily in their children’s development 
and most intensely fear their children’s downward mobility.52 Women 
receive cultural encouragement for this kind of individualist manage-
ment. In prenatal care, for example, they are directed to develop birth 
plans because they are told they are entitled to consume information 
and services.53 As mothers, they are told it is their obligation to manage 
risk and pursue success for both themselves and their children. Mothers 
are responsible for the physical, emotional, and psychological health of 
their children; healthy children symbolically represent good mothering, 
just as mother- blame proliferates in the lives of women with sick chil-
dren.54 In these ways, the tenets of scientific motherhood are reframed 
in a market economy, where informed mothers become consumers with 
a plethora of individual choices awaiting them.

This work of individualist parenting is overwhelming— both time-  
and resource- intensive. Yet there is also evidence that mothers acquire a 
sense of accomplishment from their ability to care for their children and 
take pride in crafting their sense of self as experts. We can see examples 
of this in research about “natural mothers” who reject consumerism, 
homeschooling mothers who dictate the pace of their families’ lives, or 
women who breastfeed their children— sometimes for many years— as 
a commitment to their children’s well- being. Each of these practices is 
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more readily available to women with private resources.55 In the case of 
vaccines, parents choose to reject vaccines they do not trust in an effort 
to maximize their children’s long- term health. As they do, they claim 
expertise over their own children and what they see as their unique bod-
ies, even as they refuse to acknowledge how other parents may not be 
equally able to do so.

Much of the research on parents who refuse vaccines for their chil-
dren focuses on what parents think, often according to surveys or focus 
groups. Although I too share an interest in understanding what parents 
think, I aim throughout the book to put these views in a cultural, his-
torical, and social context. I argue that these views represent broader 
cultural trends that support a view of medicine as personalized and in-
dividualized. These views are rooted in ideas about middle- class and 
affluent parenting that expect parents to heavily invest in their own chil-
dren, even at a cost to others. This ideology of individualist parenting is 
tightly bound to economic and social trends that privatize individuals 
and their bodies into informed consumers. Parents tout their commit-
ment to informed individual choice as a way of expressing their commit-
ment to their children, which overrides a commitment to community 
responsibility and social justice.

Overview of the Book

In searching for a full range of perspectives, I aimed to find sites of 
contested meanings about what vaccines are and whether and how 
they should be used. What are their symbolic meanings? How do they 
convey different notions of individual choice and collective responsi-
bility? How do views of vaccines communicate perceptions of family, 
science, authority, and the state? I also identify the points of disconnect 
and place these different views in conversation. At times, I bring in the 
social history of certain diseases to add context to parents’ views. My 
goal is to paint complex pictures of the meanings of disease, risk, fear, 
and health that are woven through all disagreements about vaccines. As 
a technology that provides individual benefits and risks, enforced by 
the state, and administered on young children’s bodies, vaccines allow 
us to explore these complex and contradictory meanings and to exam-
ine challenges to expertise, choices of consumption, and the ways these 
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dynamics are structured by privilege. In each chapter, I weave parents’ 
concerns, physicians’ experiences, and the meanings of vaccines, with an 
eye to the role of the state in mediating these meanings and experiences.

First, I provide a broad historical overview of vaccine policy and con-
troversy, including how vaccines were created and came to be legally 
required for school entry. Because vaccine mandates arose in the 1960s 
as a way to increase funding and provide access to low- income children, 
I point to the meanings of community health and access, even as vaccine 
mandates are no longer perceived this way. I also highlight significant 
moments when consensus about vaccines as a good and safe technology 
broke down. Each vaccine’s invention has raised different issues about 
health, risk, necessity, and the relationship between citizens and the 
state. As such, this chapter provides a chronology of vaccine develop-
ment so readers can better understand how these unique histories have 
led us to where we are today.

Beginning in chapter 2, I show how parents define themselves as 
experts on their own children, best qualified to evaluate vaccine risk 
and benefit claims. Parents filter information from myriad sources— 
books, websites, research, peers, providers, or their own intuitions— to 
weigh claims of risk of disease against the risk of the vaccine itself. They 
expend energy and resources assessing whether their children are at 
greater risk for complications from vaccination. Promoting an expecta-
tion that all parents should actively challenge medical experts to advo-
cate for their own children, despite the unequal ability to do so, they 
reject vaccines when they perceive that risk outweighs benefit. Chap-
ter 3 examines how parents define their sense of themselves as experts 
on their children and then deploy that parental expertise to argue that 
vaccines are unnatural, creating inferior immunity. Chapter 4 builds on 
these views and presents parents’ perceptions that vaccines represent a 
voluntary introduction of chemicals into children’s bodies. Drawing on 
the celebrity- led march to “Green Our Vaccines,” the controversy over 
thimerosal, a mercury- based preservative that was until recently used in 
vaccines, and the now- discredited claims that vaccines can cause autism, 
I elucidate how some parents see vaccines as toxic and thus harmful.

Unlike other self- directed health movements, vaccines require physi-
cians to serve as gatekeepers— to provide vaccines as well as the docu-
mentation needed to access childcare and educational settings. Parents 
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generally believe that medicine as practiced— with busy providers who 
have limited time with each patient— hinders practitioners’ ability to 
understand each child as unique and prevents them from serving as ad-
vocates. Chapter 5 examines how pediatricians view their role as medi-
cal experts in their work with parents who claim competing expertise. 
Chapter 6 looks at parents’ resistance to what many call the “one- size- 
fits- all” schedule of vaccinations and how they rework or reject the tim-
ing and dosage of vaccines. Using their own sense of expertise, parents 
demand slow or alternative vaccine schedules for their children against 
the illnesses they believe require protection at a time they view them as 
most relevant. As parents engage these processes, they do so with physi-
cians who are differentially supportive of their claims as experts.

Disease risk intrinsically involves uncertainty. Chapters 7 looks at 
how parents aim to manage risk through intensive parenting practices 
that are resource- intensive and both claim and reproduce privilege, 
which include natural living, breastfeeding, and careful preparation of 
food. They also manage risk by enacting imagined gated communities 
from which they can control social exposure to those they believe might 
carry disease. Through these efforts to manage uncertainty and mitigate 
risk, I suggest, parents feel compelled to invest significant resources as 
a way of ensuring their children’s safety when they reject vaccines as 
well as maintaining a sense of control over their children’s well- being. In 
chapter 8, I take a close look at the criticism parents who opt out of vac-
cines face and how they manage social disapproval. This chapter engages 
the broader cultural meanings of vaccine refusal, from interactions with 
doctors whom parents see as disapproving, to possible legal and institu-
tional sanctions, including from healthcare providers, schools, or public 
health agencies. Examining their perceptions of disapproval allows us 
to better understand the meanings of autonomy, compliance, and con-
sent in medical encounters and the ways parents’ claims of expertise 
and authority do not always prevail. Finally, I return to the public health 
goal of herd immunity to demonstrate how parents understand claims of 
community obligation but do not prioritize it in their decisions, as well 
as how providers broach the topic with their patients’ families. In exam-
ining perceptions of state regulation and public health goals alongside 
parents’ desires to assert their own expertise, I show how perceptions 
of disease and risk reflect structures of race, class, and social distance.
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Striking a Balance

Many books exist about vaccines, and there is much public debate about 
them. Yet each discussion seems to stake out and fortify one particular 
view. Some provide both historical and contemporary understandings 
of vaccine controversies. Yet, because they write with such certainty of 
their positions, they portray the parents who resist vaccines as foolish or 
ignorant at best, and sometimes even delusional or selfish. Correspond-
ingly, the writings of those who oppose vaccines generally, or policies 
that mandate vaccines specifically, provide no more nuance and yield 
little ground to those who have experienced infectious disease firsthand 
or who have expertise built on the scientific method and decades of sys-
tematic research.

I am not neutral on whether vaccines are good or bad. I have opted 
to follow all mainstream medical recommendations and have fully vac-
cinated my own children. I do so because I trust that vaccines are mostly 
safe and I accept that we can each absorb minimal risk to protect those 
in our community who are most vulnerable. I support policies that en-
courage efforts to broadly vaccinate the population and protect public 
health. I also very much like and respect the parents I spoke with who 
laboriously question vaccines and medical recommendations, and who 
aim to do the best for their children. I know that these families will 
not agree with everything I argue in this book, but I hope they feel re-
spected. I also accept that not all stakeholders will agree with my analy-
sis, but I do hope this book can encourage better discussions of public 
health, community obligation, and individual choice. As we ideally find 
a place of mutual understanding, and even some common ground, per-
haps we can then move together toward policies that support everyone’s 
children, not just our own.
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The Public History of Vaccines

Most histories of vaccines in the United States begin with the story of 
smallpox, a disease feared for its gruesome symptoms, high fatality rate, 
and ability to spread quickly. As the historian James Colgrove describes,

Its symptoms began with chills, aches, and fever, then progressed omi-
nously to nausea, vomiting, and difficulty breathing. About a week after 
infection, bright red pustules developed on the victim’s face and hands, 
and then spread to cover the entire body. Eventually the pustules dried 
and itched intensely, scabbed over, and fell off. About one out of four 
victims died; those who survived were usually scarred for life and often 
blinded. Children, who were generally more vulnerable to infectious dis-
ease, died from the condition more often than did adults, but it struck 
young and old alike, and without regard to social class.1

To save people from this deadly disease, a procedure called variola-
tion was developed. Variolation is a term that refers to the controlled 
transfer of active smallpox lesions, taking the scabs or pustules from an 
infected person and placing them under the skin of an uninfected per-
son with a lancet. This technique had long been practiced in Asia and 
Africa. Although British travelers reported seeing variolation through 
the seventeenth century, British doctors were unwilling to adopt it as 
practice. Credit for its eventual widespread use in England is usually 
assigned to Lady Mary Wortley Montagu, who in 1718 encountered the 
practice while traveling through Turkey with her husband, a British am-
bassador. Having survived the disease but witnessing its ravages, Mon-
tagu demanded that her son receive variolation by the embassy surgeon, 
and later, in 1721, she insisted he demonstrate the technique to the Brit-
ish physicians while variolating her daughter. As word spread, interest 
grew; experiments on the safety of variolation were performed on six 
prisoners, and later, on orphans, and those proving successful, the Prin-
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cess of Wales asked to have her daughters variolated.2 Owing to new 
popularity and the tightly organized practice of medicine in Europe, 
variolation became widespread.

Historical evidence shows that variolation was often accompanied by 
other now- dubious rituals that health providers encouraged, including 
fasting, bleeding, purging, and mercury consumption.3 Variolation was 
risky and actually could cause the highly contagious disease it aimed to 
prevent, or communicate other infections, including tuberculosis, syphi-
lis, or hepatitis. Two to three percent of people variolated died from 
complications. Even so, these fatalities were ten times lower than from 
the dreaded smallpox infection.4

Variolation reached the American colonies around 1721. Among its 
early champions was the Reverend Cotton Mather, who saw a small-
pox epidemic erupt in the Boston area after a traveler arrived from the 
West Indies. Panicked, Mather tried to recruit physicians in the area to 
begin variolation, but was only able to convince Dr. Zabdiel Boylston 
to variolate anyone who wanted it. Variolation remained controversial 
in the colonies and as the disease spread through the largely uninoc-
ulated population, Mather and Boylston were viewed with increasing 
suspicion. In 1721, with smallpox infecting more than half of the twelve 
thousand residents of Boston, the men fought allegations that they were 
responsible and used statistics to defend themselves and educate the 
public: while 14 percent of people naturally contracted the disease, only 
2 percent of variolated patients became infected.5 In the following years, 
variolation became more popular in Europe, owing in large part to the 
data Mather published after the Boston smallpox epidemic. Although 
slow in the colonies, variolation received a boost during the Revolution-
ary War. After the American troops, stricken with smallpox, were un-
able to seize Quebec from British troops, who had all been variolated, 
Commander George Washington, himself a survivor of smallpox, re-
quired variolation of American troops.

Edward Jenner, a popular English physician, had heard stories of 
how Gloustershire’s milkmaids were protected from smallpox because 
of their exposure to cowpox, which although similar to smallpox, was 
not harmful to humans. He theorized that cowpox could also be trans-
mitted through variolation, but without the risks presented by using 
actual smallpox matter. In 1796 Jenner found a milkmaid with pox on 
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her arms. Using these lesions, Jenner inoculated an eight- year- old boy.6 
Although he developed fever, loss of appetite, and aching for more than 
a week, he made a full recovery. Two months later, Jenner inoculated 
the same boy with fresh smallpox material. The boy did not become ill, 
suggesting he was protected by the initial variolation. Jenner’s efforts to 
publish the results of this study were unsuccessful, but drawing on the 
Latin for cow, vacca, Jenner coined the term vaccination to describe the 
procedure of variolation with cowpox matter (rather than the more vir-
ulent smallpox) and published his theory and single result in a booklet 
he distributed. Jenner was not able to locate additional volunteers for his 
study, but other physicians he contacted were willing to try vaccination. 
They confirmed that cowpox vaccination protected against smallpox 
with less risk than variolation with smallpox material had presented to 
the inoculated.

Jenner sent vaccination material to other physicians, who often 
shared it with colleagues. Finding its way to New England, vaccination 
became popular, gradually replacing variolation, which became pro-
hibited in 1840.7 Jenner never sold his discovery, spent his own money 
to create and distribute stock of vaccination and information, and was 
known to vaccinate the poor in his town for free. At great personal cost, 
Jenner gave up his lifestyle as a physician and family man to become “a 
missionary to vaccination.”8 He was ridiculed and harangued through-
out his life, both by colleagues who suggested that his growing fame 
was undeserved, and by popular critics who feared that his distribution 
of vaccination might lead to unknown complication, including humans 
sprouting animal parts, as a popularly reproduced cartoon shows.

Jenner’s influence was indisputable on both sides of the Atlantic. 
Thomas Jefferson wrote to Jenner in 1806, “Medecine [sic] has never 
before produced any single improvement of such utility. . . . You have 
erased from the calendar of human afflictions one of its greatest. Yours 
is the comfortable reflection that mankind can never forget that you 
have lived.”9

Jenner was not the first to recognize that cowpox prevented smallpox. 
He was not the first to use variolation from cowpox material, either. 
Yet Jenner was the first to systematically study the issue and to create 
widespread change through a public campaign. He helped to provide 
a framework for understanding how germs caused disease, challeng-
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ing widely held views that illnesses were the result of spirits, miasmas, 
evil, or even moral failings.10 As such, the early nineteenth century saw 
the first compulsory vaccination laws for smallpox, often in response to 
outbreaks.

In 1813 the U.S. Congress passed and Jefferson’s successor President 
James Madison signed into law “An Act to Encourage Vaccination.” This 
law established the first National Vaccine Agency, even requiring the 
U.S. Post Office to carry mail weighing up to half an ounce for free if 
it contained smallpox vaccine material. The goal of the act was to “pre-
serve the genuine vaccine matter, and to furnish the same to any citizen 
of the United States.” Cities or townships also passed their own laws to 
require vaccines. In so doing, they hoped to protect their neighborhoods 
or townships from disruptive quarantines and to limit fatalities. Locali-
ties expected that individuals would participate out of a sense of public 
duty, but retained the authority to levy taxes against those who refused. 

This 1802 cartoon, “The cow- pock— or— the wonderful effects of the new inoculation,” 
by the British satirist James Gillray, expressed anxieties about the risks of vaccination, 
including that recipients might sprout cow parts. Library of Congress Prints and Pho-
tographs Division, reproduction number LC- USZC4– 3147, call number PC 1— 9924, 
http://www.loc.gov/pictures/item/94509853.

http://www.loc.gov/pictures/item/94509853
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For example, in 1820 the residents of North Hero, Vermont, voted to 
institute a tax to pay for the vaccination of all the town’s residents after 
cases of smallpox were diagnosed in the area. Dan Hazen, though pres-
ent at the town meeting where the tax was approved, did not vote for 
it and refused to pay it. In response, the town constable seized Hazen’s 
cow and sold it to raise the payment. Hazen sued, leading to a ten- year 
legal battle that ended when the state’s Supreme Court upheld the con-
fiscation. This is one of the first articulations in the United States of the 
state’s power to require vaccines and the willingness of the state to pun-
ish those who resist. It was not, however, the last.11

Expansion of State Power

Rates of smallpox rose with compulsory school attendance, which 
brought children into close quarters. In 1823 Boston became the first 
city to require evidence of vaccination for school attendance, with Mas-
sachusetts adopting its own law in 1855. Several other states followed 
by passing their own laws or developing new public health agencies 
and infrastructure to combat infectious disease. Thus, by the late 1890s, 
school attendance and mandatory vaccination laws had become linked. 
Courts also ruled that school boards, which hold no legislative power, 
may enact rules for public health, particularly in times of outbreaks, and 
that state legislatures may also give school boards such powers, provid-
ing legal support for these laws.12

Enforcement, however, was uneven. Teachers, principals, and school 
personnel were then, as they are today, largely uninterested in public 
health enforcement. Public health agents sporadically checked, and 
often discovered that fewer than half the children in a school might be 
vaccinated. On such instances, those agents might return and vacci-
nate all children who lacked a smallpox scar. In New York, for example, 
in 1894, fifty- six vaccinators from the health department distributed 
twenty- seven thousand vaccines to schoolchildren. In these ways, the 
state remained committed to compulsory vaccination and expended re-
sources in support of those goals.13

Vaccines effectively limited outbreaks, which, in turn, fed compla-
cency. Many people who had never experienced a smallpox epidemic 
became reluctant to undergo a procedure they viewed as unpleasant, 
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risky, and of questionable necessity. As the legal scholars James Hodge 
and Lawrence Gostin suggest, “Since the vaccine has worked, why 
should individuals continue to be subjected to the harms of vaccina-
tion unless there exists an actual threat of disease in the community?” 
Those “who continued to press for vaccine were characterized as abu-
sive, untrustworthy, and paternalistic.” Resisting vaccines, they argue, 
was equated with fighting government oppression.14 Suspicious of this 
new role for the state, organizations opposed to vaccinations grew in the 
second half of the nineteenth century.

Opponents distributed flyers and pamphlets, lobbied legislatures for 
the repeal of compulsory vaccination laws, filed lawsuits, and sought 
to discourage the use of vaccines. Their rhetoric rested on two linked 
claims: that vaccination was dangerous and unnecessary, and that legal 
compulsion to vaccinate was a violation of the country’s foundational 
belief in individual liberty. In support of the first claim, they pointed 
to legal cases for illness or wrongful death caused by vaccines and cir-
culated stories of medical complications. They also alleged that health 
departments falsified death records to mask vaccines as the cause and 
refused to share information about the risks. Although they were vehe-
mently opposed to vaccination, their claims were grounded in reason.15 
As those against vaccines weighed the risks of inoculation, they did so 
in the context of a disease that had become rare by the end of the nine-
teenth century.16

For the second claim— that these laws violated individual liberty— 
the anti- vaccination groups opposed midnight raids, forced vaccination, 
and the quarantines that often destroyed the livelihood of owners and 
workers, sometimes enacted only because of the theoretical risk of infec-
tion or refusal to be vaccinated, rather than actual infection. They also 
argued that the new role of the state violated fundamental American 
values. Both these claims formed the basis for legal challenges.

Legal Challenges to State Power

Compulsory vaccination laws were, in fact, challenged in many court 
cases. After years of contradictory decisions from lower courts, the 
U.S. Supreme Court in 1904 considered whether requirements for 
vaccination were constitutional. In the landmark case of Jacobson v. 
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Massachusetts (1905), the Supreme Court heard a challenge to the Mas-
sachusetts compulsory vaccination law. The state law allowed “the board 
of health of a city or town, if, in its opinion, it is necessary for the public 
health or safety,” to “require and enforce the vaccination and revaccina-
tion of all the inhabitants.” The law also specified that anyone “being 
over twenty- one years of age and not under guardianship [who] refuses 
or neglects to comply with such requirement shall forfeit $5.”17

Henning Jacobson, a minister who had emigrated from Sweden when 
he was thirteen and who lived in Cambridge, Massachusetts, challenged 
the legal requirement to be vaccinated or revaccinated. Although there 
was an outbreak at the time, he refused the vaccine for himself and was 
subsequently fined five dollars (about a hundred dollars today). He in-
sisted that as children, both he and his older son had become ill after 
being vaccinated and he thus did not want to be revaccinated. He also 
refused to pay the fine.

Jacobson presented fourteen arguments against vaccination, includ-
ing the general lack of safety, lack of efficacy, probability of harm, and his 
own experience of becoming ill after vaccination. More generally, he ar-
gued that “a compulsory vaccination law is unreasonable, arbitrary and 
oppressive, and, therefore, hostile to the inherent right of every freeman 
to care for his own body and health in such way as to him seems best.”18 
Claiming that the laws violated his constitutional liberty interests, which 
he believed supported the right to bodily integrity, Jacobson insisted that 
the law was unconstitutional. He also reiterated his commitment to his 
religion and his objection to the use of cowpox in vaccines, asking, “Can 
the free citizen of Massachusetts, who is not yet a pagan, nor an idolator, 
be compelled to undergo this rite and to participate in this new— no, 
revived— form of worship of the Sacred Cow?”19

The lower courts who ruled against him and later the U.S. Supreme 
Court found his fourteen facts to be immaterial to the legal question at 
hand. In 1905 the U.S. Supreme Court ruled against Jacobson. In a 7– 2 
decision, the Court articulated a more narrow view of individual liberty, 
and clarified the rights of the state to enforce public health. The decision 
posits,

The liberty secured by the Constitution of the United States does not 
import an absolute right in each person to be at all times, and in all 
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circumstances, wholly freed from restraint, nor is it an element in such 
liberty that one person, or a minority of persons residing in any com-
munity and enjoying the benefits of its local government, should have 
power to dominate the majority when supported in their action by the 
authority of the State. It is within the police power of a State to enact a 
compulsory vaccination law, and it is for the legislature, and not for the 
courts, to determine in the first instance whether vaccination is or is not 
the best mode for the prevention of smallpox and the protection of the 
public health.20

The decision did not simply limit individual liberty, but also confirmed 
a shared community obligation embodied in vaccine requirements. The 
decision continues,

Society based on the rule that each one is a law unto himself would soon 
be confronted with disorder and anarchy. Real liberty for all could not 
exist under the operation of a principle which recognizes the right of each 
individual person to use his own, whether in respect of his person or his 
property, regardless of the injury that may be done to others.21

This decision makes clear that police powers are not absolute. Public 
agents must demonstrate public health necessity and not be exercised in 
“an arbitrary, unreasonable manner” or go “beyond what was reason-
ably required for the safety of the public.” This includes the requirement 
that there be a reasonable relationship between the intervention and the 
legitimate public health goal. Additionally, the police powers of the state 
may not be used in ways that are oppressive, arbitrary, or absurd in con-
sequence, or increase health risks.22

Enforcement of vaccines and the expanding role of the state in sup-
porting intervention into private lives cannot be viewed outside the 
historical context in which states were developing health departments, 
sanitation boards, and new institutions. This new role of the state as a 
protector of the public reflected the optimism of the Progressive Era. 
The ethos that the state can compel individuals toward behaviors they 
might not otherwise choose for themselves or their children for the 
good of the community was reaffirmed in other U.S. Supreme Court 
decisions, including decisions that upheld Congress’s right to limit child 
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labor (Hammer v. Dagenhart, 1918), states’ rights to compel school at-
tendance (Zucht v. King, 1922), and even the power of the state to force 
involuntary sterilization of those deemed unfit to reproduce (Buck v. 
Bell, 1927). The logic also facilitated passage of state laws banning inter-
racial marriage, allowing quarantine, and establishing Prohibition. In 
short, the Progressive Era was marked by a willingness to limit indi-
vidual rights and liberties for the perceived health of the community.23

This era also saw multiplying numbers of specialists and governmen-
tal agencies in healthcare, social work, family life, and education, advis-
ing individuals on how to live, eat, parent, and birth.24 Highlighting the 
new role of experts who aimed to reform civil society, Colgrove notes, 
“Expert knowledge formed the basis on which these reformers based 
their claim to be better qualified than parents to judge the well- being of 
children.”25

With police powers and an intense focus on preventing disease, some 
newly empowered public health entities saw it as their duty to protect 
public health at all costs. Often relying on coercive methods, state health 
departments were known to sweep through neighborhoods, looking for 
incidence of disease and inoculating those in the area. In some areas, 
the inspectors attempted to forcibly remove children from their homes 
or vaccinated individuals at gunpoint.26 In others, they aimed to enact 
quarantines around the homes of those who were ill. Other cities tried 
to inspect train stations for boarding passengers who were ill, require 
vaccination before leaving, or ban public gatherings.27

Over time, enforcement of vaccination requirements waned, as did 
occurrences of smallpox. Simultaneously, anti- vaccination sentiment 
strengthened. Smallpox was less common, and a milder version of the 
disease (variola minor) appeared in 1897, which made fear of the vac-
cine stronger than fear of the disease. The U.S. Public Health Service 
(a precursor to the Food and Drug Administration) gained powers to 
inspect vaccine manufacturers, which made vaccines safer but also re-
vealed how microorganisms such as the lethal tetanus bacilli could con-
taminate them.28

There was also broad- based distrust of the state, fueled in part by 
populist social movements, disapproval of Supreme Court decisions 
like Jacobson, and the Red Scare of 1919, which made communitarian 
campaigns suspect. The anti- vaccine movement was diverse and in-
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cluded homeopathic practitioners and the new specialty of chiroprac-
tic medicine, both of which rejected the necessity of vaccines, as well 
as Christian Scientists and anti- vivisectionists, who objected to animal 
experimentation. Parents whose children had died or been harmed fol-
lowing vaccination also joined the movement. In the early twentieth 
century, states began to repeal mandatory vaccine laws or to pass ballot 
initiatives to limit state powers around vaccines.

Diphtheria and the Voluntary Use of Vaccines

The twentieth century brought about a “bacteriological revolution,” 
with new understandings of germs, new vaccines, and an evolution in 
research.29 Scientific methods became more rigorous and organized, 
in part supported by the newly created departments of health. These 
innovations in healthcare, including vaccines, further shaped a popu-
lar belief that science could overcome disease. One such disease was 
diphtheria, which was the first widely used vaccine for which the state, 
lacking mechanisms of enforcement, persuaded parents to use.

Diphtheria, seldom seen today in the United States, is a bacterial in-
fection of the upper respiratory system, spread easily through airborne 
droplets. Its bacteria produce a toxin that attacks the body, which com-
monly causes sore throat, inflammation of the throat and lymph nodes, 
and sometimes swelling of the heart, damage to kidneys, and neurologi-
cal weakness or numbness. Its hallmark feature and what makes it so 
dangerous is a thick gray pseudo- membrane that develops in the back 
of an infected person’s throat, often blocking the airway. The death rate 
before treatment was as high as 50 percent, most often in young children 
and in adults over forty years old.30

The first breakthroughs in treating diphtheria came in the 1890s, 
when researchers in Europe found that blood serum from an infected 
animal contained antitoxin that could be injected into those afflicted to 
help them recover. Researchers soon discovered that mixing antitoxin 
with small amounts of the toxin could produce immunity against the 
disease for several years. Published in 1913, these results led to the first 
vaccine against diphtheria. Along with the subsequent invention of a 
skin test to confirm immunity, either from exposure or successful vac-
cination, these innovations facilitated more reliable research.31
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World War I delayed vaccine innovation in Europe (where both 
discoveries were made), and testing fell primarily to two New York re-
searchers, William Park and Abraham Zingher, who began testing the 
efficacy of the vaccine in ways that illustrate how different research prac-
tices were at the time. First, they tested it on children in orphanages, giv-
ing them the vaccine and then the Schick skin test, which would show 
evidence of immunity. With successful results, they took their research 
to the public schools, where enthusiastic school officials sent letters 
home asking for parental consent to participate in a larger study.32 Some 
also included letters— written in English, Italian, and Yiddish— to reas-
sure parents that unlike smallpox, toxin- antitoxin could not make chil-
dren sick.33 With principals’ endorsements, about 75 percent of families 
consented.34 Schick tests were given to each student; those not immune 
were immunized. The researchers created a group of ninety thousand 
inoculated and now immune children, whom they could compare to 
a group of ninety thousand children whose parents refused participa-
tion.35 The goal of testing the vaccine on children was driven by the 
reality that children were the ones most vulnerable to the disease and 
thus, the ones who would most benefit.

Anti- vaccination activists remained distrustful of government- 
sponsored health programs and highlighted how children were being 
used as guinea pigs. In 1919 a poorly prepared vial of toxin- antitoxin led 
to six deaths, and more than fifty people became ill.36 Other tragedies 
occurred after toxin- antitoxin had frozen in transit or was contaminated 
by serum from a sick animal.37 Yet these complications were rare and 
largely manageable and correctable. Nonetheless, objections continued, 
including from those who opposed the use of animals to collect blood 
serum, and chiropractors who opposed vaccines as polluting children’s 
naturally healthy bodies. In less organized ways, parents felt uneasy 
about vaccination, were unsure whether diphtheria vaccination was re-
dundant to smallpox vaccination, feared adverse reactions, or believed 
that good nutrition would protect their children.

Rather than compelling its use, the trend was instead to continue 
efforts to persuade parents that the vaccine was lifesaving and safe. In 
collaboration with insurance companies, the New York City Health 
Department in 1929 created the Diphtheria Prevention Commission, 
which launched an aggressive marketing campaign to convince parents 
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to get their children vaccinated. Metropolitan Life Insurance Com-
pany, for example, working closely with researchers and serving its 
own financial self- interest, distributed thousands of pamphlets to its 
policy holders touting the benefits of diphtheria vaccination. Maga-
zines like the Saturday Evening Post, Ladies’ Home Journal, and Good 
Housekeeping also promoted it.38 The New York Health Department 
mailed letters to almost a quarter of a million new mothers urging 
them to vaccinate their babies against diphtheria. More than three 
thousand posters were hung in retail stores, movie theaters added 
trailers to encourage vaccination, and eighty- five thousand leaflets in 
foreign languages were distributed. The city even hung a two- hundred- 
foot illuminated sign at Broadway and Twenty- Third Street, among 
the biggest ever seen in New York. The campaign succeeded; more 
than 292,000 children received immunization and the city’s death rate 
from diphtheria was cut by almost half.39 The size and influence of this 
coordinated effort— between corporations, government, and media— 
cannot be underestimated.

Between 1900 and 1930, life expectancy increased from forty- seven 
to sixty years.40 This rapid change speaks to advances in sanitation, 
clean water, clean milk supplies, and other public health interventions, 
but vaccines played a role.41 The successful diphtheria campaigns trans-
formed American understandings of medicine generally and vaccines 
specifically. First, the diphtheria vaccine was really the first systematic 
use of the germ theory and communicated the utility of this new un-
derstanding of bacteria. Second, it transformed expectations of how 
science and medicine should be practiced, thereby adding significant 
prestige to these fields in new ways.42 Unsurprisingly, these changes 
mirrored the transformation of the profession of medicine, from an 
idiosyncratic system of training to one that was centrally controlled and 
increasingly composed of elites.43 By the 1930s, it was clear that toxin- 
antitoxin provided only temporary coverage and that healthy carriers— 
that is, people who carry the disease but show no symptoms— could 
facilitate outbreaks. Researchers developed a new vaccine based on a 
weakened form of the bacteria, still in use today. In so doing, they cre-
ated what the sociologist Jacob Heller calls “the vaccine narrative,” that 
is, the public consensus that as preventative care, vaccines represent an 
unequivocal good.44
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In addition to building trust in science and medicine, diphtheria 
shaped the modern understanding of vaccines. Rather than focus-
ing on community obligation, as the smallpox vaccine had, diphthe-
ria was marketed to individuals for individual benefit. As Colgrove 
explains,

Instead of protecting the community from imminent peril, citizens were 
urged to take action in order to move their community toward a state 
of perfect health. Because toxin- antitoxin was relatively safe and pain-
less, health officials could appeal more directly to individual self- interest, 
without asking people to subordinate their well- being, or that of their 
children, to the good of the community.45

The success of appealing to individuals generally and mothers specifi-
cally, rather than to community responsibility, continues to inform how 
vaccines are promoted.

Finally, efforts to advertise the diphtheria vaccine, alongside growth 
in professions committed to child and family health, became part of 
the new enterprise of health education. Civic groups joined efforts to 
make health consumption central. As the head of the American Public 
Health Association explained in 1927, “Health is a saleable commod-
ity.  .  .  . Mere laws to enforce health do not create change.”46 People 
could be taught to avoid illness, to make better choices to promote their 
families’ health, and to consume products identified (usually by the 
manufacturer) as health- promoting. Most of this marketing targeted 
mothers, who were faced with a plethora of expert advice on feeding, 
childrearing, well- baby care, and consumption of new items like vita-
mins, toothpaste, and vaccines, as seen in the poster reproduced here.47 
Public health promoters were so convinced of the superiority of their 
methods that some argued that deaths from diphtheria could be seen 
as a sign of child neglect. For example, a representative of the American 
Child Health Association stated in 1926, “The time will come when 
every case of diphtheria will be an indictment against the intelligence of 
parents . . . and it will not be many years before every death from diph-
theria will be referred to a coroner’s jury for investigation for criminal 
responsibility.”48 Together, the notion that good parents seek out vac-
cines and trust experts took hold.
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Professional Dominance and the New Public Health

This new ethic of health promotion created new challenges to and for 
doctors, who saw themselves as the only legitimate practitioners of care. 
The battle over a particular public health law provides an example of 
how these issues played out. The goal of the Sheppard- Towner Act of 
1921 aimed to reduce maternal and infant mortality. At the time, infant 
mortality rates were 10– 20 percent for the first year of life and higher 
than 30 percent by the age of five, with poor families disproportionately 
affected.49 Death in pregnancy and childbirth, a leading cause of death 
of women at the time, was also a significant issue. This law aimed to 
address these issues by allocating $1 million in federal funds annually 
for five years to support public health programs in states and locali-
ties, most particularly in rural and low- income communities where rates 
were especially high. Specifically, the funding would support health 
clinics, which would hire doctors and nurses to educate and care for 
pregnant women and their children, provide funding for visiting nurses 
who would care for and educate new mothers and pregnant women in 
their homes, train midwives who would remain in those communities 
and provide care. It would also provide infrastructure for vaccination. 
Additionally, funds would be used to produce educational materials 
on nutrition, hygiene, and parenting. In short, the law and its funding 
aimed to improve the health of women and children, particularly those 
with the least access, by deploying the new science of children’s health 
promotion and parent education.

The American Medical Association (AMA) vehemently opposed the 
bill, arguing that it represented a form of socialism. Despite these objec-
tions and the fact that the bill represented the first federal investment in 
social welfare, it passed easily by a vote of 279 to 39 in the House and by 
a similarly wide margin in the Senate.50 The program was implemented, 
but when the bill was to be reauthorized in 1926, the political tides had 
changed and the AMA, after strongly lobbying against it, saw its defeat. 
In doing so, the AMA repositioned medical doctors as the centerpiece 
of health promotion and care, discredited women providers, who, it 
argued, were not serious about public health, and significantly limited 
the role public health nurses, midwives, or community health educators 
could legitimately play.51
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The fight over Sheppard- Towner influenced how vaccines would be 
funded and distributed. Public health practitioners and policy makers 
saw vaccines as the best way to promote community health. As a result, 
they aimed to immunize as many people as possible as quickly as pos-
sible, which meant providing public vaccine clinics and vaccines for free. 
These methods undermined the interests of physicians, who aimed to 
control patient education as a one- on- one experience conducted in their 
private practice settings and their ability to charge for their services and 
expertise. Editorials of the era advised government officials to save re-
sources for those who most need them by refusing free services to those 
most able to pay. By 1930, public health leaders were brokering compacts 
with physicians. The health departments would not provide free vaccine 
if doctors provided them at discounted rates, often during special hours 
when parents could drop in with their children. This arrangement did 
not lead to higher rates of vaccination, but did generally give physicians 
ownership of vaccination. The American Academy of Pediatrics, which 
formed in 1930, began making recommendations about routine child-
hood vaccinations in 1934, and has largely been responsible for oversee-
ing those recommendations since.

Through the 1930s, medicine alongside scientific research with new, 
more rigorous methods continued to grow. Perhaps the greatest inno-
vation that led to significant goodwill for medicine was the advent of 
antibiotics, which made it possible to treat the wounds of soldiers in 
World War II as well as an array of infectious diseases, including sexu-
ally transmitted infections. As the sociologist Paul Starr explains, “the 
advent of antibiotics and other advances gave physicians increased mas-
tery of disease and confirmed confidence in their judgment and skill.”52 
Building on American success over infectious disease, researchers set 
their sights on other childhood diseases, often with mixed results.

Pertussis and the Changing Expectations of Research

Pertussis, or whooping cough, has always been hard to vaccinate 
against, but worthy of attention. Known as a killer of babies, pertussis 
is caused by bacteria that infect the upper respiratory tract. In the first 
stage of infection, bacteria cause fever, coughing, congestion, and aches. 
Worsening over ten days, the infected are highly contagious, though 
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antibiotics will help. As infection takes hold, the bacteria release tox-
ins that enter the cells in the tissues and alter cell function, essentially 
reprograming those cells to reproduce the toxin, which interferes with 
breathing; the result is a cough with a unique whooping sound. During 
the second stage of the disease, the bacteria are mostly dead, making 
antibiotics ineffective. The second phase can last up to ten weeks, and 
is sometimes known as the hundred- day cough. Pertussis is most dan-
gerous to babies under one year, whose airways are narrow and more 
easily obstructed; currently in the United States, about half of infected 
infants will be hospitalized. From 1922 to 1931, about 1.7 million cases 
of whooping cough were reported in the United States, causing about 
seventy- three thousand deaths. In the 1940s, pertussis killed about three 
thousand children a year.53

Efforts to create a vaccine against pertussis began in 1906, when Ger-
man scientists first isolated the bacteria. Bordetella pertussis was a dif-
ficult organism to grow in a petri dish and did not easily infect mice or 
other laboratory animals, making testing difficult. By 1931, more than a 
dozen laboratories had developed versions of vaccines against pertussis, 
but no scientific consensus existed about which formulation was best or 
what the appropriate dosing or timing might be.54 In the United States, 
two vaccines won the endorsement of the American Academy of Pedi-
atrics. The first was tested on Illinois schoolchildren, but without sound 
controls in place, which had become the professional standard.55 The 
second, developed by Pearl Kendrick and Grace Elderling, used more 
than four thousand children under the age of five years whose parents 
had volunteered them during the Great Depression.56 Using a whole cell 
that was alive, but weakened, to create an immune response against the 
dreaded disease, Kendrick worked with another researcher, Margaret 
Pittman, to improve standardization of the vaccine in manufacturing, 
including the discovery that thimerosal was the best preservative for 
the vaccine.57 Other studies showed that vaccines given in combina-
tion created a synergistic effect that improved the immune response of 
both vaccines. As such, pertussis, packaged with diphtheria and a vac-
cine against tetanus, became widely available by the early 1950s as the 
DPT injection.58 This vaccine was imperfect and, as we will see later in 
this chapter, its side effects increasingly became a source of concern to 
parents and providers. Yet it was also successful in preventing pertussis, 
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lessening symptoms in those infected, and creating new expectations for 
scientific rigor and large- scale testing of new vaccines. These standards 
set the stage for the race to find a vaccine against polio.

State, Charity, and Corporations: The Race for the Polio Vaccine

Vaccine lore usually identifies the polio vaccine as one of the great suc-
cesses of science. And yet polio was a disease with relatively low rates of 
morbidity and mortality, with about 90 percent of those afflicted having 
few or mild symptoms; it also killed fewer children than measles, diph-
theria, or pertussis.59 Yet polio was feared because in about 1 percent of 
cases, those infected would become permanently crippled; it also spread 
easily. Poliomyelitis, known also as the disease of infantile paralysis, 
showed no preference for race, class, sanitation, or neighborhood. The 
paralysis of thirty- nine- year- old Franklin Delano Roosevelt, a politician 
and businessman from a privileged background who would go on to 
become president, illustrated this and reminded others of the random-
ness and cruelty of the disease.

During the summer of 1921, while vacationing at his summer home 
off the coast of Maine, Roosevelt woke with a fever and weakness in his 
legs. Weeks later he was diagnosed with polio. Roosevelt was reluctant 
to accept that the diagnosis of paralysis was permanent and sought out 
different treatments and modalities. He also lived with pain. Accounts 
detail how Roosevelt imagined that his political career was over but re-
fused to accept the limitations of his disease, using braces, swimming, 
strengthening his upper body, and adapting modalities to accommodate 
his disability. He was deeply committed to defeating polio, not just his 
own, but the disease in general.60 In 1938 Roosevelt and his former law 
partner Basil O’Connor founded the National Foundation for Infantile 
Paralysis (NFIP), which provided care for victims of polio and funded 
a search for a cure or vaccine. Rather than drawing on family wealth, as 
most foundations did, the NFIP instituted the March of Dimes, where 
people all over the country were encouraged to contribute small de-
nominations of money that would collectively fund the national battle 
against polio. The campaign drew on parental fear, public sympathies, 
and aggressive marketing through film, radio, and print media, with 
the face of a president crippled himself by the disease out in front. The 
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March of Dimes made the search for a polio vaccine a national prior-
ity, even as polio did not represent the largest health risk at the time. 
By 1954, the eight largest health charities raised over $140 million; the 
NFIP accounted for almost half of those funds.61 Faith in the nation, 
which had stood by its people through the Great Depression, and in 
science, which brought penicillin, was also high. In the postwar years 
financial investment in biomedical research, newly seen as a valuable 
national asset, increased quickly in both the public and private sectors.62 
These factors undoubtedly set the stage for the development of the polio 
vaccine.

The NFIP funded research and brought together top national re-
searchers to share information. One such group determined that there 
were three types of polio virus, making it clear that a successful vac-
cine would need to work against all three. The Harvard researcher John 
Enders, who would later win the Nobel Prize, made a significant break-
through in 1949 when he cultured the virus and showed that it could 
grow in non- nerve tissue, which established that the vaccine could 
work systemically.63 These discoveries paved the way for the develop-
ment of two polio vaccines: one developed by Jonas Salk using a killed 
virus and another using a live but attenuated virus that was weakened 
by serial passage through cultures until it could no longer cause disease 
but could still inspire immunity. The latter vaccine was developed in 
its most successful form by Albert Sabin. It is worth noting that others 
were developing a similar strategy at the time, including Isabel Mor-
gan, who successfully immunized monkeys with a killed virus vaccine 
in 1949, and Hilary Koprowski, a pharmaceutical researcher without 
funding from the NFIP who first successfully tested a live vaccine on 
institutionalized children.64 Although children in institutions had been 
the subject of vaccine research before, in the post- Nuremberg era, Ko-
prowski’s research findings, developed outside academe in a commer-
cial lab, enjoyed a chilly reception and his vaccine never became widely 
distributed.65 This detail crisply illustrates the power of the NFIP as a 
national charity to shape science and scientists’ careers. With the NFIP’s 
commitment to a killed virus vaccine over a live attenuated one, Salk’s 
vaccine went forward.

Jonas Salk began testing his vaccine first, with parental consent, on 
institutionalized children who had already had polio to measure anti-



The Public History of Vaccines | 43

body response, and then subsequently on institutionalized children who 
had not had polio, with permission of the state. Although small- scale, 
with only 161 participants (and ethically questionable by today’s under-
standings of informed consent in research), these initial trials proved 
successful.66 With the enthusiastic support of the NFIP and during a 
widespread outbreak of polio in 1952, Salk laid the groundwork for what 
would be the largest clinical trial in history.67

In 1954 the NFIP began enrolling schoolchildren to test the polio 
vaccine. Believing so strongly in the vaccine, Salk and O’Connor of the 
NFIP argued they should not give placebos to children. Salk explained 
in a letter to O’Connor that he would feel “that every child who is in-
jected with a placebo and becomes paralyzed will do so at my hands.”68 
After heated disagreement, the field study went forward with a compro-
mise that only 41 percent of children would receive placebo, but that it 
would be a double- blind study— where neither researchers nor partici-
pants knew whether they were receiving the vaccine or a placebo injec-
tion.69 The rate of polio diagnoses at the time was about 50 per 100,000 
per year. As a result, the study would have to be very large to observe 
effects. Within a year, 1.8 million children had enrolled in this study. 
With constant news coverage, more than 90 percent of Americans knew 
about the trials and waited eagerly for results.

In April 1955, the announcement came: the vaccine was 90 percent ef-
fective against types 2 and 3 of the polio virus and between 60 and 70 
percent effective against the more virulent type 1. The Salk polio vac-
cine worked. Salk, sharing little credit with colleagues and staff, became 
a celebrity- scientist who erroneously appeared to work in isolation. Salk 
was interested in patenting the polio vaccine, but was unable since he had 
merely synthesized existing scientific methods and had not actually cre-
ated anything new. Yet his modest public response and insistence that the 
people owned the vaccine ensured continued public faith. As he told a 
reporter, “There is no patent. Could you patent the sun?”70 Within hours 
of the announcement, six pharmaceutical companies, many that had pro-
duced vaccines for the trial, were granted licenses to commercially manu-
facture the vaccine. This perhaps marks one of the first significant mergers 
between public research and for- profit pharmaceutical production.71

Almost immediately, problems arose. The first major problem was 
the lack of clarity in how the vaccine would be distributed and who 
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would decide. Unlike diphtheria, which public health officials worked 
hard to persuade parents they wanted, the polio vaccine was in high 
demand. Parents not surprisingly wanted the vaccine for their children, 
particularly as summer polio season approached. The NFIP had com-
mitted funds to all six companies to buy vaccines to distribute to states 
so they could offer free vaccines to first-  and second- grade children, the 
age group polio most often struck. After companies filled that order, 
no one was sure how much vaccine would be available or how it should 
be distributed. Should it be sold to private physicians? Should city and 
county health agencies be guaranteed a certain portion? The vaccine 
was most effective when given in a three- shot series. Yet it could be ra-
tioned to give out fewer shots to each child to spread it more broadly. It 
was clear that there would be inadequate stock to satisfy demand, but 
the next steps were not so clear. Despite the goodwill that led to the 
creation of the inactivated polio vaccine (IPV), confusion over how the 
vaccine would be distributed, whether those with political connections 
or wealth would be given priority, and even who had authority to decide 
created distrust among consumers.72

Parents and local authorities voiced concern about equitable distribu-
tion of the vaccine, and some urged the federal government to step in 

“Polio Pioneers” participating in the field trial. March of Dimes, http://marchofdimes.
areavoices.com/files/2012/03/Polio- Photo.jpg.

http://marchofdimes.areavoices.com/files/2012/03/Polio-Photo.jpg
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and manage distribution, in part to make sure it remained available to 
poor urban children. Yet others passionately opposed the government 
entering the vaccination program. The American Medical Association, 
which had aggressively campaigned against President Harry Truman’s 
plan to create a national healthcare system, ferociously objected and in 
1955 passed a resolution opposing any purchase or distribution of vac-
cines by the federal government except for those who were too poor to 
pay for it themselves (and presumably too poor to pay private physi-
cians). Similarly, the American Drug Manufacturers Association lobbied 
against federal involvement. Drug companies argued that the Salk vac-
cine belonged to them and insisted that if it were “socialized,” they would 
have no incentive to develop new products, which would be harmful to 
the country.73 Although the Canadian government began manufactur-
ing the Salk vaccine, which proved safe and cheap, Americans went a 
different direction. With a diffuse fear of communism as a backdrop, 
Congress authorized funds to give to states to buy vaccines, but refused 
to prescribe methods by which vaccines would be distributed, except to 
note that it was to go to people under the age of twenty years, pregnant 
women, and those who could not afford them.74

Just over two weeks after the Salk trials had been nationally cele-
brated, confidence in the vaccine suffered a blow. Reports of paralytic 
polio in those who had recently received the Salk vaccine emerged. 
Government investigators traced the outbreak to vaccine produced by 
Cutter Laboratories, which had not adequately inactivated the vaccine 
in the manufacturing process. Among the children who received the 
120,000 doses from the two defective pools of vaccine, about forty thou-
sand had minor symptoms, including headache, stiff neck, fever, and 
muscle weakness. Others were more seriously affected: fifty- one were 
permanently paralyzed and five died. The Cutter vaccine also led to out-
breaks of polio: 113 people in the children’s families or communities were 
paralyzed, and five more died. By most accounts, it was one of the worst 
pharmaceutical disasters in U.S. history.75

The Cutter Incident harmed consensus about the vaccine, but it did 
not destroy it; demand for the vaccine remained high in the first year, 
with more than five million people receiving it.76 Unfortunately, supply 
remained limited, particularly after new safety testing was implemented, 
and questions of what constituted equitable distribution continued. Doc-
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tors believed they should be allowed to buy as much vaccine as needed 
to meet the demands of paying patients and should not be bound by the 
age limits set by local officials who continued to prioritize vaccination 
for those between the ages of five and nine years. Parents, community 
groups, school officials, and others complained of unfair distribution, 
and argued that no private physicians should get any vaccine until all 
children had the opportunity to receive it in school or community set-
tings. These questions remained unresolved and further eroded trust in 
public vaccine policy.

Supply increased the following year, and questions of distribution 
disappeared, particularly as demand had flattened. Suddenly, vaccine 
promoters had to find new ways to communicate the importance of vac-
cination. Even without age limits and with ample availability, demand 
did not rise. The NFIP hosted social events like the “Salk Hop” for teens, 
aggressively publicized the vaccine, and even enlisted celebrity spon-
sors to promote it. In late 1956, the NFIP commissioned a survey, which 
showed that demand for the polio vaccine had dropped because there 
was widespread belief that (1) victory over polio had been achieved as 
rates of the disease had dropped; (2) adults did not need the vaccine, 
which protected against a childhood disease (as the name “infantile pa-
ralysis” indicated); and (3) it was no longer necessary. This latter per-
ception reflected the reality that the incidence of polio had gone from 
38,000 in 1954 to 5,500 in 1957, owing in part to the vaccine itself.77

Limits of the Salk Vaccine

The Salk vaccine had limits. Rates of polio in 1958 began rising despite 
widespread vaccination. However, unlike patterns of disease before the 
vaccine, which showed no favoritism by neighborhood, income, or race, 
the resurgence appeared to cluster in poor neighborhoods and mostly 
among nonwhite residents who lacked access to private physicians and 
consistent medical care. The Salk vaccine, while safe and effective, also 
did not provide lifelong immunity, raising questions as to whether a 
fourth shot should be recommended.

Albert Sabin, a researcher who had developed a polio vaccine made 
from live but weakened virus, had always been critical of the NFIP’s 
quick embrace of the Salk vaccine. A live vaccine, he argued, worked 
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better and provided long- lasting immunity in a way the inactivated 
polio vaccine (IPV) could not. Sabin wanted to test his vaccine, which 
would not be possible in the United States, given the high rates of use of 
the Salk vaccine. Returning to his country of birth, Sabin provided his 
oral vaccine— eaten on a sugar cube— to 15 million Russian children to 
demonstrate that it was safe and effective. Despite the NFIP’s opposi-
tion, by 1962, the Sabin oral polio vaccine became licensed and ready for 
manufacture and distribution in the United States.

The oral polio vaccine (OPV) was preferable for several reasons: it 
could be more easily administered since it did not require hypodermic 
needles, which made mass vaccination possible; it conferred immunity 
in days, rather than months, which meant it could be used in response 
to outbreaks; and since the attenuated virus would pass through the di-
gestive system and be excreted by the child who was vaccinated, others 
would potentially be exposed and receive some immunity as well, which 
would potentially support community health. It also did not need the 
multiple boosters the Salk vaccine required.78 By the mid- 1960s, with 
the support of several medical organizations, OPV became the preferred 
polio vaccine in the United States and abroad.

Vaccine Injury and the Duty to Inform

Despite its ease of use, OPV had one serious shortcoming. By the end of 
1962, it became clear that in rare cases, the inactivated polio virus could 
revert to its active form and cause paralysis. Most often in adults and 
most commonly with the first dose, polio from vaccination happened in 
about one case per 2.6 million doses (but one per 520,000 first doses).79 
Unlike the Cutter Incident, these cases resulted not from a failure in man-
ufacture of the vaccine, but from the design of the vaccine itself. In two 
significant legal cases, Davis v. Wyeth (1968) and Reyes v. Wyeth (1974), 
courts considered how a vaccine manufacturer might be liable in a case 
where the vaccine itself— even when perfectly manufactured— carried 
risks and how those risks should be communicated to consumers. In the 
first case, a thirty- nine- year- old man attended a mass vaccination clinic, 
and despite recommendations that adults over thirty should not receive 
OPV, was given it anyway, without warning of the increased risk his age 
presented. In the second, an eight- month- old baby was given OPV and 
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developed paralytic polio; her parents had not been advised of the risks 
the vaccine carried. In these two important cases, courts ruled that the 
vaccine manufacturer Wyeth Laboratories had a duty to warn consum-
ers of risk. If the manufacturer could not warn the recipient directly of 
the possibility of an adverse outcome, including paralytic polio, it was to 
ensure that whoever gave the vaccine did so.80

The American Academy of Pediatrics, along with other public health 
organizations, argued on behalf of Wyeth that it would be impractical to 
warn every recipient of a vaccine of minuscule risk that might result and 
would undermine trust in vaccines. Reiterating “the right of the indi-
vidual to choose and control what risk he will take,” including the risk of 
paralysis, appellate courts rejected these arguments as paternalistic. As 
the polio vaccine moved forward, there was a choice for consumers to 
make: the IPV was safe but did not provide long- term protection in all 
children, and the OPV was very effective, but could in fact cause polio 
in rare cases.81 Without a clear role for the state, communicating risk to 
the public or moving forward with a coherent plan became a challenge.

Social Justice and the Return of Compulsory Vaccine Laws

That changed in 1964. At that time, the CDC formed the Advisory 
Committee on Immunization Practices (ACIP), which became— and 
remains— responsible for coordinating recommendations for routine 
vaccination and advising private physicians.82 In so doing, the CDC 
claimed a central role in national vaccination policy. Even with vac-
cine developments in the 1950s, those who suffered disease tended to be 
poor and live in communities of color. As such, the federal government 
needed to find ways to infuse new funds into existing vaccine programs 
against childhood diseases, funding that supported broader goals of 
addressing “the trinity of poverty, education, and disease” set out by the 
Kennedy, and then Johnson, administrations.83 These new funds would 
focus on intensive but temporary community immunization programs. 
The Vaccination Assistance Act, as it moved through Congress in 1962, 
faced only a few objections. Christian Scientists wanted assurance that 
vaccines would not become compulsory. CDC officials assured them 
that the bill did not contain any language about compulsion and that the 
federal government had no power or authority to require vaccines, since 
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that power resided with states and localities. The American Academy of 
Pediatrics wanted assurance that this bill would not pull patients away 
from their private practices into community programs. The bill passed 
and the CDC began organizing conferences to seek feedback on best 
vaccine practices and policy.

After polio, vaccine researchers found new ways to conquer old dis-
eases, including a vaccine against measles in 1963, mumps in 1967, and 
rubella in 1969. These were not the same feared and dreaded diseases 
of smallpox or polio, even as measles killed more children each year 
than had polio.84 They were nearly universally experienced, with about 
three to four million people infected in the United States each year; of 
those, between four hundred and five hundred died, forty- eight thou-
sand were hospitalized, and another thousand developed chronic dis-
ability. Measles, for most people, is a mild illness. However, children can 
develop more serious complications like pneumonia, ear infection, diar-
rhea, deafness, brain swelling, intellectual disability, or, in rare instances 
(about one in 1,000), death; infection can also cause miscarriage or 
premature birth.85 Mumps, once a ubiquitous childhood illness, is also 
relatively mild, commonly with fever, headache, muscle ache, loss of ap-
petite, and most characteristically, swollen glands under the ears or jaw. 
Mumps, which lasts seven to ten days, is uncomfortable. Complications 
are rare but more serious in teens and adults, including testicular or 
breast swelling, sterility, or more serious secondary infection. German 
measles (rubella) is also a minor childhood illness, perhaps the most in-
nocuous of them all. It presents with a rash, low fever, and symptoms of 
a bad cold and lasts a few days. Yet its ramifications in the community 
are significant. Women exposed to rubella early in pregnancy face high 
rates of birth defects in their children, including blindness, deafness, 
heart damage, cataracts, internal organ damage, and intellectual disabil-
ity. Before vaccination, rubella was the leading cause of congenital deaf-
ness in the United States.86

A vaccine against rubella addressed two major problems. First, in 
years of rubella outbreaks, many babies were born with birth defects. 
Calculating the risk of birth defects from exposure before vaccine is 
difficult, with estimates ranging from 20 to 50 percent, but the disease 
clearly caused problems.87 Second, women in the 1950s would come to 
hospital review boards to request an abortion because they had been 
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exposed to rubella early in pregnancy. Abortion at the time was often 
available only for medical necessity, to be determined by a hospital re-
view committee. There was no way to verify rubella exposure, so com-
mittee members relied on subjective judgments. The AMA opposed 
abortion, and many doctors feared that women made false claims of 
rubella exposure to obtain an abortion.88 A vaccine held the promise of 
solving this.

As the rubella vaccine was licensed, questions of how to distribute it 
emerged. Unlike other vaccines, the goal of the rubella vaccine was to 
protect fetuses, not children. Targeting only adult women who intended 
to become pregnant or even teen girls was unlikely to be successful in 
preventing exposure. Yet the vaccine did little to improve the health of 
the person receiving it, since the disease’s symptoms were so minor to 
the infected. The question became then whether it was acceptable to 
introduce risk to the individual receiving the vaccine for the goal of pro-
tecting community (and fetal) health. This was a new problem for vac-
cines, which were almost always marketed as providing benefit to the 
person inoculated. Even as the rubella vaccine contradicted this logic, 
Americans in the post- polio era largely trusted vaccines and saw them 
as lifesaving technologies. Capitalizing on this goodwill, the United 
States rejected a strategy of targeting the vaccine to those whose fetuses 
would most benefit, and instead adopted a strategy of universally vacci-
nating children— some who would eventually become pregnant, others 
who would encounter pregnant women around them.

Fairness and Access

As new vaccines became available in the 1960s and 1970s, questions of 
how they should be distributed continued to arise. Vaccines remained 
more available to high- income children, even as the clear goal was to 
eliminate childhood illnesses for all children. In part, this was due to the 
reality that the new measles vaccine, licensed in 1963, was very expen-
sive. The 1962 Vaccination Assistance Act had created a pool of federal 
funds that states and localities could use to buy and dispense vaccines 
against polio, diphtheria, pertussis, and tetanus. Although states could 
use funds for newer, more costly vaccines, doing so would exhaust 
funds sooner. For example, measles vaccine often cost twice that of all 
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the others combined. The tension between private practice control and 
public health distribution grew.

In 1964 the ACIP, the new federal advisory body on vaccines, recom-
mended that “immunization should be carried out as indicated by pri-
vate practitioners and through well- child [clinics] of established public 
health programs.”89 This commitment to private practice medicine was 
notable, but ignored the reality that children in low- income neighbor-
hoods without access to regular care received vaccines the least. Since 
measles was seen as more of a nuisance than a feared disease, that vac-
cine was a lower priority for public health clinics, which distributed be-
tween 50 and 70 percent of childhood vaccines.90

Beyond vaccines, healthcare at this time was thriving. In 1965 Con-
gress passed into law Medicaid, which would provide healthcare to 
low- income individuals, and Medicare, which would provide health-
care to seniors and the disabled. These programs joined a broader War 
on Poverty, comprising a series of health and welfare programs aim-
ing to help the American poor. This was notably an era of state expan-
sion not seen since the New Deal. As the country prioritized helping 
the poor, it became clear that poor children were less than half as likely 
to be vaccinated as wealthier children and three times less likely to see 
a private physician.91 Unlike other health inequities, large numbers of 
unvaccinated children could potentially spread infectious disease, and 
this created perceptible risks to the broader community. Nearing global 
eradication of smallpox, public health leaders set their sights on measles 
and prioritized vaccination as the best tool to battle it. Policy and re-
sources followed.

First, an infusion of resources focused on vaccinating poor children. 
Head Start, Volunteers in Service to America (VISTA), public health 
service clinics, neighborhood clinics, and other organizations set out to, 
among other goals, vaccinate children. By 1967, the federal government 
had established a reminder system to notify parents of babies that they 
should seek out vaccines. Sent in both Spanish and English, the notice 
also asked parents to send a reply card to update agencies on their chil-
dren’s vaccination status.92

Second, ongoing questions of how to monitor vaccine uptake con-
tinued. During the campaigns to promote the Salk polio vaccine, the 
National Foundation for Infantile Paralysis argued that vaccines, like 
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charitable giving, should be voluntary.93 Bills in the early 1960s to re-
quire vaccination all failed. Yet, as the federal government newly pri-
oritized immunization, states again considered compulsory vaccination 
laws. By 1968, half of the states had laws requiring evidence of vaccina-
tion for school attendance. There was evidence that these laws worked. 
In one notable example, a measles outbreak infected children in Texar-
kana, a city that straddles both Texas and Arkansas. Texas had no vac-
cine requirements for measles, while Arkansas did. Children in Texas 
experienced measles at twelve times the rate of neighboring kids in 
Arkansas.94

By 1974, forty states required evidence of vaccination for school at-
tendance. Individuals with vaccine- preventable diseases, according to 
the historian Elena Conis, were increasingly portrayed in the media as 
“as a monolithic category whose members were uniformly threatening 
to the health of American families.”95 By 1981, all states had passed com-
pulsory immunization laws. These laws became the backbone of U.S. 
vaccine policy. Although it does not match contemporary perceptions, 
compulsory vaccine laws were in fact created to increase public access 
to vaccines and were framed under the social programs of the Great 
Society, as a means of working toward social justice. The relatively rapid 
passage of these laws was not particularly controversial, underscoring 
how widely Americans accepted vaccines as a technology of health pro-
motion. Polls from this time period suggest that many Americans— as 
many as 25 percent— did not know that their state had a compulsory 
vaccine law; most also expressed that they planned to have their chil-
dren vaccinated anyway.96

Requirements and Exemptions

Unlike laws from the smallpox era, laws in the 1960s and 1970s contained 
exemptions for children whose parents held religious beliefs opposed 
to vaccination. These exemptions resulted from the lobbying efforts 
of Christian Scientists, but were in some places broadly written to be 
inclusive of other faiths as well. How these exemptions should be inter-
preted proved complicated. Legal questions through this era revolved 
around whether parents must belong to an organized religion, whether 
they could be expected to demonstrate the sincerity of their beliefs, 
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and whether exempting some children created increased risks to oth-
ers. A series of lawsuits helped carve the multiple meanings of religious 
exemption, most of which led to liberal interpretations of the laws to 
allow broad use.97 Yet the relatively quiet expansion of school attendance 
laws, which made school personnel the unwilling enforcers of public 
health law, reflected the general consensus that vaccines were good and 
enforcement would not be difficult. This consensus would face chal-
lenges that would lay the groundwork for today’s vaccine controversies.

Swine Flu, Liability, and the Rise of Distrust of Vaccine

Influenza— or flu— is miserable and occasionally life- threatening, even 
to healthy people. In part, the risk flu presents depends on the strain of 
flu in circulation. For example, the influenza pandemic of 1918 killed at 
least 20 million people in one year and lowered the life expectancy for 
that year by ten years. Unlike other strains, the 1918 strain also killed an 
unusually high number of young and otherwise healthy people. Other 
strains are milder, but each flu season brings the fear that this year’s 
strain will be more like the 1918 swine flu strain than other more passive 
versions.

This was the fear that reigned in 1976 when an army cadet at Fort Dix 
in New Jersey died suddenly of flu. A culture of that virus revealed that 
it was a strain closely related to the one that caused pandemic in 1918. 
Given that soldiers live in close quarters, the risk of that virus moving 
through the troops was significant. As military, CDC, and New Jersey 
Health Department workers began examining other soldiers, they found 
that more than two hundred of them had been infected.98 The federal 
government had several choices. Agencies could prioritize vaccinating 
anyone at high risk for infection, as the Public Health Service was in-
clined to do. They could focus solely on federal employees, including 
soldiers; or they could support universal immunization against a pos-
sible pandemic. President Gerald Ford assembled leaders in vaccina-
tion and infectious disease— including Sabin and Salk— to weigh in on 
a strategy.

The Advisory Committee on Immunization Practices (ACIP) 
weighed the evidence and decided on a broad- reaching vaccine pro-
gram. As one member summarized the consensus, “If we believe in pre-
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vention, we have no alternative but to offer and urge the immunization 
of the population.”99 The government could also have chosen to manu-
facture flu vaccine and hold it in stockpile. Instead, the ACIP opted to 
order the vaccine from private pharmaceutical companies and distribute 
it. President Ford held a press conference, with both Sabin and Salk by 
his side, and unveiled the National Influenza Immunization Program 
(NIIP).

The program faced one significant barrier: companies were unwilling 
or unable to manufacture the vaccine because they could not obtain in-
surance coverage against possible liability from the vaccine. In response, 
the U.S. Congress passed legislation authorizing the federal government 
to assume liability on behalf of the companies.100

Before the Fort Dix soldiers were infected, questions of liability were 
already circulating. Lawsuits from individuals who contracted polio 
from the Sabin vaccine, and those compensating victims of the Cutter 
Incident had already raised these questions. As David Sencer, former 
CDC director, and Donald Millar, director of the NIIP, recall, in January 
1976 the CDC supported legislation that would compensate individuals 
harmed or damaged as a result of immunizations licensed by the federal 
Food and Drug Administration (FDA) and recommended by the ACIP: 
“The rationale given was that immunization protects the community as 
well as the individual (a societal benefit) and that when a person par-
ticipating in that societal benefit is damaged, society had a responsibility 
to that person.” The surgeon general’s office rejected the proposal “with 
a handwritten note, ‘This is not a problem.’”101 Faced with no way to 
acquire an adequate supply of vaccines, Congress indemnified the phar-
maceutical companies and also required they develop informed consent 
forms that would warn flu vaccine recipients of potential side effects of 
the vaccine.102 Some felt that this form was unnecessarily alarmist, but 
as a condition of legal protection, it went forward.

The NIIP immunized 45 million people in ten weeks. That fall, three 
people died of cardiac arrest shortly after vaccination. Although the 
deaths were ruled coincidental, they did little to engender trust in the 
program. By December, the CDC had reports that more than fifty peo-
ple who had been recently vaccinated showed signs of Guillain- Barré 
syndrome (GBS), a rare neurological disorder, and though often fleet-
ing, can cause paralysis in those affected. Within weeks, with these ad-
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verse effects noted and few cases of swine flu actually in circulation, the 
program halted. By the end of the swine flu program, the federal govern-
ment saw more than four thousand injury claims totaling $3.5 billion.103 
About two- thirds of these were withdrawn or were unsuccessful, but in 
the years following the end of the program, the federal government paid 
out about $20 million in compensation.

The NIIP was expensive. However, the legacy of the failed National 
Influenza Immunization Program is ongoing. First, the program gener-
ated negative publicity for the vaccine and led Americans to distinguish 
between flu vaccine and other infectious vaccine- preventable diseases. 
Although most people believed that other illnesses required vaccination, 
surveys following the swine flu campaign showed that flu vaccines were 
widely perceived as less safe and less necessary, perceptions that con-
tinue today.104 Second, the NIIP crafted new expectations of informed 
consent. Following the program, federal agencies continued to carve 
out policies on informed consent for vaccination. The subcommittees 
charged with considering the ethics of vaccination found that while in-
formed consent is important, it must necessarily look different for vac-
cines than for other medical procedures. Since so many people received 
vaccines, the opportunities for interaction between provider and recipi-
ent were more limited. As Colgrove explains, “Because immunization 
was sponsored by the government on behalf of society, individuals were 
under special obligations to participate.” The risks of vaccines were also 
seen as lower than in other medical interventions requiring informed 
consent.105

Core questions remained about how individuals should be notified of 
potential risks and side effects of vaccination. Who should be responsi-
ble for notifying recipients and what should be communicated? The out-
come was that in 1977 the CDC developed a series of forms that would 
be included with all vaccines that were administered in public health 
clinics. These forms would describe the disease, provide estimates of 
the effectiveness of the vaccine, and list possible side effects and recom-
mendations for those for whom the vaccine was not appropriate. The 
form would be given to patients or their parents who would be asked 
to sign it.

The forms were controversial. Public health officials felt that they 
were unnecessary at best, particularly where vaccines were required, 
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and likely to scare people out of participating in vaccination. Some 
noted that few people read the form and that it was “a cumbersome 
time- consuming and useless ritual.”106 Studies of patients were not much 
more encouraging: many said they did not read the form or did not un-
derstand what it said, and few could answer questions about the vaccines 
or diseases they prevent after reading and signing the form. Although 
the forms satisfied no one, they nonetheless in 1978 became required for 
use with all publicly distributed vaccines.

Enforcing Public Health: School Attendance and Vaccine 
Requirements

Vaccines against childhood illnesses gained a considerable boost in 
the 1970s, even after the swine flu debacle. In addition to passage of 
school attendance laws mentioned above, Jimmy Carter’s inauguration 
in 1977 brought with him a national recommitment to childhood immu-
nizations. With an infusion of federal funds and an ambitious goal to 
vaccinate 90 percent of children, vaccination was again a priority. These 
goals also called on schools to begin enforcing school attendance laws 
that were on the books, but seldom used.

Compulsory vaccine laws, to be enforced by school personnel, were 
easier to craft in law than enforce in practice. First, laws compelled mul-
tiple vaccines— about seven in the 1970s— so school staff had a harder 
task than they had when earlier laws expected them to simply verify a 
pockmark from a smallpox vaccination. Schools generally lacked addi-
tional resources to allocate to the task of verifying medical records. Sec-
ond, educators were loath to remove children from school, even those 
whose parents could not locate the requisite paperwork. School person-
nel, including those with a financial incentive to increase student atten-
dance, were largely reluctant to push kids out. Third, questions emerged 
as to whether immunization records were part of confidential student 
records and thus could not be shared with health departments. This 
concern was eventually addressed by the federal Office of Education, 
which allowed health departments to review records, but also defined 
healthcare and education as separate spheres with separate interests.107

Legal challenges by parents continued to test the limits of the re-
ligious exemption. In general, courts were sympathetic to vaccine 
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requirements, ruling that laws without religious exemptions were con-
stitutional.108 However, the initial expectation that a parent exercising a 
religious exemption needed to belong to a recognized church or religion 
or would need to demonstrate their adherence to a religion that held a 
position against vaccination faded; Jews, Catholics, and chiropractors 
successfully challenged their exclusion from religious exemption. Un-
fortunately, schools often became the respondent in these cases, forced 
to defend these laws, despite their lack of control over them. In general, 
vaccine rates remained high anyway, representing people’s view of vac-
cines as lifesaving.

Mandates, Compensation, and the Continuing Challenges of 
Preventing Pertussis

As mentioned earlier, pertussis is a dangerous disease for infants, is 
highly contagious, and remains a challenging bacteria to vaccinate 
against. By the 1950s, the vaccine created by Kendrick and colleagues 
had become widespread, even as it was flawed. The rigorous testing 
the researchers had conducted raised the standards for what would 
count as compelling research and, as mentioned, set the stage for polio 
research as well as other new vaccines in the following decades, includ-
ing MMR. But even with this high level of testing, pertussis vaccines 
had problems.

Almost immediately after development and licensing, reports of rare 
but serious complications following vaccination arose. In 1933 a Co-
penhagen study referenced two deaths following vaccination. In 1948 
another study reported fifteen admissions over a nine- year period to 
Boston Children’s Hospital for seizure following vaccination with DPT, 
even as the vaccines were made by different companies. A Swedish study 
in the 1950s found 36 neurological reactions, including 13 deaths, out of 
725,000 children who were vaccinated with DPT. Independent British 
studies through the 1940s and 1950s found the vaccine to be effective, 
but did note occurrence of encephalopathy (brain injury) and neurolog-
ical damage, and thus did not recommend its use in areas with low rates 
of pertussis.109 It is worth noting that several studies have since ques-
tioned the causal relationship between reported complications and the 
vaccine.110 What is most important for our purposes is to understand 
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that perceptions of a relationship between whole- cell pertussis vaccine 
and disability transformed vaccine politics, policy, and practice in the 
United States and elsewhere.

By 1975, federal advisory groups noted these complications and called 
for a reformulation of the vaccine, specifically to develop an acellular 
vaccine, one that was made from killed bacteria and would likely be 
safer. These safety concerns led to declining rates of vaccine use in the 
United Kingdom and Japan, and rising rates of pertussis infection.111 By 
1980, Japanese researchers had developed a new acellular vaccine against 
pertussis, but their efforts to communicate the process and safety of the 
new vaccine to U.S. researchers were unsuccessful. In the United States, 
most manufacturers were not motivated to develop a new vaccine, since 
the existing whole- cell pertussis vaccine was inexpensive to manufac-
ture, while plans for a new vaccine were vague.

Formal Creation of a Compensation System

The complications from pertussis vaccines led to lawsuits against vac-
cine manufacturers. Recognizing how risk of liability might affect the 
vaccine market, the American Academy of Pediatrics issued a policy 
statement in 1977 explaining that society had an obligation to com-
pensate those few who were injured in the course of complying with 
state laws on vaccination and should create a compensation program. 
Lawsuits against vaccine manufacturers continued, and pharmaceuti-
cal companies responded in two ways: they drastically hiked the cost of 
vaccinations or they withdrew from the market completely. For example, 
the cost of the DPT vaccine rose quickly from $.17 per dose to $11 per 
dose, while the number of companies that made that vaccine dropped 
from eight to one.112 Some of the departure from the vaccine market 
occurred following litigation from polio injury, not pertussis. Nonethe-
less, laws to require vaccination for school attendance were pointless if 
supply remained unreliable and shrinking.

The idea for a compensation program was not entirely new. Califor-
nia had by 1977 created its own state- run compensation system to pay 
for medical care and rehabilitation services for anyone harmed by a vac-
cine.113 The federal indemnification of vaccine manufacturers during 
the 1976 swine flu program provided another example of how such a 
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program could operate. In 1980, the U.S. House of Representatives asked 
the Congressional Office of Technology Assessment to examine the pos-
sibility of creating a federal compensation system for vaccine- related in-
jury.114 The report needed to address which vaccines would be covered, 
what kinds of injuries would be included, and whether there should be 
a cap on awards. One barrier to calculating the costs and benefits of 
such a program was the lack of a system for recording the occurrence 
of adverse reactions. Although the CDC had set up a hotline in 1978, 
where parents could call and report adverse reactions without medi-
cal verification, the reports were vague, incomplete, and of little use to 
policy makers.115 In 1981 the AAP further developed its position in sup-
port of a compensation program and detailed a plan for what elements 
such a program should contain. However, President Ronald Reagan and 
his administration’s goal to reduce the role of the federal government in 
regulatory life served as a significant barrier to developing the system, 
and the proposal stalled.

Public sentiment was also turning. A 1982 exposé, Vaccine Roulette, 
aired on an NBC- affiliated television station in Washington, D.C., and 
changed views of vaccine safety in significant ways. This Emmy- winning 
show presented parents’ heartbreaking stories of their children’s disabil-
ity after vaccination with little background or context. By most accounts, 
this show communicated that vaccines were more dangerous than the 
diseases they prevent. The program brought attention to vaccine injuries 
in ways that had not been publicly acknowledged before.

The airing of Vaccine Roulette connected parents who had, in iso-
lation, seen their children develop seizures, neurological disorders, or 
signs of brain injury after vaccination. Parents who watched the show 
who believed that their children had been injured by the DPT vaccine 
called the network, which put them in contact with each other, and they 
began to organize politically.116 First called Dissatisfied Parents Together 
(DPT), the group would eventually become the National Vaccine Infor-
mation Center, now the largest organization in the country committed 
to eliminating vaccine mandates. This organization, comprising parents 
who were largely well- educated and middle- class, including a former 
federal attorney, was well- positioned to demand change.117

More generally, distrust of the DPT vaccine increased. Parents had 
filed two vaccine- related lawsuits in 1978; by 1986, about 250 had been 
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filed.118 As lawyers began advertising their services to parents who be-
lieved that their children had been harmed by vaccines, that number 
continued to grow, with approximately a hundred new vaccine lawsuits 
filed each subsequent year, totaling more than $3.5 billion in potential 
costs and damages.119 In contrast to these sizable suits, the U.S. vaccine 
market in 1981 was about a $2 billion industry. Accused of marketing a 
defective product or failing to warn consumers of the potential risks, 
companies saw little reason to continue making vaccines. In short, po-
tential liability outweighed potential profits.

In 1983 the AMA convened its own task force and in consultation 
with pharmaceutical companies, issued guidelines on the components 
of a national vaccine injury compensation system, including complete 
protection from liability for manufacturers. Parents vocally opposed li-
ability protection, arguing that without the risk of punitive damages, 
companies would have no incentive to ensure a safe product. Mean-
while, Reagan continued to oppose any legislation that broadened the 
role of the government and instead hoped that tort reform would solve 
this issue.120

In 1986 U.S. Representative Henry Waxman, a California Democrat, 
sponsored legislation that he hoped would provide a compromise. With 
bipartisan congressional support (and an addition that allowed pharma-
ceutical companies to export drugs not approved in the United States to 
other countries where they had been approved, which satisfied manu-
facturers and Reagan), the National Childhood Vaccine Injury Act of 
1986 (NCVIA) passed into law. The centerpiece of the NCVIA was a 
compensation program to provide monies to those harmed by routinely 
used vaccines. Funded by a tax on every vaccine in the country, the sys-
tem provides compensation for lost earnings, costs of care, expenses, 
pain and suffering, attorneys’ fees, and death. Since it was a no- fault 
system, claims were intended to be processed in a manner that would be 
“expeditious and fair,” with a lower standard for proving causation than 
would be the norm in a tort claim, making the system more generous 
to those injured. Those who had been injured before the passage of the 
NCVIA could apply retroactively. Although the law did not provide total 
protection from liability, it did require plaintiffs to exhaust the remedies 
available through the vaccine injury compensation program before fil-
ing a liability claim in court.



The Public History of Vaccines | 61

In addition to crafting the compensation program, the NCVIA also 
required manufacturers to improve the safety of vaccines and to col-
lect better information about vaccine injury. This latter goal was met by 
the creation of the Vaccine Adverse Event Reporting System (VAERS), 
a voluntary, passive reporting system administered by the CDC and the 
Food and Drug Administration (FDA). The VAERS allows anyone to 
report an adverse reaction to a vaccine, but does not require anyone 
to report reactions. To meet the former goal, the Institute of Medicine 
(IOM), an independent panel of experts empowered by Congress as part 
of the National Academy of Sciences, reviewed scientific knowledge to 
identify known possible injuries from vaccines. Injuries from polio, for 
example, were easier to identify since someone who received the vaccine 
subsequently developed polio. However, making decisions of causality 
with more diffuse or wide- ranging symptoms proved more challenging. 
The IOM did find that although the relationship was somewhat unclear, 
there was sufficient reason to believe that in rare instances, the whole- 
cell pertussis vaccine caused adverse reactions. By 1990, about 80 per-
cent of claims made to the compensation system were for the pertussis 
component in the DPT shot.121 Within a year, the FDA licensed new 
acellular vaccines against pertussis, which distributed with tetanus and 
diphtheria as DTaP, proved to be safer, albeit providing shorter immu-
nity. Claims to the compensation system for pertussis injuries almost 
immediately declined. The NCVIA attempted to create a compromise 
between parents who were concerned about vaccine safety and wanted 
compensation for those injured, the physicians who supported immuni-
zation in their practice, and the for- profit corporations who were willing 
to manufacture the nation’s vaccines, so long as they assumed no liabil-
ity should something go wrong. This law represented this compromise, 
though there is little evidence it ever satisfied any of these groups.

Persistent Inequality

The disparities policy makers attempted to solve with vaccine mandates 
persisted. Although by 1990, 90 percent of children received vaccines 
before entering school, vaccination rates in very young children lagged, 
with only about one- third of preschoolers receiving all recommended 
vaccines.122 Vaccine- preventable diseases returned, and measles surged 



62 | The Public History of Vaccines

to the highest levels in more than a decade, particularly in low- income 
neighborhoods. An increasing number of Americans had no insurance, 
but even children with private insurance were relying on public clinics, 
since private insurance companies in the early 1990s often did not cover 
routine immunization.

President Bill Clinton attempted to make healthcare reform the 
centerpiece of his administration. One law, which, like the president’s 
healthcare bill, failed, would have provided free vaccines to all children, 
irrespective of income. Instead, a compromise bill expanded funding 
for vaccines for Medicaid- eligible children and created a national im-
munization tracking system. In 1994 Mississippi became the first state to 
require physicians to participate in vaccine registries; other states soon 
followed. The failure of universal access but passage of laws to increase 
monitoring illustrate the political willingness to track vaccine use, but 
not resolve inequality. None of these laws increased consensus that vac-
cines were safe or necessary.

Growing Unease and Fears of Autism

Following the new and seemingly safer DTaP vaccine, new vaccines 
were added to the recommended schedule, including vaccines against 
haemophilus influenzae type B (Hib) in 1990 and hepatitis B (hep B) 
in 1991. Hib, a common childhood illness that causes bacterial menin-
gitis, was not particularly controversial. Hepatitis B, which vaccinates 
against a virus transmitted through bodily fluids often through intra-
venous drug use or sexual contact, was. Since babies face little risk of 
hep B infection, parents argued they could not see why infants should 
absorb the risk of the vaccine to protect against potential adolescent or 
adult risk behaviors in which they could not imagine their children par-
ticipating. Public health providers countered that targeting vaccination 
to at- risk groups is seldom successful and adolescents and young adults 
do not regularly access care. The growing vaccine schedule, with varied 
perceptions of necessity, fed a growing sense of distrust.

The historian James Colgrove suggests that the growing unease with 
vaccines in this era cannot be viewed outside the context in which ev-
erything from nuclear power plants to HIV/AIDS demanded individual 
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consideration of risk. Understanding the likelihood, the severity, and 
what possible benefit justified those risks became an American obses-
sion. Vaccines presented risk, but certain features magnified concern: 
they primarily affected children, they were manmade and not naturally 
occurring, and they were forced, owing to school attendance laws.123 
Further, the women’s health movement and advocacy in responses to 
diseases like AIDS created health activists in a way not seen before, 
where laypeople could successfully challenge scientists, physicians, and 
public health experts, and even affect the outcome of research.124 Con-
cerns about vaccine safety increased, but the greatest emerging con-
troversy was around whether vaccines could increase risk for autism, a 
complex neurobehavioral disorder that impairs social interaction and 
communication, rising in frequency.

In the United States in the mid- 1990s, there was growing concern 
about environmental sources of toxicity, including lead and mercury. 
In 1997 Congress passed the Food and Drug Modernization Act, which 
streamlined approval of new drugs and devices, increased patient ac-
cess to experimental drugs, and among other things, required the FDA 
to make public a list of foods and medications that contained mer-
cury (the latter coming from an addition by one legislator concerned 
about the high levels of mercury in fish).125 The law, intended to get 
lifesaving drugs to market faster, increased parental anxieties that vac-
cines were inadequately vetted and contained potentially toxic levels 
of mercury.

The FDA asked manufacturers to report what levels of thimerosal, a 
form of ethyl mercury used as a preservative, vaccines contained. This 
proved challenging since vaccine administration varied dramatically. 
The Environmental Protection Agency (EPA) published guidelines for 
acceptable levels of methylmercury, but the FDA had none for vaccines, 
which contained ethyl mercury. Although no single vaccine carried 
enough mercury to be of concern, the cumulative dose from multiple 
vaccines could potentially exceed the guidelines set forth by the EPA. 
The FDA convened a panel of leading vaccine researchers to consult on 
the issue. The details of this process are explored in chapter 4, including 
the findings of several large studies that found no causal relationship be-
tween thimerosal and autism. In 1999, arguing both that thimerosal was 



64 | The Public History of Vaccines

not dangerous and that it would be responsible to exercise precaution, 
the U.S. Public Health Service and the American Academy of Pediatrics 
issued a joint statement calling for manufacturers to cease the use of 
thimerosal in childhood vaccinations. Thimerosal was removed from all 
vaccines, except for flu shots, by 2001.

In the United Kingdom, the vaccine- autism link originated in 1998, 
when the prestigious British medical journal the Lancet published a 
study written by a group of physicians who treated twelve children for 
gastrointestinal abnormalities and autism. The article hypothesized that 
the MMR vaccine caused gastrointestinal illness, which in turn caused 
autism. Just before the article’s publication, the lead author and gastro-
enterologist Andrew Wakefield held a press conference to announce 
the study’s findings. New attention in the United States, combined 
with media coverage of Wakefield’s study, and aggressive congressional 
hearings held by Senator Dan Burton of Indiana, whose grandson was 
diagnosed with autism, all contributed to parents’ concerns. By 2004, 
most of Wakefield’s collaborators had denounced their findings from 
the Lancet article; in 2010 the journal retracted the article. Wakefield’s 
medical license was also revoked in the United Kingdom for miscon-
duct. Wakefield moved to the United States, where he found support 
for his efforts to connect autism with vaccines. His efforts are also often 
identified as the leading contributor to the resurgence of measles, which 
had been eradicated in the United States and the United Kingdom until 
recently.

Continuing Tensions between Individual Rights and 
Public Health

The history of vaccine development and policy responses in the 
United States establishes a few key questions, issues, and tensions that 
become apparent in the thinking of the parents, providers, researchers, 
and policy makers in this book. The first point that it is important to 
make is that vaccines are both a technology for individual benefit and 
a tool to protect community health. This dual use complicates how 
we understand informed consent, because something that might be 
primarily for the community good carries some risk to the individual. 
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Unlike other medical interventions, infectious disease creates risk for 
others. Law has not been successful in resolving these tensions, which 
become magnified when distrust in science and scientific expertise 
grows.

Second, vaccine uptake is reasonably high when Americans see 
vaccines as lifesaving and lower when vaccines seem unnecessary. 
The power of these perceptions becomes most visible with the advent 
of the flu vaccine, where parents communicate a view of flu vaccines 
as less necessary than, say, polio vaccines. As additional vaccines be-
come licensed— against chickenpox (varicella), human papilloma virus 
(HPV), or seasonal influenza— the argument that all vaccines are equally 
important becomes less convincing.

Third, our vaccine history reveals a core tension between vaccines’ 
significance as a public resource and the reality that it is a product 
produced by for- profit corporations. During smallpox, we saw an un-
successful effort to monopolize the Jenner vaccine.126 More recently, 
the advent of new very expensive vaccines— including two against 
HPV— reveals profit motives. Vaccine supply, quality of production, 
and yield are left to for- profit corporations to determine. Even though 
most significant vaccine developments have benefitted from public 
funding, particularly through universities and government research 
institutions, vaccines remain a private investment— a role defined 
clearly by the polio- fighting NFIP and more recently by groups like 
the Bill and Melinda Gates Foundation, which drives global vaccine 
markets and outreach programs. If vaccines were a public good, they 
would be free, as they are in many parts of the world. As the single 
largest purchaser of vaccines, the government could more aggressively 
negotiate prices for vaccines, but does not. Yet healthcare providers 
have accused public health agencies of interfering with profits and 
have sabotaged efforts to expand free vaccine programs for all chil-
dren, not just those unable to pay private fees. This private fee schema 
supports a view of vaccines as a technology for individual benefit. Par-
ents question a for- profit, publicly mandated intervention for which 
they will be expected to pay. This profit motive undermines a collec-
tive understanding of vaccines as a community- produced technology 
and public good.
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Fourth, the shielding of vaccine makers from tort liability for a po-
tentially dangerous product also underscores these conflicting under-
standings of vaccines. Threats to cease manufacturing have resulted in 
legal protection— both in 1976 against the swine flu program and later in 
the no- fault, no- liability vaccine compensation system. These historical 
trends inarguably shape perceptions of vaccines today.



67

2

Parents as Experts

I knew at home millions of mothers had been waiting years 
for what was coming in the segment after the commercial 
break. Mothers who have been silenced, mothers whose 
child’s own pediatrician had called them stupid or ignorant, 
mothers who had been accused of causing their child’s au-
tism with their own negligence, mothers who had waited 
years for one person to break through in the media and say 
what they have been screaming for a whole decade. This 
wasn’t my moment in the spotlight coming up. It was theirs. 
I was their voice and ready to speak on behalf of these amaz-
ing women. . . . “The statistics are one in one- fifty. I’d like to 
know what number does it have to be for everyone to start 
listening to what the mothers of children who have autism 
have been saying for years, which is, . . . We vaccinated our 
baby and SOMETHING happened. SOMETHING hap-
pened. Why won’t anyone believe us?” . . . 

I continued to speak about how the Centers for Disease 
Control (CDC) acts as if vaccines are one- size- fits- all, as if 
they should be administered at the same rate for all children 
without regard to the individual child’s needs and biological 
makeup, and I felt something even more profound. I felt the 
collective energy of moms everywhere. I felt them jumping 
up and down on their couches. I felt them calling their own 
moms on the phone screaming, “Are you hearing this? She 
said it!”

Oprah finished the segment with a statement from the 
CDC, which said there was no science to support the con-
nection between vaccine and autism. I couldn’t help but 
think, “Who needs science when I’m witnessing it every day 
in my own home? I watched it happen.” I replied with all the 
love that I could muster in my heart. “At home, Evan is my 
science.”
— Jenny McCarthy, Mother Warriors1
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Parents try to consider the possible risks and benefits for their individ-
ual children. They make what they understand to be the best choices 
they can for their children’s health, with the information they have. 
They assess the risk of exposure to the disease and feared adverse reac-
tions. They weigh those against the potential benefits of vaccines, as 
they understand them. This process of evaluating risk and benefit is an 
example of what the sociologist Deborah Lupton calls “lifestyle risk dis-
course,” which places responsibility on the individual “to avoid health 
risks for the sake of his or her own health as well as the greater good 
of society.”2 The discourse of health promotion and illness avoidance, 
that is, managing risk to avoid sickness, frames health as an individual 
pursuit. This focus on the individual undermines the collective nature 
of vaccine policy, where individuals might absorb some small amount 
of risk for the good of others. It also reminds consumers, as illustrated 
in Jenny McCarthy’s remarks in the passage above, that they— and not 
their physicians or vaccine researchers— are the experts on their own 
needs, their own risks, and their own children. By closely examining 
parents’ perceptions of risks and benefits, we can better understand their 
insistence that they hold unique expertise that makes them best quali-
fied to make vaccine choices for their children.

Parents’ views of themselves as experts are not surprising. Parents 
make decisions for their children based on their own assessment of their 
children’s needs, desires, abilities, and ambitions daily. In an expanding 
number of spheres— schools, media, extracurricular activities— parents 
generally, and mothers specifically, are expected to be experts on their 
own children. As parents are increasingly expected— and expect— to 
cultivate children into adulthood, it is not surprising that this culture of 
individualism and demands for parental expertise extend into areas of 
healthcare, including childhood vaccine choices.3 Parents who opt out of 
vaccines are often portrayed as either ignorant or armed with “internet 
educations.”4 This dismissive view of the small number of parents who 
intentionally refuse vaccines underestimates the labor and intent these 
parents bring to their vaccine choices and to claiming their expertise.

Decisions about vaccines can be said to embody the rational choice 
framework, in which all individuals are presumed to be informed con-
sumers out to maximize the benefits and minimize the costs for them-
selves and their own children. The public health system asks parents to 
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consent to vaccines based on the general recommendations of scien-
tists and public health practitioners at the same time that most of the 
healthcare landscape is increasingly individualizing risk and custom-
izing choice. Vaccine decision makers— that is, those choosing whether 
to consent to consume vaccines for their children and sometimes 
themselves— view the vaccine choice through this individualized lens, 
with disease prevention a process of personal risk assessment, lifestyle 
adjustment, and individual choice. We see an ethos that disease is largely 
preventable through personal responsibility. This shift of responsibil-
ity from the state to the individual shapes how parents approach their 
choice about whether to vaccinate.

The precepts of informed consent, a bedrock concept in American 
medicine, reinforce this individualism. Healthcare must honor the indi-
vidual, a concept that infuses the mandate for informed consent, which 
requires individuals to be informed of the personal costs or risks and 
potential benefits to themselves before receiving a medical intervention; 
they must have access to this information in a manner that does not re-
quire them to have advanced medical training. The concept of informed 
consent draws on an ethical principle of patient autonomy and human 
rights. The root premise is the concept, fundamental in American juris-
prudence, that “every human being of adult years and sound mind has 
a right to determine what shall be done with his own body.” As stated 
by the U.S. Circuit Court of Appeals in the 1972 case of Canterbury v. 
Spence, a decision that shaped expectations that patients should be in-
formed of risks and benefits so they may voluntarily consent,

True consent to what happens to one’s self is the informed exercise of a 
choice, and that entails an opportunity to evaluate knowledgeably the op-
tions available and the risks attendant upon each. The average patient has 
little or no understanding of the medical arts, and ordinarily has only his 
physician to whom he can look for enlightenment with which to reach an 
intelligent decision. From these almost axiomatic considerations springs 
the need, and in turn the requirement, of a reasonable divulgence by phy-
sician to patient to make such a decision possible.5

This case makes clear that patients have the freedom to decide what 
should happen to their bodies, without coercion, and that physicians are 
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to act as facilitators to patients’ efforts to reach these decisions. How to 
provide informed consent for vaccines, as we saw in the last chapter, has 
been perplexing. On one hand, vaccines are compelled, making refusal 
difficult. On the other, they are a medical intervention into the body 
that carries benefits and risks, which should be fully understood and 
accepted before individuals receive them. Yet parents are asked to make 
these choices on behalf of their children, despite the fact that they are 
juggling unknown risks and partial knowledge. How they do so ani-
mates the next two chapters.

Parental Expertise and Informed Consumers

Parents view themselves as best able to decide whether consent to a vac-
cine is warranted because they most intimately know their own children, 
understand their unique health statuses and vulnerabilities, and believe 
that they can most accurately estimate risk. They also engage in a pro-
cess of empowering themselves, usually through self- education, to make 
informed decisions, with information coming from books, websites, 
physicians or other health providers, peers, family members, advocacy 
organizations, or publications committed to natural living. Critically, 
mothers also weigh their information alongside what they often see as 
their trump card: a sense of intuition about what they feel their chil-
dren need. The constellations of sources parents seek out, alongside 
their intuition, represent their intent to make good decisions for their 
children and become more credible than advice or recommendations 
provided by scientific advisory panels. Illustrating this, Jenny McCarthy 
explains above, “Who needs science when I’m witnessing it every day in 
my own home?” This form of expertise is both specific and irrefutable. 
Science, which studies patterns and trends— sometimes from thousands 
of participants— seems less able to speak to parental concerns for their 
child. As parental experts, parents see themselves as best able to conduct 
“research” to become informed decision makers on the best possible 
care for their children.

One online exchange between parents opposing vaccines illuminates 
what parents mean when they talk about research. One mother intro-
duced herself as a “vaccine researcher” for more than a dozen years. As 
I read her commentary, it became clear that her definition of research— 
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like that of all the parents I spoke with— is not research as those who 
produce expert knowledge define it, which would usually be defined as 
the systematic process of evaluating phenomena to establish facts that 
are generalizable and verifiable. Just as consumers are encouraged to 
conduct their own “research” on products before purchase and patients 
are told to “research” their options, parents conduct research by gath-
ering information for personal use, which they see as central to their 
role as good, informed experts on their own children. In calling her-
self a “vaccine researcher,” a term usually referring to immunologists 
or microbiologists who spend decades in laboratories after years of 
postgraduate training, she challenges the very meaning of expertise and 
considers her qualification as a vigilant parent to be equivalent. The role 
of research played out dramatically in my conversations with parents. 
Heather’s story illustrates this.

Heather Moss, a thirty- two- year- old mother of two, works part- time 
as a childbirth coach and educator. She consented to fully vaccinate 
her first son on the schedule recommended by her pediatrician. Over 
time, she began to feel uneasy about having followed that advice without 
question. As a result, she committed to educating herself before her sec-
ond son was born. She describes the change between her two children: 
“I had gotten a lot more educated about things and the process and had 
gone to a seminar on vaccinations taught by a naturopath in the area and 
learned a lot more about it so that I decided— we wanted to delay some 
of those early vaccinations.”

In explaining her rejection of the interventions offered at birth and 
shortly after, she confidently accounts for her decision: “I researched 
that and I just felt like the risk factors for him were very low.” Many of 
these interventions would be automatic shortly after delivery. Heather 
describes conducting her own research to equip herself with informa-
tion she could use to challenge the medical recommendations she would 
be offered (often with some insistence on the part of healthcare provid-
ers). She weighed her perception of benefit against risk of illness, and 
opted out.

Shortly after her second child’s birth, she began training to become a 
childbirth educator. She describes her subsequent transformation, going 
from a hospital birth with her first and fully vaccinated son to a home 
birth with her second son, who has had only select vaccines. “Becoming 
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a childbirth teacher, you’re just exposed to a lot more information about 
that. That’s why I think the change from [my first son’s] to [my second 
son’s] birth was different.” She explains how she now works to empower 
other mothers:

I teach moms about vaccinations. And when I say “teach,” what I do 
is I inform— I inform prospective parents of the facts of vaccinations 
and I try not to get into what you should do or what you shouldn’t do, 
but I just try to say, “This is what this is. This is what it’s for. This is— 
potential risk, potential benefit kinda thing,” and let them really make 
their own decision on that. I try not to be an influencer as far as trying 
to talk them out of it, you know, because I mean, I’ve gotten my kids 
vaccinated, too.

Throughout my study, parents describe the importance of conducting 
their own research, considering their own children’s needs, and making 
independent decisions, based on their own knowledge and intuition. 
Katie Reynolds, a mother of two partially vaccinated children, recom-
mends this for other parents:

First of all, I think everybody’s gotta do what works for them and their 
family and their own individual situation and their own individual belief 
system. . . . I guess the only thing I would say is just educate yourself and 
try to know the plusses and minuses of any decision you make and then 
be okay with the decision that you’ve made, but, you know, just be con-
scious of making the decision and don’t do it if you feel like it’s a decision 
you’re being forced into.

Elizabeth Nowak, a mother of two unvaccinated children, similarly 
advises, “My only piece of . . . advice would be just to do as much read-
ing and research and then make an individual decision. I don’t think 
that our experience is ever gonna be the same as somebody else’s expe-
rience.” As these stories illustrate, demands that parents conduct their 
own research and make individual decisions are central to how parents 
describe the vaccine decision. As they identify these practices as belong-
ing to good parents, they communicate their belief that all good parents 
should engage in this process. In thinking about her interactions with 
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friends who fully vaccinate their children, Janine Bouche, a mother of 
an unvaccinated toddler, recalls,

I think that the people who do it, there is just as much tension as there is 
in anything, any kind of life choice like that. Like, I really think that the 
people, our friends, that did vaccinate think that we are picky, that it was 
just like that weird choice to [not vaccinate]. And then there are those on 
the flip side that say that they only did it because their doctor said. I have 
a judgment about that too. . . . It is just, like, making any uninformed de-
cision that feels important is just kind of dumb to me. I would certainly 
say that I have some judgment about that.

Janine elaborates that she respects parents who choose vaccination so 
long as they do so after weighing the choice for themselves. “But people 
that make unconscious choices, I don’t. It is the people that are saying, 
‘Oh, the doctor told me to’ [I don’t respect].” As parents construct them-
selves as experts on their own children, they highlight the importance 
of information, the process of education, and intuition. With intrinsi-
cally imperfect knowledge of possible future outcomes— both of adverse 
reactions and disease exposure— parents highlight their role as the best 
able to make these important decisions and communicate the value of 
claiming that expertise.

The logic that everyone must do what is right for them and their chil-
dren underscores gendered meanings of parenting. Overwhelmingly, 
vaccine choices are mothers’ choices, a pattern that is not surprising, as 
childhood outcomes reflect most heavily on mothers. Culturally, moth-
ers are responsible for the physical, emotional, and psychological health 
of their children; healthy children symbolically represent good mother-
ing and, inversely, mother- blame proliferates when children are sick.6 
Embracing cultural expectations that they invest heavily in their chil-
dren (but not necessarily all children), mitigate risk, and protect their 
children’s bodies, mothers work hard to support their children and in 
doing so, aim to define themselves as good parents.

This view is predicated on the belief that each child is unique and 
as such, institutions should be malleable to the needs and desires of 
each child and her or his family. This can be observed in discussions of 
school choice or charter schools, particularly as parents may choose to 
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separate children from the same family into different schools to accom-
modate each child’s talents, interests, or learning styles. This strategy 
is but one example of parents’ willingness to expend considerable pa-
rental resources— in terms of time, emotion, and money— prioritizing 
each child’s individuality. In the vaccine case this is no less true. Parents 
might craft different vaccine schedules for different children and priori-
tize vaccines differently based on perceptions of need, as parents define 
themselves as best able to make these decisions.

Parents’ belief in the individuality of each child and each family makes 
population data— from which disease morbidity and mortality as well as 
vaccine safety are calculated— relatively uncompelling. Paula Parenti, for 
example, faces criticism from close friends who are physicians for not 
vaccinating her children. Her response to them is informative:

I understand from your perspective, you know, in treating disease, that 
it’s better to err on the side of caution, but that’s not my perspective and, 
while I can appreciate that you have that data worldwide or whatever, 
.  .  . if you look at the statistics from a parent’s perspective, there’s not 
enough data to support in our culture— in my lifestyle— that my children 
would be at risk.

In viewing her family as unique, Paula renders public health data, 
including claims that unvaccinated children are at increased risk for 
disease, irrelevant. Parents like Paula receive support for this view. 
This rhetoric is also promoted by organizations that oppose vaccine 
mandates and position themselves as advocates of informed choice. 
For example, the American National Vaccine Information Center’s 
website insists, “Your Family. Your Health. Your Choice. Know the 
risks for you and your child.” Similarly, the Canadian Vaccination Risk 
Awareness Network touts on its website, “Your Child. Your Future. 
Your Choice.”7

The ethos that parents should conduct their own research rather 
than rely on the advice of their pediatricians or the prepackaged advice 
from public health agencies serves as a way for parents to feel that they 
are ensuring the best outcomes for their children. It bears noting that 
parents who choose to vaccinate, even if only partially or on a delayed 
schedule, engage the same process of making choices based on their 
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own research, evaluation of risk, and consideration of their own child’s 
needs— assessments they feel uniquely qualified to make.

Evaluating Potential Benefits of Vaccines

The sociologist Jacob Heller usefully describes what he calls the “vaccine 
narrative” in the United States. Noting that a master narrative is “an over-
arching storyline or sequence of events that anticipates and therefore 
reinforces our established expectations,” Heller explains that, regarding 
vaccines, Americans have little experience with the diseases vaccines 
work to prevent and few have technical knowledge to understand how 
vaccines work, but support for vaccines remains high nonetheless.8 He 
argues that the reason for “vaccines’ continued public support is that 
vaccination works; the technical knowledge has been transformed into 
lay knowledge, something people can grasp without the baggage of 
scientific jargon and data.”9 Most parents accept that vaccines are nec-
essary, with U.S. vaccine rates remaining around 90 percent for most 
childhood diseases. These parents most often trust their health provider 
or have a parent or grandparent or other trusted source that successfully 
communicates the horrors of infectious disease before vaccines.

For parents who reject vaccine recommendations, the process of con-
sidering necessity is more complex and draws on cultural information 
that challenges the vaccine narrative that vaccines are always intrin-
sically good. Anyone who questions that narrative by calling vaccine 
safety, necessity, or beneficence into question, Heller notes, is seen as a 
“crackpot.”10

We know from other contexts that for individuals to be motivated to 
seek health interventions for their own benefit, they must believe that 
they are susceptible to a particular health problem, that it is serious, that 
a treatment or medication will reduce the harm of that condition, and 
that there must be few barriers to accessing the treatment.11 Those who 
would seek out health interventions must also find ways that the pre-
scribed treatment fits their lives and matches their goals, and they must 
also fear a negative outcome should they refuse that intervention.12 In 
deciding whether to consent to vaccines, parents engage in a process of 
evaluating the benefits of vaccines. First, parents consider the likelihood 
that their children will encounter disease. Second, they assess how badly 
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the children would be affected if they were to become sick. These assess-
ments drive their decisions.

Likelihood and Severity of Disease

In this cost- benefit analysis, parents weigh minute risks of vaccines 
against the small risks of infection of diseases that are rarely seen in the 
United States. For example, parents are often aware that wild- virus polio 
has not been seen in the United States since 1979 and in the Western 
Hemisphere since 1991.13 Citing this information, they suggest that pub-
lic policy’s insistence on subjecting young children to a vaccine against 
a disease they are unlikely to encounter is unreasonable and introduces 
potential harm to their children unnecessarily.

Parents also understand the relative benefit of vaccination in terms of 
the seriousness of the disease the vaccine prevents. They often dismiss 
vaccines for diseases that they understand to be minor. Anna Chase, a 
mother of two, spends a great deal of time considering vaccines. She is 
a former public health worker and now a part- time acupuncturist, and 
as such, she considers the meanings of health deeply. Several times in 
our interview, Anna makes clear that she agrees with “the theory and 
concept of vaccines” but challenges their relevance. Although she has 
consented to allow only one of her sons to receive the tetanus vaccine, 
unavoidably bundled with diphtheria, she does not doubt that vaccines 
work. But as mortality from infectious diseases— and even the diseases 
themselves— have become less common, she sees vaccines as less neces-
sary. In sorting through the perceived risks and benefits of each vac-
cine, Anna considers potential benefit in terms of the vaccine’s efficacy, 
seriousness of the disease it protects against, and relevance. “I think that 
vaccines were, for example, polio— you get a polio vaccine, you don’t get 
polio. You know, I believe in that and I’m not like, ‘Oh, it doesn’t work.’ 
But I don’t believe that’s true for all immune diseases.”

Anna laboriously parses out the logic of different vaccines. She con-
siders how severe infection would be for her children should they be-
come ill, and how that would vary depending on her children’s age and 
gender. With confidence in her own research, she defines specific strat-
egies for her children, rather than the approach to disease prevention 
universally recommended by the healthcare community. She explains,
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The vaccines that I think make sense are tetanus. Diphtheria is kind of a 
nasty thing to get; totally believe in polio. I think that for boys it’s prob-
ably better that they, you know, either get the mumps when they’re little 
or if they don’t get it when they’re little then they have it before they’re a 
teenager, because if they get it then they’re at risk of sterilization. German 
measles, don’t really care about. Regular measles for boys, I don’t care 
about. Girls, if I had a girl, I’d want her to have the measles when she’s 
little, or if not, to have the vaccine by the time she’s a teen, because if she 
got it when she was pregnant, it’d be very sort of life- threatening to her 
fetus. So measles I think for girls makes sense.14

By managing vaccine choices in a “cafeteria” fashion, Anna articulates 
a strategy that illustrates parents’ efforts to separate out the risk of dis-
ease and potential benefit of vaccines as they vary depending on the 
individual child and include the variable long- term effects of exposure, 
perceived probability of exposure, and severity of the disease. In this way, 
risk and benefit remain situated in the individual, and might shift as her 
children grow. Because risk lies in the body, boys don’t need to be vac-
cinated against diseases that can cause, for example, fetal demise, even 
as they may choose to be involved with women who could be pregnant 
or might encounter women in their neighborhoods or communities as 
they grow. Rather, Anna’s children are the center of her assessment. She 
considers the reproductive capabilities of her children, but not others 
they may encounter.

Anna is not unique in this process of evaluation. She is articulate in 
accounting for the process, even as others engage in a similar method 
of decision making. This can be seen most clearly in discussions of the 
vaccine against tetanus, which was often sought out, even by parents 
who reject all other vaccines.

Considering the Benefits: Tetanus

Tetanus is a bacterium ubiquitous in soil but not communicated between 
people. It infects individuals most commonly through deep puncture 
wounds, like those caused by stepping on a nail, but can also enter the 
bloodstream in more benign ways. Worldwide, neonatal tetanus, where 
the bacteria enter the umbilical stump after birth, remains a significant 



78 | Parents as Experts

public health problem. This is possible in the United States, but less 
likely since newborns rarely encounter dirt. Once in the body, the spores 
from tetanus release a neurotoxin that interferes with neurological func-
tion and causes muscle spasms, including lockjaw, spinal contraction 
and curvature, and even death. Tetanus, which is not infectious, is one 
of the few compulsory vaccinations that carry no capacity for collec-
tive benefit; the benefits are only to the person receiving inoculation 
and there is no herd immunity against tetanus. Yet, because of the high 
use of vaccines against tetanus, there are fewer than fifty reported cases 
annually in the United States.15

Many of the parents in this study who rejected all vaccines consented 
only to the tetanus vaccine, suggesting that despite distrust of vaccines 
generally, risks of tetanus seemed compelling, particularly as there is no 
community protection. Marlene Bryant, who rejects virtually all vac-
cines for her three children, consented to tetanus since her sons were 
active in the Boy Scouts, which requires tetanus vaccination because of 
their increased time outdoors and accompanying increased risk of ex-
posure. She explains, “Well, the boys have all been in Scouts, so now 
they’ve all had tetanus [vaccines], and that’s the main thing [the Boy 
Scouts organizers] look at.” Anna, who rejected all vaccines for her sons, 
opted to vaccinate the oldest against tetanus at the age of four years 
(tetanus is typically given in a series in the first two years of life with 
pertussis and diphtheria16). Although she does not believe that children’s 
bodies are most able to safely absorb vaccines and mount a strong im-
mune response, and thus prefers to wait as long as possible, she explains 
why this vaccine was compelling to her: “It was a tough decision. I was 
weighing in between wanting him to get it as much toward his immune 
system being fully formed as possible so that he could handle the vac-
cine. I was weighing that in between that and like, ‘Okay, he’s a boy and 
at what point is he going to be exposed to tetanus?’”

For some, the severity of the disease and challenges treating it swayed 
their decision. For example, Lauren Tate’s knowledge of the primitive 
nature of tetanus treatment— which requires large quantities of antitoxin 
to counteract the toxins the bacteria release— inspired her to seek out 
the vaccine. She elaborates, “Tetanus is the only one that they haven’t 
made modern medical advances to treat. There’s really not a good treat-
ment for it, whereas, like, whooping cough, they can intubate you now, 
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whereas before they didn’t used to be able to do that.” Lauren’s evalua-
tion of whether vaccines are necessary reflects consideration of the op-
tions should her child become sick. In fact, tetanus infection requires 
hospitalization and treatment with “either human tetanus immune glob-
ulin (or equine antitoxin if human immune globulin is not available), a 
tetanus toxoid booster, agents to control muscle spasm, and aggressive 
wound care and antibiotics.”17 If immunoglobulin is not available, teta-
nus antitoxin (the original treatment, derived from horse blood serum) 
should be used in a single large dose, although some with allergies are 
not good candidates. In my interviews with pediatricians who work in 
hospitals, I found that few medical centers stock adequate supplies of 
antitoxin and often rely on interstate collaboration to acquire enough, 
making treatment even more challenging. Even with modern intensive 
care, tetanus is associated with death rates of 10– 20 percent.

Lauren’s choice to reject most vaccines does not mean that she rejects 
medical advice or expertise; rather, she sees technological innovation in 
medicine as facilitating her ability to reject vaccines. “You know, as far 
as, like, a lot of the infections and secondary infections, the treatments, 
the drugs, and everything that we have now are much better than they 
were back when these sicknesses were sweeping across the country and 
killing children.” She believes that medical technology will manage acute 
illness should her children become infected; hence vaccines are less im-
portant and diseases less feared.

Evaluating Risk of Vaccines

Parents often fear that their child will react badly to a vaccine and will 
suffer an adverse reaction that will affect their health immediately or in 
the future, setting them up for health problems. Although much atten-
tion (spurred by activists like Jenny McCarthy) has focused on autism 
as an underlying fear, in fact parents fear a broader array of conditions, 
including a long- term autoimmune disorder, cognitive challenge, can-
cer, or other chronic health conditions that might not appear until 
adulthood. According to medical research, adverse reactions to vac-
cines that physicians tend to view as not serious and not a reason not 
to vaccinate include fever, redness, swelling, or soreness at the injection 
site, fainting, headache, fussiness, poor appetite, tiredness, vomiting, 
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itching, wheezing, rash, or chills. More serious, albeit rare, adverse reac-
tions include soreness in the shoulder with limiting range of motion, 
seizure, nonstop crying for more than three hours, long- term brain 
damage, serious allergic reaction, or hives. One vaccine (MMR) carries 
about a one in a million risk of very serious complication, including 
long- lasting seizures, deafness, temporary low platelet count, which can 
lead to a bleeding disorder, intussusception of the intestines, pneumo-
nia, or Guillain- Barré syndrome.18 Although the CDC is quick to point 
out that the risk of disease complication is significantly higher than the 
risk of adverse reaction, parents are not certain the risk of exposure to 
these diseases is reasonably high compared to adverse reactions. There 
is no well- established relationship between childhood vaccines and 
chronic autoimmune diseases, cancers, sudden infant death syndrome, 
or autism, but the impossibility of disproving such a causal relationship 
makes it difficult to reassure parents.

It is difficult to predict which children are likely to suffer an adverse 
outcome, in part because they are so exquisitely rare, but assumptions 
are that some children may carry an unknown genetic predisposition 
to an adverse reaction. In my discussions with attorneys who represent 
individuals in the Vaccine Injury Compensation Program, the federal 
court that compensates those harmed by vaccines, the probability of an 
unknown predisposition came up often. One attorney explains, “There’s 
still a tremendous amount of research that’s being done that is getting 
closer to understanding the ways in which certain kids, because of ge-
netic predisposition, might have developed or regressed following vac-
cines in a way that resulted in their being on the autistic spectrum.” 
Another argues that more research is needed to understand why some 
people experience complications from flu vaccine, insisting, “They need 
to keep better data on the people who get sick” to better understand 
what kind of predisposition may make someone vulnerable to an ad-
verse reaction.

Serious adverse reactions are exceedingly rare, but also hard to pre-
dict, leading to the view that something in the child places them at risk. 
Without knowing what kinds of traits would mark vulnerability, parents 
search for signs of whether their children are possibly at risk in mak-
ing the decision to vaccinate them. In considering whether to consent 
to vaccines, parents evaluate each of their children as individuals and 
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sometimes create vaccine strategies for each child in the family, based on 
perceptions of risk. Thus, as parents file a personal belief (or religious) 
exemption claiming their objections to vaccines, the state imagines that 
the family philosophically and uniformly objects to vaccines for all 
children in the family. In fact, many parents perform an individualized 
risk- benefit calculus for each child and decide accordingly, often com-
ing to different conclusions. Parents consider vaccine risk in many ways, 
including family history of adverse reactions, particular vulnerabilities 
a child might have that they see extending to their capacity to “handle” 
vaccines, and whether there are too many vaccines given when children 
are very young, which they imagine are not likely to be safely absorbed.

Family History as Risk

As parents search for information with which to estimate their children’s 
risks of an adverse reaction, they often report looking to family history 
for indications of whether their children might be vulnerable. Some 
noted family members who had responded badly to vaccines, which 
they interpreted as a sign that their children might also react poorly. 
Anna, for example, describes this process:

Oh, during pregnancy I knew I wasn’t gonna vaccinate. I actually have a 
niece who was having really horrible, horrible health problems, she’s still 
not totally okay. But at the time, her health problems all started up, like, 
mysterious disease, like, no one could figure out what was wrong with 
her kind of thing, right after she got a hepatitis B vaccine at age twelve. I 
mean, she went from being totally normal to, like, skin and bones, missed 
a year of school.

Anna relates that her family searched for explanations.

My mom, being a nurse, helped them do a lot of research and that’s when 
we started learning about the whole vaccine thing and— that was my 
brother’s daughter.  .  .  . And then my sister’s boy, her boy almost died 
when he had the pertussis vaccine, he had such a reaction, . . . super su-
per high fever, I think he might have convulsed; just a horrible, horrible 
reaction.



82 | Parents as Experts

Anna acknowledges that she herself was vaccinated without incident, 
but sees the current schedule, which includes many more vaccines, to be 
qualitatively different from the one she received and thus sees her niece’s 
and nephew’s experiences as a better predictor of adverse outcomes than 
her own history.

Billy Folsom is a father whose teenaged son developed a seizure dis-
order as an infant. Although no one can tell him for certain whether 
the vaccines caused the seizures, he feels that it is likely they did, a the-
ory first introduced by his son’s neurologist, who was concerned that 
his son had received the now- discontinued DPT vaccine.19 After years 
of unbreakable seizures, which seemed to begin between six and nine 
months of age, his son became permanently disabled, devolving into a 
vegetative state. It took nearly a decade for Billy and his wife— who is 
a nurse— to have another child, in part because they wanted to be cer-
tain that the seizure disorder was not a genetic condition that another 
child could also develop. After having a baby girl, and convinced the 
vaccines had triggered their son’s seizures, they decided they would not 
vaccinate her. In discussing their choice with a pediatrician, Billy recalls 
one doctor telling him, “Off the record, if it were me, I would not have 
vaccinated her either.” Later, his son’s neurologist expressed his concerns 
more strongly: He recalls the doctor telling him, “No. Under no circum-
stances— do not vaccinate her. And also under no circumstances don’t— 
don’t get [your son] flu shots.” Billy also recalls that he and his wife were 
advised not to receive the flu vaccine, in case they could shed the virus 
and risk infecting their medically fragile son. “We were told not to do flu 
shots or anything because of the fact that we could give it to him. So if 
we did anything like that we would have to be away from him for forty- 
eight hours and then we may or may not be contagious to him.” Billy’s 
story illustrates both the risk of vaccine and the inability to predict how 
one might react. They collectively avoid vaccines for fear their daughter 
could share the same vulnerability as their son, even though that DPT 
shot is no longer given.

Parents also adjust their approaches to vaccines based on how older 
children fared, even with less dramatic consequences than Billy’s son. 
For example, Heather believes that her oldest son, Daniel, “had damage 
from his vaccinations in his body.” As she sees it, Daniel has respiratory 
problems that may have been caused by the vaccines, and she believes 
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that the vaccines more generally have “compromised his immune sys-
tem.” She also recalls that at the age of five years, he “did have a serious 
reaction to polio [vaccine].” She recalls, “We had to take him to the ER. 
He couldn’t breathe and his throat and tongue was swelling up.” In the 
emergency room, she remembers the physician’s resistance to seeing this 
reaction as vaccine- related:

I took him to the ER and the strangest thing was they would not enter-
tain the idea that this could possibly be a vaccine reaction. They were 
searching for some other explanation for all this and they never did 
identify it as a vaccine reaction, although he’d had the vaccine that af-
ternoon. He came home and started blowing up. . . . I kept saying, “He 
had a vaccine this afternoon.” Like, “Oh, well. Never mind that, but look 
at this.” And so they ended up just giving us, like, Zyrtec for an allergy 
reaction.

Because that injection completed the polio series, the issue of future vac-
cines against polio was moot. Yet Heather recalls that an allergist with 
whom they followed up advised her that if he had needed more vaccines, 
he should not receive them. This information informs Heather’s vaccine 
decisions for her son, as well as her decision to delay vaccines for her 
younger child.

Fear of genetic predisposition overwhelmingly shapes vaccine refusal. 
Across the board, those who question vaccines argue that there is not 
enough research devoted to understanding these predispositions. Jake 
Kalman, a chiropractor and parent who opposes the use of vaccines, 
argues that healthcare, as it is practiced, is intrinsically flawed in its lack 
of attention to individual predispositions. Drawing on the goals of his 
own practice, he explains,

What we’re trying to do is create a new normal for healthcare, but we 
have to unthink the old healthcare first, you know, and at least to have 
somebody understand the mechanisms of disease, how somebody be-
comes autistic, and say, “Okay, does my child have any of these markers 
already?” You know? “Has anybody— has any of their brothers or sisters 
ever had a reaction? Has a mom or dad ever had a reaction?” . . . You 
know, simple things.
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For some parents, the belief in a preexisting vulnerability makes vac-
cines unacceptable, but also can raise concerns about infection as well. 
Patricia Etter, a mother of eight, notes that when she was homeschooling 
her children, “we were less exposed to the community. It was a little eas-
ier.” Yet as some of her children have entered school, disease prevention 
has become more complicated. “Now that I have kids coming in, you 
know, they have to wash their hands when they come into the house. 
Well, we’ve always had that rule, but there’s just— there’s two ways to 
look at it.” She explains that although she does not have reason to believe 
that her children have a compromised immune system that would not 
be able to handle vaccines, she fears it nonetheless. This same weakness, 
however, might also mean that they would not handle infectious disease 
well either:

If their immune systems hereditarily are compromised at all, then I don’t 
want to be giving them vaccinations. But I also really don’t need them 
to be exposed to stuff either. So it’s both ways. It’s like, you know, I don’t 
want them doing harm from the vaccines, so we have to be careful. It’s a 
constant battle to try and keep people healthy and I think that’s the best 
thing to do is kind of teach them healthy lifestyles and to keep their im-
munes boosted. It’s not easy, though.

The Vulnerable Child

Parents who distrust vaccine safety fear unknown predispositions that 
might make a child vulnerable to an adverse outcome. They evaluate 
each child to assess their risk and feel compelled to remain vigilant 
for possible vulnerabilities that could suggest a predisposition to an 
adverse reaction. They consider whether their child seems less resilient 
and would therefore seem like someone who would handle vaccines 
less well, an assessment they believe that as parents, they are uniquely 
qualified to make. Concerns about genetic predisposition were not 
always separate from a perception of particular vulnerability. Margaret 
Spencer, whose children— now young adults— were never vaccinated, 
explains, “You know, there’s so many individual situations where there’s 
a predisposition— genetic or otherwise— to having problems. Boys are 
four times more likely to have autism, for example, and ADHD, because 
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testosterone does not protect as well as estrogen.” As such, she suggests 
that boys might be more vulnerable to a reaction.

Lauren’s process of coming to reject vaccines illustrates the process 
of evaluating each child’s resilience and vulnerability. Lauren, like oth-
ers, considers her family history in opting to delay vaccines indefinitely. 
Even without a history of vaccine reactions, she sees other health risks 
that might make her son vulnerable, including food allergies, which, she 
insists, “are very serious in my family” and which make some vaccines, 
particularly those made from eggs (like the seasonal flu vaccine) seem 
more risky.20

Lauren’s fears of food allergies were confirmed when her son devel-
oped them. In addition to food allergies, her son seemed to face other 
health challenges. She recalls that when he was an infant, a pediatrician 
told her that “they thought he was brain- damaged at the time. He just 
had his eyes tightly shut all the time and he screamed and screamed and 
he didn’t roll over until he was over eight months old,” months after he 
would be expected to hit that developmental milestone.

Her son has caught up developmentally, but Lauren says that he 
continues to face health challenges. He has participated in early inter-
ventions through public agencies designed to work with children who 
are developing more slowly than expected. He has mostly caught up 
in terms of speech and motor skills, but she believes she must remain 
vigilant. Rather than start him in preschool or other interventions, 
Lauren chose to work with him at home and then transitioned as he 
became school- aged to homeschooling him. She jokes, “I basically just 
went from therapy to school and now he’s so far advanced that it’s kind 
of funny.” Lauren is proud that her son is thriving, yet still views his 
body as potentially vulnerable. As the person who brought her son 
from developmental delay to academic achievement, Lauren describes 
herself as his greatest advocate and the one most able to assess what 
he can handle.

Too Much Too Soon

Parents focus their efforts to identify whether their children are vulner-
able by considering their particular needs. Many parents in my study 
voiced concerns that the federally recommended vaccine schedule has 
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too many shots, as most childhood vaccines are given in two-  to four- 
shot series, spaced over time, which could overwhelm children’s bodies. 
For example, the inactivated polio vaccine (IPV) is to be administered 
in four separate doses by the age of six years, while the measles- mumps- 
rubella vaccine (MMR) vaccinates against three diseases simultaneously 
at two points in time. As they consider the safety and necessity for 
their children who are small or seem vulnerable, the quantity of vac-
cines presents a different risk. Parents voice concern that children get 
too many at once, too many before the age of two, and too many over 
time. As Heather, who fully vaccinated her first child before conducting 
her own research and opting out for her second, recalls of her decision, 
“There was enough that I’d learned that made me feel like, you know, 
there’s no rush to do all of them all at once and so I— my main goal when 
I had [him] was just, I don’t want to give him a bunch of vaccines at a 
time. Try to do one at a time or, just, you know, one or two at a time, and 
not do them so early.” Sharing this view, Marlene, whose four children 
have not received any vaccines, explains, “Wouldn’t it be nice to be able 
to immunize the kids and not overwhelm their systems? I can’t believe 
the numbers they— things they want to stick into little people nowadays, 
with very immature immune systems. And they don’t know the long- 
term things.”

Intuitively, the vaccine schedule may feel overwhelming to many 
parents. Studies have found that parents fear “immune- overload” from 
combination vaccines, where multiple antigens are given in a single in-
jection, and believe that children receive vaccines too early.21 These 
feelings may be widely shared; research suggests that even among 
parents who fully vaccinate their children, more than 20 percent be-
lieve that delaying vaccines is safer than following the recommended 
schedule.22

Likening vaccines to other challenges that could overwhelm the im-
mune system, Leanne explains,

You know, you get somebody in the hospital with pneumonia and a leg 
infection and earache. You’re trying to deal with all different kinds of 
things in the body system, and I felt the same way with the shot. They’re 
trying to deal with all these different chemicals and just an overload on 
their system.
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Leanne’s common- sense approach may resonate with other parents, but 
it is not supported by practitioners, who know that individuals encoun-
ter and manage exponentially more pathogens each day than are in 
vaccines.23 Yet as parents see themselves as experts based on what feels 
true for their families, they reject the recommended vaccine schedule, 
which seems overwhelming, in support of individual children’s needs.

Developing Unique Plans for the Unique Child

In all my discussions, it was clear that parents who reject mainstream 
vaccine schedules view each child’s immune system as unique. Parents 
assess each child’s age, gender, health status, and perceived predisposi-
tions that would make them more vulnerable to an adverse reaction. 
Leanne’s description of how she manages vaccine decisions for her four 
children illustrates the proactive efforts parents take to manage risk, 
often laboriously parsing out different schedules for different children, 
each of whom they see as having separate and distinct needs. Leanne’s 
first child was given vitamin K, but she declined the infant hepatitis B 
vaccine. She did consent to other infant vaccines, except MMR, which 
made her uncomfortable. At about nine months old, her oldest devel-
oped eczema and was identified as suffering food allergies, including 
an allergy to eggs. When she had her second son, two years later, she 
noticed very quickly that if she ate nuts, he showed a reaction after nurs-
ing. She recalls becoming cautious. After seeing small cuts or cracks 
along his mouth that emerged after nursing, she “really went hard- core 
on avoiding all dairy products, all nuts, all eggs, and so my diet was very 
restricted.”

Leanne had become cautious about food during her pregnancy with 
her daughter a few years later, “as well as once she was first born, really 
watching what kinds of things were introduced to her.” The process of 
remaining vigilant about food motivated her to think about vaccines. “It 
made me question the whole shot regimen, thinking, you know, because 
I read somewhere that that can have a link to immune reactions, since 
the eczema and allergies are an immuno- response. It made me question 
that. And so we did a delayed schedule with her.”

Her daughter did not develop allergies and Leanne loosened her vigi-
lance. She is the only one of Leanne’s children to receive the MMR vac-
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cine, which seemed safe since, she explains, “She doesn’t have any of 
the allergies. She’s just fine.” Her fourth child was born two years ago 
and has not yet received vaccines. Leanne wants to see him protected, 
but believes that she should delay vaccines as long as possible. She also 
believes that he is at reduced risk for infection. “Our feeling has been, he 
will need those, he still has a chance of needing to build up those immu-
nities to those kinds of diseases, but without traveling, without having a 
whole lot of exposure, it hasn’t been pressing.” Since the youngest does 
not show signs of allergies, Leanne imagines she will consent to have 
him vaccinated in the coming year.

Like most of the parents in this study, Leanne conducts her own re-
search but also relies on her intuition about her children. She describes 
this process: “I weigh it out in my mind. I obviously ponder it and try 
and sense if . . . [intervention] seems appropriate. And I do feel, like, in 
a way I’m either comfortable or uncomfortable with it. And whenever 
I’m uncomfortable I won’t move forward.” Reflecting on how she and 
her husband reference the sense of intuition, she continues, “We call it 
guiding of the spirit, but yeah, that confirmation of peace and comfort 
or an unsettled feeling. It’s walking into that dark alley and saying I don’t 
feel comfortable, that’s something telling you this is not a comfortable 
situation.”

Paula also considered vaccines differently with each child. Her first 
daughter, now a young adult, received all recommended vaccines, in 
large part because it hadn’t occurred to Paula to question it. She explains, 
“She had, I think, all of the normal vaccinations. She went through the 
series.” Her daughter began having seizures at about one year of age. 
Paula believes that this was related to an excessive use of antibiotics 
rather than vaccines. “She had a lot of respiratory problems and colds, 
and the pharmacist that filled her last prescription at eighteen months 
said that she was being poisoned by too strong of— too many antibiot-
ics and that that was causing them.” Although she became critical of 
prescription medications, she did not question vaccines. “At the time I 
don’t think there was any awareness that, you know, I mean, everybody 
had their kids vaccinated.”

By the time she had her second child, two years later, Paula began 
questioning a range of interventions, including vaccines. Her second 
child did not receive any vaccines until she was hospitalized at the age 
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of ten years and was given a tetanus vaccine, which, Paula recalls, was 
part of the hospital regimen. She remembers thinking that her kids were 
“growing up barefoot” and probably would benefit from protection 
against tetanus, and as such, she didn’t object.

More than a decade later, Paula gave birth to a son with Down’s syn-
drome. He was sick frequently with respiratory infections, and a pe-
diatrician convinced her she should consent to give him the vaccine 
against Hib. As she recalls, the physician advised her that the infection 
“he might be exposed to the most and be the most vulnerable to would 
be that one. She said, ‘If there’s only one you’re gonna get, that is gonna 
be the most important for him, this is gonna be it.’”24

In thinking about her different approaches to each child’s vaccines, 
she explains that in part, she consented to that vaccine for her son “just 
because he had more vulnerability.” It is also clear that Paula sees the 
changes in her family life as also transforming her approaches to health:

Life’s just different. It’s a different planet. . . . I mean, I was a single mom 
with two girls at home for a long time and I think it’s just being, you 
know, what I call guerrilla parenting. You just have to be so on all the 
time.

As Paula became older and focused on a child with a disability, her strat-
egies changed. “I think everything needs balance.” She manages her son’s 
care differently. “We keep him off junk food, we keep him off dairy. He 
doesn’t get food colorings, he doesn’t get sugar because he has a sus-
ceptibility to having allergies or food sensitivities. And I, you know, I 
just fell in love with great vitamins and [chiropractic] adjustments and 
the things that are gonna boost up his immune system so he doesn’t get 
sick.” Drawing on these resources, Paula feels she can make different 
choices in terms of his health generally and vaccines specifically.

Landscapes of Risk and Choice: Katie Reynolds

Thus far, I have shown how parents weigh risk and benefits of disease 
and vaccines and make individual decisions about vaccines for each of 
their children. Often, critics of those who opt out of vaccines portray 
parents as either wholly disapproving of vaccines or as underestimating 
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the risks of diseases. The choice not to vaccinate is seen in isolation 
from the other strategies parents adopt. I find instead that the vaccine 
choice is one choice among a broad landscape of other choices parents 
make: about schools, religion, nutrition, neighborhood, youth sports, or 
discipline in the broader context of their children’s lives. In the following 
section, I take one parent’s explanation of her anxiety about vaccines to 
illustrate the many factors at play as parents strategize vaccine choices.

Katie is a forty- one- year- old mother of two. Her son, Julian, is five 
years old and in kindergarten and her daughter, Maya, is two years old 
and home with her full- time. Katie has a master’s degree in economics 
and when she could not find a job in her field, became a freelance finan-
cial writer. Katie recalls questioning vaccines when her son was due for 
his first round:

I’m one of those people who researches everything to death, and reads 
every book I can read, so it was like the night before he was getting his 
first round of immunizations and I [felt like] I made the decision to give 
him— I mean, I just felt like I had made a lot of decisions without really 
researching them.

It is worth noting that Katie regrets many of what she now sees as 
uninformed parenting decisions. For example, she regrets consenting 
to having her son circumcised without conducting research first. She 
also regrets allowing her physician to give her a booster against measles, 
mumps, and rubella (MMR) during her hospital delivery of Julian. This 
latter intervention is common, as physicians routinely check the levels 
of immunity in soon- to- be mothers and boost their immunity if needed 
in an effort to protect them against infections that could lead to birth 
defects in future pregnancies or to infections their babies might suf-
fer. Aiming to do her best as a parent, the night before the well- child 
appointment at which vaccines would be offered, Katie began her 
research. She recalls,

I was reading Mothering [magazine] and I went to the Mothering website 
and I started doing research and one of the things that came up was— and 
I was always really worried about autism to begin with. That there was 
some study that was done where children whose mothers had received 
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the MMR vaccine while they were nursing, the child went on to develop 
autism in, like, twenty out of twenty- five cases in some study in England. 
And it was actually in a testimony before Congress but it was kind of 
hushed up. So I was freaking out about that, you know, because I thought, 
here I am worrying about his vaccines and I totally agreed to do that and 
didn’t think twice about it. You know, and here I won’t take an aspirin 
while I’m nursing, but I did that.

Her understanding of this research pushed her to fear that her nursing 
son could develop autism because of her own MMR booster. It is worth 
noting that this study she cites does not represent mainstream knowl-
edge and links to a broader debunked study linking MMR to autism.25 
Yet, based on her research, this felt like a significant risk and informed 
her choices. At the time she found this study, she had only started her 
research and did not feel certain of her views or able to articulate her 
concerns well. At this appointment, Katie felt pressured by the pediatri-
cian she saw that day and by her mother, who accompanied her on the 
visit; she reluctantly consented to infant vaccines, including Hib and 
DTaP. Julian tolerated the vaccines well and Katie convinced herself that 
she was “freaking out about nothing.” However, several friends she con-
sidered knowledgeable continued passing on their research about the 
risks of vaccines to her. Katie describes that time period:

Now around this time one of my friends who was sort of into all these 
questions too told me she had read something, and I guess the crucial 
thing with this study with the MMR booster and the mother was the 
child developed autism after receiving their own MMR booster. So that 
was sort of like the trigger. And it doesn’t necessarily have anything to do 
with the shot, it has to do with— I’m totally gonna screw this up, because 
I don’t really know if I quite understand the science, but certain people 
are born with a resistance to the MMR vaccine and that has something to 
do with yeast in their gut. . . . So for some reason, this is more a marker 
of people that for some reason the vaccine triggered something— some 
intestinal thing.

Fear of the vaccine and possible susceptibility to developing autism 
drove Katie’s choices, which she claims full control over making. “At that 



92 | Parents as Experts

point I said to my husband, ‘If I get hit by a bus tomorrow, the one thing 
you have to remember is do not give Julian the MMR booster,’ because 
you know, I kept thinking, to me that was gonna be, that would be the 
trigger.”

Katie admits that her son never had a fever or showed any signs of 
adverse reaction to the vaccines he received. However, by the age of two 
years, she remembers, “he still wasn’t talking hardly at all,” which fright-
ened her. He was also a child who “has had a lot of allergies, eczema, 
immune- deficit, immune system issues.” Believing he was vulnerable 
and that her own MMR vaccine while breastfeeding placed him at in-
creased risk of developing autism, Katie continued to refuse the MMR 
vaccine. “Maybe if it hadn’t been for me getting the MMR [while breast-
feeding], I would have done all of them and not question it, [but] that 
was always in the back of my mind.”

Katie seems to know her son’s strengths and weaknesses well. She 
notes that “he’s probably ahead for his age intellectually or cognitively, 
but, you know, his language skills, his motor skills and other things are a 
little, you know, behind.” She notes, though, that it was not until entering 
preschool that the ways her child was different from other children were 
pointed out to her. “He’s never been a really social child; you know, he 
liked to play by himself in the corner and wouldn’t join in with the group 
and everything.” As she remembers it, the teacher told her, “You know 
there’s something— something’s off with him.” Katie remembers feeling 
resentful of the teacher and her feedback, thinking, “My child’s perfect. 
It’s you who doesn’t know what you are doing.” But she had his hearing 
and vision evaluated anyway; both tests came back normal. Next, several 
people recommended they look into whether he suffers from a sensory 
processing disorder, so they “had him evaluated for that and he did have 
that.”

At his small private school, Katie recalls, “he had a definite problem; 
he doesn’t always get social cues with other kids, and some of the kids 
were, like, a year older and were sort of pushing him and he was push-
ing back and getting into scuffles with them, and he just didn’t seem to 
get what was going on.” After he was switched to another class, he began 
to do better, as the class had more kids his age and a teacher who “runs 
a much tighter ship.” Nonetheless, the new teacher encouraged Katie 
and her husband to seek out a full developmental workup at the local 
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children’s hospital. Instead, Katie sought out an evaluation through her 
local public school district’s office charged with accommodating stu-
dents with disabilities. The district explained that Julian did not have 
any disabilities that would qualify him for special accommodations, be-
cause “they don’t accept sensory processing as a thing.” Katie adds, “But 
they did say, you know, if you want to pursue an autism diagnosis then 
we could, you know, talk.” Katie briefly considered this, but declined, 
explaining, “I just don’t want to have him labeled that.”

Notably, Katie has refused to enter the pediatric world of autism as-
sessment and diagnosis, even as she describes herself as desperately 
searching for answers. “It really bothers me when people who look at 
him are like, ‘He’s got this wrong with him,’ or ‘He’s not doing this for his 
age level,’ but then [don’t] see, like, all the really great things about him.” 
This view changes how she approaches healthcare systems.

So to me it’s like looking at it in a very holistic way and not trying to 
change him or fit him into a box or label and— when I’m talking to a 
medical practitioner, they don’t address him as a whole person, you know, 
or maybe only as, like, a diagnosis or potential diagnosis.

As her son’s advocate and the person who knows him best, she rejects 
medical definitions of her child in hopes that he will be viewed as the 
more complex person he is who will best thrive without diagnoses.

Despite her view of healthcare providers as reductionist in their ap-
proach, Katie has developed a relationship with a pediatrician she trusts. 
She describes him as “probably the most alternative” in a group known 
for embracing alternative and complementary medical practices. While 
she feels supported in her effort to identify her son’s challenges, she re-
fuses vaccines, without the same support. Her son’s doctor reminds her 
at each appointment that Julian is due for five boosters, but she refuses. 
“I don’t even want to go there. I don’t want to do anything that’s gonna 
throw off his system.” Katie continues to seek advice from people around 
her about the challenges she faces in advocating for her son and receives 
support for rejecting vaccines. “I’ve had a number of different practitio-
ners we’ve seen [including a homeopath, cranio- sacral practitioners, and 
naturopathic allergists] who have said to me, ‘Don’t, whatever you do, 
don’t do the MMR.’”
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Katie also considers whether her own mental health at the time Julian 
was born contributed to his deficits.

One of the things I wonder with my son too is he was born a month after 
9/11 and I was just a basket case the whole month before he was born. 
Because I tend to be a little neurotic anyway. . . . So I was pretty tense.

Much of her search for her culpability is informed by questions 
various providers ask her— about her family, their diet, and even her 
pregnancy.

People are always asking you questions about it all too. Like, “Okay, tell 
us again about his birth, tell us again about your pregnancy.” And you 
start thinking, “Well, maybe I— I thought I had a really easy pregnancy, 
but maybe I didn’t. You know, let me think. You know, maybe I ate a lot of 
tuna at the beginning of the pregnancy. Maybe that was it.” I think about 
the mercury in the tuna, you know.

Katie considers the possibility that her son has autism, which she refuses 
to have diagnosed, and feels possibly responsible. “The ironic thing is I 
feel like I attracted, I was so fixated on being afraid that he had autism 
[that I might have brought it on].”

Woven through all these possible explanations is the recurrence of 
her belief that the MMR vaccine she received at his birth contributed. 
“There’s part of me who thinks, ‘Gosh! Was it that shot? Was it because 
I did that? Or would it have been worse if I had gotten [him] some more 
of the shots, specifically the MMR?’”

Katie’s story illustrates several crucial points for understanding the 
choice to opt out of or modify vaccine schedules. First, research and advo-
cacy are central to her parenting. With schools, disabilities, and vaccines, 
Katie sees her role as requiring her to read everything and become as 
pushy as needed to get what she believes her children need. On occasions 
when she did not conduct research or do her due diligence, she expresses 
regret for what she sees as negative outcomes, even when they are un-
eventful (like the lack of complication for her son’s circumcision). Second, 
Katie feels a sense of responsibility as a mother and consumer for failing 
her children. Her conviction that her own MMR vaccine or her distrac-
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tion post- 9/11 in the months after her son was born might have led to her 
son’s cognitive delays demonstrates her beliefs that as a mother she should 
be able to manage risk and that children’s challenges represent her failures. 
As an active consumer, she should be able to make choices to optimize her 
children’s health. Poor health, then, suggests she missed the mark.

Being Good Parents

Much of the culture of individualist parenting demands that parents 
maintain vigilance in considering their children’s needs and advo-
cating for them with institutions. This has in many ways become the 
cornerstone of concerted cultivation, where investing in children’s well- 
being demands intense resources to ensure that children have optimal 
outcomes. The parents in this study take these duties to heart. They con-
duct research, share information on listservs and in online forums with 
other parents, discuss their children’s care with friends and providers, 
and consider the ways their children are unique.

As parents weigh risk and make vaccine choices, they do so in ways 
that illustrate how the mandates of public health and informed consent 
lie in tension. The narrative that vaccines are beneficent and should be 
accepted without question undermines the tenets of informed consent, 
which require providers to communicate potential risk and benefit so 
patients can decide whether and when they want an intervention. Al-
though public health officials who develop vaccine schedules would 
disagree with the process that leads these parents to opt out, it is clear 
that parents thoughtfully consider the meanings of each vaccine, even if 
their understandings of science, risk, and benefit are different from ex-
pert views. In understanding risk and benefit, parents must believe that 
the risk of illness is significant and that vaccinating will mitigate that 
risk. Healthcare providers and policy makers might identify the statisti-
cal likelihood of infection, or of a significant injury from vaccination, 
but in order to choose to vaccinate, parents must perceive that those 
risks apply to their own children and that the vaccine will prevent those 
specific and identifiable risks while not causing other harm to their vul-
nerable children.

Some of these parents believe that vaccines work in general but be-
lieve that they are unnecessary or too risky; others do not accept that 
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they are necessary and effective for their children at all. What is com-
mon to all of the parents in this study is the view of their children as 
individuals with unique bodies, immune systems, vulnerabilities, and 
lifestyles that predict different vaccine needs for their own health. In 
contrast to public health, which looks at immunity and efficacy at a pop-
ulation level, these parents evaluate their own children’s lifestyle, diet, 
nutrition, social networks, and health to evaluate vaccines and then re-
ject or accept them accordingly.
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Vaccines as Unnatural Intervention

One thing that completely confounds me is that there are no 
studies comparing the health of unvaccinated children to the 
health of vaccinated children. This seems like such an obvi-
ous study and it should have been conducted decades ago. 
Why hasn’t it been done yet? My guess is because the health 
of the nonvaccinated children would so totally blow away 
the health of the vaccinated children that the discussion 
about the dangers of vaccines could finally be put to bed and 
the case would be closed emphatically in favor of those that 
accuse shots of causing chronic illness and auto immune 
disease. . . . Take an informal poll of the folks in your circle 
and see for yourself. Observation is a powerful tool, so put it 
to use. The kids with the most problems— allergies, asthma, 
ADHD, autism, coordination and other gross motor issues, 
etc. sure seem to be the ones that are right on track with 
their vaccination schedule, don’t you think?
— Sarah Pope, The Healthy Home Economist1

For many parents, there is nothing more natural than their newborn 
baby. Almost all referred to newborns as perfect. Ruby Caine, a mother 
of two, says of her son, “He’s not circumcised, and he has no vaccines, 
because I was like, ‘Look, you came out perfect. We’re leaving you alone.’” 
This view of children’s bodies as naturally perfect is a sharp contrast 
to perceptions of vaccines as artificial. I find that parents overwhelm-
ingly identify prenatal and neonatal interventions, especially vaccines, 
as corrupting this natural state. Illustrating the subjective meanings of 
“natural,” some mothers describe using Clomid or other medications to 
assist them in becoming pregnant, even as they felt protective of natu-
ral birth. Some describe accepting other interventions around delivery 
but valorize the lack of medical technology in their children’s bodies. 
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For example, when Tracy was twenty weeks into her pregnancy, she 
experienced preeclampsia, a potentially serious complication. As she 
thinks about the experience, she recalls with relief how her daughter 
did not require technological interventions after birth. “She came out, 
she weighed exactly five pounds; she was breathing on her own. Never 
required being in an incubator or anything. She was perfect.” Gabriela 
Luce, who refused additional prenatal testing after a screen for birth 
defects came back positive, remembers just knowing that the fetus was 
fine and that her pregnancy would go well. “It was perfect. I knew it 
was. Yeah, I felt more intuitive when he was born than at any other time 
in my life.” These women, like most in this study, recall the newborn 
period and their children’s early days as magical, as a natural and thus 
ultimately superior state. Newborn interventions, in contrast, are seen 
as undermining that natural state, which as the scholar Chris Bobel 
explains, is powerful, pure, and superior, embodying a logic beyond 
the control of the individual and beyond human reason.2 For example, 
Patricia, a mother of eight, explains her concern over the early use of 
vaccines and other interventions as unnatural:

Like, we didn’t come into this world, you know, requiring a shot.  .  .  . 
We have a God- given immune system and it’s sad that the medical field 
doesn’t recognize that. It’s like, you don’t have to shoot things into the 
body. . . . Let’s support what we already have.

Patricia’s view, like those of virtually all the parents in this study, valo-
rizes the natural body. These views are in many ways driven by timing, 
as many vaccines are offered in the first days and months of life, when 
parents see their babies as the epitome of innocence and purity. It is an 
image in stark contrast with lurking needles and the perceived toxins 
within them. The medical rationale is that since infants have naïve im-
mune systems, are the most vulnerable to infection, and are also likely 
to suffer the worst complications from many vaccine- preventable infec-
tions, early vaccines will help protect them. As a result, public health 
policy aims to vaccinate those babies at the time they are most vulner-
able. In contrast, parents focus heavily on the age, weight, and maturity 
of babies when explaining their reasons for rejecting or delaying vac-
cination. Carolyn Kalman, a mother of three, recalls, “We went for a 
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well- baby checkup, and all they did was hassle me, . . . and I said, ‘You 
know, I’m making a choice, and who are you? And why is it that I have 
to do this in this time with a little infant?’ And I said no way.”

Similarly, Elizabeth, a mother of two children who have not received 
any vaccines, describes her concern that vaccines could overwhelm 
them, physically and emotionally. She explains that vaccines make sense 
with older children, who have “most importantly just better- developed 
immune systems. More able to handle it, I think, from a social- emotional 
perspective.” Anna explains, “You know a child’s immune system really 
isn’t fully formed— it’s better at two, but . . . it’s not really formed until 
about seven.”

Physicians do not dispute that infant immune systems are underde-
veloped. Yet how that underdevelopment matters is where the parents 
in this study diverge from generally held public health principles. The 
parents see infants as too young to handle vaccines. Vaccine proponents 
argue that, in fact, infants are capable of building an immune response 
within hours of birth, and that vaccines actually help that process. The 
vaccine researcher Paul Offit and colleagues in a frequently cited medi-
cal journal article explain,

The development of active humoral and cellular immune responses in the 
newborn is necessary to meet the tremendous number of environmental 
challenges encountered from the moment of birth. When children are 
born, they emerge from the relatively sterile environment of the uterus 
into a world teeming with bacteria and other microorganisms. Begin-
ning with the birth process, the newborn is exposed to microbes from 
the mother’s cervix and birth canal, then the surrounding environment. 
Within a matter of hours, the gastrointestinal tract of the newborn, ini-
tially relatively free of microbes, is heavily colonized with bacteria.3

Parents are unlikely to view birth as an experience “teeming with micro-
organisms.” Instead, most describe birth in romantic terms that reflect 
the view of it as beautiful, miraculous, and natural. These fundamentally 
different, yet by no means mutually exclusive, views of birth underscore 
how parents envision neonatal interventions as invasive. In many ways, 
the timing of initial vaccines— after birth— highlights the sense of vac-
cines as an artificial intervention on the heels of what many parents see 
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as one of the more natural moments in life, but one they spent a great 
deal of energy planning: birth.

Natural Birth and Newborn Interventions

Parents invest birth with great significance. More than half of the parents 
in this study had at least one child born at home, and almost all con-
ducted extensive research and planning for their births. Despite these 
efforts to control it, women were quick to refer to birth as the most natu-
ral of experiences, often characterizing it as empowering. Molly Jones’s 
description of her son’s birth illustrates this: “I felt like I was in charge 
of my body. . . . I felt like I could do anything. If I could go through that 
experience and, you know, push out this baby, I could take on the world, 
basically.” She continues, “I think it was three hours before I gave him 
up to anybody. Just held him and said, ‘I did that. I pushed you out.’” 
Women in this study offered stories of birth as a way of explaining their 
commitment to a more natural, and thus superior, state as women. As 
Marlene, a mother of four, explains, “Well, birth is such a defining event 
for women. . . . There are some things we can’t intellectualize away, and 
giving birth gets you way out of your mind and back into your body.”

The Newborn, Vitamin K, and the Underdeveloped Immune System

Birth was inscribed with symbolic meanings as a natural and often 
enchanted state, which led many mothers to question why anyone would 
disrupt it with chemical interventions, like vaccines or other newborn 
interventions. In fact, parents are asked to make medical decisions in the 
first moments of becoming a parent. Newborns are often given antibi-
otic eye ointment to protect against possible exposure to syphilis during 
delivery, which could cause blindness; vitamin K to address a serious 
but rare risk of spontaneous bleeding due to a vitamin K deficiency; 
and the first vaccines against hepatitis B, intended in large part to pre-
vent transmission from mother to newborn during delivery. For many 
parents, medical justifications for these interventions are unconvincing, 
particularly as they see their babies as naturally perfect. For example, 
Janine explains her choice to decline newborn interventions: “Like the 
eye ointment that they put in if the mom has syphilis. Well, she doesn’t, 
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so that is just dumb to do that. So, we didn’t do that. And then the vita-
min K for blood clotting felt irrelevant too. She is going to be at our 
house, . . . why would she bleed out?”

Because medical interventions are offered immediately after birth, 
mothers in this study recall being aware that they needed to be prepared 
to make these decisions, or in some cases, voiced regret that they were 
not better prepared to give truly informed consent (or refusal) at birth. 
In all cases, parents described self- education as key to their strategic ef-
forts to make an informed decision for their baby. Heather, a mother of 
two young boys who later received some vaccines, attended seminars on 
vaccines taught by a local naturopath and researched newborn interven-
tions. She explains, “I knew I didn’t have any infections, so I didn’t want 
to give him antibiotics or the vitamin K. . . . I researched that and I just 
felt like the risk factors for him were very low.” Considering her own 
health during pregnancy, Heather continues, “I had been taking alfalfa 
and vitamin K, things to increase my vitamin K in my blood, so that he 
would be, you know, less likely to have problems, and we didn’t circum-
cise him.” Many women, like Heather, identify how their management of 
their prenatal bodies could protect their babies, and that prenatal health 
predicts child health.4 Heather’s explanation presents a common mis-
understanding of how vitamin K deficiencies actually present, not from 
openings to the body, but with internal bleeding, including but not lim-
ited to life- threatening bleeding in babies’ brains or digestive systems.

Vitamin K deficiency bleeding is rare— affecting only about 4 to 8 
babies per 100,000.5 Intramuscular injections of vitamin K have been 
used since the early 1960s and are completely effective in preventing de-
ficiency bleeding. Some babies will show signs of vitamin K deficiency 
bleeding shortly after birth, but it is much more common and much 
more dangerous for babies to develop it between two weeks and two 
months after birth. Since breastfeeding confers less vitamin K than for-
mula, exclusively breastfed babies are at higher risk for bleeding dis-
orders, which seems counterintuitive, as the more natural practice of 
breastfeeding is widely understood to be superior.

Rates of rejection of vitamin K have increased recently, with few par-
ents communicating that they understand the possibly life- threatening 
outcomes of doing so.6 Reasons vary, but generally show parents’ beliefs 
that vitamin K injections are unnecessary, unnatural, and potentially 
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toxic. Some websites aiming to inform parents of the risks of vaccines 
and vitamin K, for example, argue that while vitamin K is necessary, 
synthetic vitamin K is not well- absorbed, compared to that derived from 
natural plant- based sources.7 Others suggest that injections are unnatu-
ral, even as some research indicates that oral doses are less effective for 
newborns. A widely discredited 1992 study in a midwifery journal linked 
vitamin K injections to leukemia, which is still discussed in the blogo-
sphere. More generally, parents who prioritize natural living, aim to have 
good nutrition for themselves and their families, and voice a commit-
ment to protecting the natural state of the body don’t see the vitamin K 
injection as necessary or relevant for newborns, envisioned as naturally 
perfect. Rather, these interventions seem unnecessary, unnatural, and 
even dangerous.

Hepatitis B

Parents reject the vaccine against hepatitis B, a virus that causes chronic 
liver disease, for several reasons, some similar and others quite different 
from the reasons they reject vitamin K. Parents also see the vaccine and 
its timing as unnatural— both as an intervention on newborns’ perfect 
bodies and as a vaccine against risks in a different phase of life. In these 
ways, the newborn vaccine against hepatitis B represents a disruption of 
the life course of illness risk and behavior, which makes it unacceptable. 
Katie’s story illustrates both these dynamics.

Katie’s first child was born in a hospital, and she did not question the 
newborn interventions that were offered. By the time she was pregnant 
with a second child, her toddler son suffered chronic ear infections, al-
lergies, and eczema. Fearful that medical interventions in his first days 
led to these health issues, Katie explains, “So with [my daughter] I de-
cided I wanted to do my birth completely differently, the way I wanted 
to do it.” This included using a midwife, practicing yoga all through her 
pregnancy, and being “very holistic.” Although she delivered her daugh-
ter at the hospital because she wanted to ensure she would have access 
to medical care should anything go wrong, she describes her labor as 
easy and natural.

After she delivered her daughter “naturally” in the hospital, she re-
members that a nurse came in and asked whether she would consent to 
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a hepatitis B vaccine for the baby. She recalls responding with a sense 
of dismay. “She’d just been born and I was like, ‘What?’ And I was like, 
‘Why?’ And they’re like, ‘Well, in case she’s sexually active when she’s a 
teenager.’” Katie was unconvinced and declined. She recalls, “They kind 
of hassled me a little bit in the hospital about it, but I was so— I was 
pretty firm in my convictions by this point in time and I was just like, 
‘No, I’m not doing it.’”

Hepatitis B is a virus that causes inflammation of the liver. It is the 
leading cause of liver cancer and contributes to cirrhosis as well. It is 
contagious and spread through contact with the blood, semen, vaginal 
fluids, and other bodily fluids of someone who already has a hepatitis B 
infection. Common routes to transmission include blood transfusions, 
direct contact with blood in healthcare settings, sexual contact with an 
infected person, tattoo or acupuncture with unclean needles or instru-
ments, shared needles during drug use, sharing personal items (such 
as toothbrushes, razors, and nail clippers) with an infected person, or 
being born to someone who is infected.8

The virus for hepatitis B was discovered in 1965 by Baruch Blumberg, 
who was awarded a Nobel Prize for this discovery. By 1971, he and the 
microbiologist Irving Millman had helped to develop a test for the virus, 
which made it possible to screen blood. A hepatitis B vaccine was first 
licensed in 1981, and a more sophisticated recombinant vaccine, one that 
does not use blood products and therefore carries no risk of accidental 
infection, was licensed in 1986. In 1991 three doses of the vaccine against 
hepatitis B were added to the schedule of recommended vaccinations.9 
Initially, the hepatitis B vaccine was recommended only for people 
identified as being at risk for infection, which included those who are 
sexually active or use intravenous drugs. However, this strategy proved 
ineffective for limiting transmission, in large part because those at great-
est risk do not regularly access healthcare systems. Recommendations 
changed to universally vaccinate all infants.

This policy is driven by three general concerns. First, babies born to 
mothers who carry hepatitis B are at significant risk of infection. Ba-
bies who are infected are most likely to develop chronic hepatitis, which 
makes them always contagious with recurring symptoms, and for which 
there is no cure. Children infected before the age of five years face a 15– 
25 percent increased chance of premature death from liver disease and 
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are 50– 90 percent more likely to develop chronic liver disease (depend-
ing in part on the age of infection).10 Second, children can be infected by 
family members, childcare or healthcare providers, or others near them. 
Our vocabulary of harm reduction communicates that through behav-
ior modification and deliberate efforts, we can identify and reduce risk. 
Yet approximately 35 percent of people who get hepatitis B do not have 
any identified risk factors, and do not know where they contracted the 
virus.11 Third, infants represent a captive audience for healthcare deliv-
ery. When individuals face the greatest risk of infection— in adolescence 
and young adulthood— they are least likely to be seen by doctors. Thus, 
vaccinating them before they face risk is seen as the best way to prevent 
future infection. As a CDC brochure for parents explains, “Hepatitis B 
vaccine is your baby’s ‘insurance policy’ against being infected with the 
hepatitis B virus.”12

This third rationale for vaccination is the most controversial and is 
the focus of most parental objections: babies are vaccinated to protect 
them and those around them from infection in adolescence and adult-
hood should they participate in behaviors that risk exposure, like those 
involving the exchange of bodily fluids or intravenous drugs. Lauren’s 
objections to this vaccine best illustrate this:

I don’t even remember if I read it in a book or if I went to, like, my La-
maze class at [the] hospital and they said that they were gonna give the 
hep B shot to the babies . . . and I was just outraged. . . . And so I started 
looking into it and they’re like, “Well, you know, vaccinating the adult 
population has been a total failure; they’re not gonna comply. So now 
we’re gonna do it with newborns.”

Lauren, a mother of four unvaccinated children, understands that the 
reason for the vaccine is to reach adults who are difficult to find later. 
She finds this objectionable in large part because she understands the 
vaccine to be dangerous to babies. Lauren recounts her understanding 
that an equal number of adults die of hepatitis B infection as children 
die from complications of vaccination. This understanding informs 
her views, but is statistically unlikely. The World Health Organization 
(WHO) estimates that about 780,000 people die yearly of hepatitis B 
disease, with the CDC estimating about 1,800 hepatitis B– related deaths 
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in 2011 in the United States.13 It is difficult to account for deaths caused 
from vaccines, since most vaccines are given between two and four 
months, which is considered the peak age for sudden infant death syn-
drome as well. Most of what is known of vaccine injury comes from the 
Vaccine Adverse Event Reporting System (VAERS), a federal database of 
adverse reactions from vaccines to which healthcare providers, patients, 
or families can voluntarily report, though it is admittedly not an exhaus-
tive system for vaccine safety surveillance. According to VAERS data, 
there were fifteen reported deaths from hepatitis B vaccine in 2010 in 
the United States.

For parents like Lauren, the perception that an equal number of chil-
dren die from the vaccine as adults from the disease, and the accom-
panying horror that public health officials seemingly accept that this 
exchange is justified, shape their objection to the vaccine and fuel dis-
trust of public health systems. Lauren explains her outrage:

Their whole reasoning that I could find was there’s so many adults that 
died of what was basically, it’s transmitted like an STD [sexually trans-
mitted disease]— not that that’s not the only way you get it, obviously— 
versus this many babies die if we give the vaccine, so therefore that equals 
it out. Well, I don’t consider a newborn baby to be the same as an adult.

Newborns, as Lauren sees it, are vulnerable and innocent, facing 
unknown risks of vaccines, which may be “changing them or altering 
them.” She stacks that perception against the less sympathetic adult who 
engages in risk behaviors, including drug use or sex, after which she 
imagines him saying, “Oh gee, I have all these problems now.” Disgusted, 
she explains her resulting distrust of medical systems: “That is the num-
ber one thing that has totally eroded my trust in the medical system, and 
they’ll never get it back, because I think that their values and my values 
are different, because if they don’t see the difference between a newborn 
and an adult, then there’s not much to talk about.”

As the earliest vaccine offered, hepatitis B is the focal point of par-
ents’ concerns. The controversy around it illustrates constructs of risk, 
need, health, and nature. One pediatrician who rarely recommends vac-
cinating newborns against hepatitis B explains, “You know, we vaccinate 
every newborn for hepatitis B, but what’s the true statistical chance of 
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them getting it in a place like Boulder? It’s very close to zero.” In con-
trast to this wealthy and predominantly white university town, he clari-
fies how he weighs risk and necessity: “If I lived in sub- Saharan Africa, 
. . . I’d be for using hepatitis B vaccine on every newborn.” In this expla-
nation, the social location of the parents— both geographical but also in 
terms of race and class— supports a view of them as low- risk and exempt 
from the assumptions of public health policy.

These views also reflect a commitment to therapeutic nihilism. This 
perspective, originating in medicine in the nineteenth century, holds 
that the body is powerful enough to heal itself and also that medical 
intervention or treatment is generally useless or even harmful— that 
when it comes to medicine, less is indeed more and better. In this view, 
vaccines are at best a necessary evil to be avoided when possible. Par-
ents continue to weigh risk and benefit, but they do so from the starting 
point that risk of disease exposure is identifiable (particularly in their 
own communities, where they feel safe), while risk of vaccines is not. 
In part, what their calculus rests on is the view that the natural body 
can manage disease, but vaccines are an unnatural intervention con-
taining dangerous chemicals, which introduce new unknown risks to 
young bodies. As they question the safety and necessity of vaccines, they 
also doubt whether vaccines actually save lives and build strong immune 
systems over time.

Vaccines as Unnatural Immunity

Another way that the division between natural and artificial is articu-
lated by parents is in discussions of the differences between immunity 
generated by exposure to a wild virus and that which comes from a 
vaccine. Joseph Mercola, an osteopathic doctor and health product 
salesman with one of the most- visited natural living websites in the 
world, advises parents, “There is a major difference between natural 
acquired immunity and vaccine- induced immunity. Obtaining natural 
immunity has far greater benefits, but this fact seems to be completely 
overlooked in the United States.”14 The view that natural immunity is 
better, and vaccines are inferior, shapes many parents’ sense of why vac-
cines should be avoided.
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Unnaturally Entering the Body

In part, parents view the mode by which vaccines enter the body— 
mostly through injection— to be unnatural. Parents often describe 
how natural infection— from one infected person to another— would 
enter the mouth, nose, or throat and gradually work its way into the 
body, through the mucosal, digestive, or lymphatic systems, where, 
they imagine, the virus or bacteria are more successfully defeated or 
at least significantly weakened before entering the bloodstream. Tara 
Milon, a mother of one unvaccinated toddler, explains, “We have issues 
with the shots. Because when you go through the first two layers of the 
immune system and then the immune system goes, ‘Oh, God, what is 
this thing in my body?’ The immune system says, ‘I’m not working,’ and 
the immune system starts to shut down.” Similarly, Gabriela explains, “I 
would love it if they would put more research into edible vaccinations so 
that it goes through the digestive system rather than directly— bang!— 
into the bloodstream.”

Jake, a chiropractor and father of three unvaccinated children, has a 
similar concern about vaccines. “When you inject something into a per-
son, you’re bypassing up to nine major organ systems that are supposed 
to protect you from getting sick. So you can’t call the vaccination or im-
munization a natural immunity. It’s not.” Citing something he read, he 
explains his understanding of how the immune system processes patho-
gens and how vaccines interfere with this process by using a football 
metaphor of better “first- string” players and backup, “second- stringers”:

When you get an artificial immunization, then the rest of your life now 
your immune response will be basically, like, sending in the second string. 
Your body will not have the natural immune response, or its best immune 
response. It has a weakened immune response. When you— if someone 
sneezes on me or I let my child get chickenpox by itself, or mumps, ru-
bella, whatever these things are, even polio, now my body says, “Oh, that’s 
already gone through the lymph channels. It’s already gone through the 
mucus channels. It’s already gone— so by the time it hits the bloodstream, 
the immune system says, “Hey, we’ve already weakened this germ to the 
point where now we can kick its butt and send in the first string.” Okay? 
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And now once your body defeats that bug naturally, through the first 
string, that first string now— anytime anything else comes at the immune 
system, that first string gets released immediately, and now you have life-
time immunity. You don’t need boosters. You don’t need anything, be-
cause you’ve got it.

Highlighting the ways he perceives the natural immune system as dif-
ferent from immunity from vaccines, which drives his decision to reject 
vaccines, he continues, “I don’t care what you call it, that vaccine— that 
vaccine’s never gonna do better than [what] my body can produce if my 
body’s healthy enough to produce, so that’s what we went with.” Jake is 
articulate in his view of how the natural immune system is superior. He 
does not acknowledge how many diseases that cause natural immunity 
can also lead to serious illness, disability, or death. Rather, he communi-
cates his strong faith in the body to heal and protect itself.

Since the natural state of the body includes becoming sick and re-
covering, some see vaccines as causing long- term weaknesses in the 
immune system. Margaret explains, “When you basically inject a con-
coction into the bloodstream and you set up a permanent antibody re-
sponse to where these antibodies are— they’re like little soldiers in there; 
they basically are committed to keeping the immune system strong. But 
then [a vaccine] compromises the immune system. I mean, the body 
just doesn’t have all the resources necessary to offset other things com-
ing in.” From this perspective, vaccines, which some parents see as the 
antithesis of nature, can also be understood as obstructing the natural 
immune response.

Many parents cite the need for boosters as a sign of vaccine failure. 
For example, one mother offers advice to another mother on a parenting 
listserv about whether to consent to the mumps vaccine for her teenage 
son, who is at heightened risk of sterility should he become infected. On 
the heels of a measles outbreak in the United States, the mother of the 
teen boy felt newly vulnerable and turned to a parent listserv for advice. 
The reply from another mother shows how perceptions of disease as 
natural and vaccines as inferior justify vaccine refusal:

I read something recently about how, if we think about the first, probably, 
ten or fifteen years of the MMR vaccine push, no one got boosters. Pretty 
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much all those people NEVER got boosters and we’re talking about mil-
lions of people who, according to today’s standards of boosters every few 
years, are potentially susceptible to getting measles, mumps and rubella, 
yet there haven’t been any mass outbreaks. If you listen to current wis-
dom, that measles is just a plane ride away, you would think all those mil-
lions of people would be coming down with measles right now. Keep in 
mind that “they” are freaking out about 159 measles cases in a population 
of over 300 million. Mind boggling. Mumps isn’t even on the radar. . . . 
I know the whole vaccine thing can be scary if we get caught up in scare 
tactics, but really, look at your family tree— you and your husband might 
be the first of your family to even get the MMR, and yet you made it 
onto this Earth. No one in your family (prior to your birth) went sterile 
because they had mumps and they all likely had mumps at one point or 
another!

In this explanation, the ability of one’s ancestors to procreate after 
mumps exposure illustrates that the vaccine is not necessary. The writer 
does not consider that risks of sterility increase with age, so individuals 
might have encountered mumps as younger children before vaccina-
tion. Further, it downplays the reality that some number of children 
who experienced infectious disease may not have survived to become 
adults who procreate, or may not have procreated to have progeny to 
participate in online forums. Rather, the narrative claims the powers of 
the natural immune system over vaccination and the lack of necessity of 
vaccines, demonstrated by continued human existence.

Vaccines are designed to inspire the immune system to respond as 
though it were infected with a particular pathogen without the risk of 
the illness. This can mean that a virus is weakened so it may replicate 
but not cause illness (as in the case of measles, mumps, rubella, rota-
virus, varicella); that a virus is inactivated or killed so it cannot repro-
duce but can be recognized by the immune system (polio, hepatitis A, 
influenza); or that part of the virus or bacteria— like a surface protein 
or sugar— is used in the vaccine so the immune system will recognize it 
and launch an immune response (as with diphtheria, tetanus, pertussis, 
Hib, hepatitis B, HPV, pneumococcal, and meningococcal).15

Both immunity inspired by vaccines and immunity inspired by 
infection can be seen as natural immunity. In both cases, the body’s 
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own immune system is launching an immunological response. These 
responses, however, are not identical. The capacity for the body to re-
member and recognize that pathogen over time is sometimes lower with 
vaccine- inspired response than from becoming sick and recovering. Al-
though a handful of vaccines seem to work better than immunity from 
the virus or bacteria (this appears to be the case for tetanus, HPV, Hib, 
and pneumococcal), much of the time, immunity is better and longer- 
lasting after illness than after vaccine.16 However, the cost of that im-
munity is sickness and the potential complications that may accompany 
it, which may be serious and even life- threatening. Parental resistance to 
varicella (chickenpox) vaccine illustrates the perception that the weaker 
immunity resulting from vaccines is reason to avoid them.

Varicella

The varicella vaccine, which immunizes against chickenpox, is broadly 
viewed by parents— many of whom consent to other vaccines— to be 
inferior and unnecessary. In contrast, wild- virus varicella, which par-
ents often seek out in hopes that their children will catch it and develop 
natural immunity, is seen as natural and superior. It is also largely seen 
as risk- free.

Before the varicella vaccine was introduced in 1995, there were about 
four million cases of chickenpox annually.17 Most of the parents in this 
study recall having chickenpox as children. As the National Network 
for Immunization Information, a clearinghouse of medical vaccine re-
search, describes it,

Varicella (chickenpox) is an infection caused by the varicella- zoster virus 
(VZV). The infection usually starts as a rash on the face that spreads to 
the rest of the body. The rash begins as red bumps that eventually become 
blisters. A child will often get 300 to 500 blisters during the infection, 
which crust over and fall off in one to two weeks. The virus can be spread 
in the fluid from the blisters or droplets from an infected person’s nose 
or throat.18

Because many of us remember having chickenpox and recall the pain 
of infection as well as the social aspects of classmates, neighbors, or sib-
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lings also suffering in solidarity, we seldom think of varicella as danger-
ous. Parents’ resistance to the varicella vaccine stems from both their 
lack of firsthand experience with negative outcomes and a sense that the 
disease itself is not very serious. As Steph O’Neill explains, “I know I’m 
just one person, but I don’t know of anyone who’s had severe complica-
tions, let alone died, from chickenpox.” Steph, a mother of one, consid-
ers the risk of the disease, but rejects the vaccine, explaining that she 
derives “some comfort in knowing” that neither she nor her husband ex-
perienced any severe effects from the disease. She notes, “I survived it.”

Outside personal experience, the story of chickenpox is more com-
plex. According to public health researchers,

Varicella is generally a mild disease, but it is highly contagious and can 
be severe and even fatal in otherwise healthy children (less than 1 out of 
every 10,000 cases). Chickenpox can cause pneumonia (23 out of every 
10,000 cases), and is an important risk factor for developing severe in-
vasive “strep” (group A streptococcal disease), commonly referred to as 
“flesh- eating disease.” Treatment of this deep infection requires antibiot-
ics and surgery to remove the infected tissue. Complications of varicella 
include bacterial infections (up to 5 percent of cases), decreased platelets, 
arthritis, hepatitis, and brain inflammation (1 in 10,000 cases), which 
may cause a failure of muscular coordination. Complications are more 
common among adolescents and adults, and in immunocompromised 
persons of all ages, than in children.19

Like measles and rubella, chickenpox holds additional risks for preg-
nant women; a woman infected early in pregnancy carries a 2 percent 
chance of having a fetus with abnormalities, potentially including scar-
ring of the skin, limb deformities, eye damage, or mental retardation. 
Infection can also lead to spontaneous abortion and increased risk of 
death in infancy. Age also matters. Of the four million cases per year in 
the United States before the vaccine, about ten thousand people were 
hospitalized with complications, and approximately a hundred people 
died. Although only 5 percent of reported cases of varicella are in adults, 
adults account for 35 percent of the deaths from the disease.

Researchers invented the varicella vaccine in Japan in 1974, but it 
was not licensed in the United States until 1995. In 1999 the Advisory 
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Committee on Immunization Practices (ACIP) began recommending 
varicella as part of the routine immunization schedule. Those recom-
mendations have been twice updated and now include recommenda-
tions for a booster, as evidence showed that immunity may wane after 
inoculation.20 As of November 2012, all states except Montana require 
either one or two doses of varicella vaccine for school entry. Evidence 
of two doses is required in all but nine states for children in childcare 
settings, schools, or both.21

Because of high rates of vaccination, it is becoming increasingly dif-
ficult for parents to find wild- virus varicella. Parents like Steph insist, “I 
think I would be more inclined to stick [my daughter] in a room with a 
kid I know who has chickenpox than I would be for her to get the vac-
cine between now and when she starts school.” Katie, too, would like 
her son to contract varicella in childhood, when risks of complications 
are lower. In thinking about the possibilities of finding wild- virus expo-
sure, she explains her strategy: “Actually, there are lots of nonvaccinated 
kids, I believe, at [our private school], and there was a huge outbreak of 
chickenpox— and I was like, “Can I bring my kids over?” . . . [but] they 
didn’t get sick, which I was bummed out about.”

The lack of easy opportunity for exposure has led to innovative ef-
forts by parents. Many phone doctors’ offices to ask whether they have 
any patients with active infection with whom they could be put in con-
tact. Others set up online forums for parents to share information about 
chickenpox outbreaks. Some have even attempted to acquire it through 
unusual means. In one notable example, Wendy Werkit, a Nashville 
mother, offered a “fresh batch of pox” that she would ship on suckers 
that her infected child had sucked, or with spit- on Q- tips for fifty dollars. 
As she explained of her efforts, “They can’t get [chickenpox] the normal 
way anymore of just naturally catching and just naturally getting the 
immunity for life.”22 Infectious disease doctors warn that infection on 
sucked lollipops that had been mailed would be unlikely to successfully 
communicate varicella, but could carry other diseases, including hepa-
titis, bacteria, or strep. Sending biological material through the postal 
system is also illegal. It does demonstrate the lengths parents will go to 
obtain “natural immunity” from wild- virus infection over vaccination.

Ironically, even the failure to become infected can underscore the 
success of natural living as a way of promoting wellness. For example, 
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one mother posts in a parent forum, “If anecdotal stories help, both 
my children are unvaccinated and we have not had any issues. In fact, 
their immune systems seem to be so strong that they avoided contract-
ing chickenpox on three different exposures (the last one even involved 
shared toothbrushes and clothing).”

The immunity conferred by the varicella vaccine does indeed wane over 
time, usually over twenty years, though there is variation.23 As such, rec-
ommendations for boosters have increased. Before the vaccine, varicella, 
which is highly contagious, was nearly ubiquitous. So when those who had 
the disease cared for their own children who were infected, their immune 
system responded to the re- exposure to varicella, which essentially boosted 
their immunity to it. As varicella becomes increasingly rare with vaccina-
tion, there is a generational gap. Those who were infected with wild- virus 
varicella carry the virus in their nerves. Yet, without reinoculation from 
exposure to what would be the next generation of infected children if not 
for vaccines, they will likely require boosters to keep it in check.

The outcome of this may be increasing rates of shingles, although 
several studies show that rates of shingles were also increasing prior to 
the introduction of the vaccine, suggesting that something else is lead-
ing to the increase.24 Shingles, a painful rash often accompanied by 
nerve pain, results from the reactivation of the varicella zoster virus that 
causes chickenpox and also lies dormant in the nerves of someone who 
ever was infected. One in three adults will get shingles during their life-
time, and at least half of all people eighty- five and older have had it.25 In 
the United States, there are about one million cases of shingles each year, 
which is most often brought on by stress, immune- compromise, illness, 
or age. Getting the chickenpox vaccine does not erase the possibility of 
developing shingles. However, the frequency and severity of shingles is 
much less in those who were vaccinated against varicella than that fol-
lowing natural infection. The result of all of this has been the develop-
ment and marketing of a vaccine for adults against shingles.

The natural health website proprietor Joseph Mercola writes of this 
development, “The FDA approved Merck’s shingles vaccine (Zostavax) 
for use in people age 60 and older in May of 2006. So they have come 
out with a vaccine (shingles) to reverse the damages to your health 
caused by their earlier vaccine (chickenpox). Sound familiar?” From this 
perspective, vaccines and medications are seen as actively undermining 
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health and removing the body’s natural ability to heal. Connecting this 
to the larger view of chemicals and medications for chronic illnesses 
promoted by for- profit pharmaceutical companies who manufacture 
vaccines, Mercola writes,

It is very much like the polypharmacy used to “treat” chronic disease. 
You get a drug to supposedly make you better, but it causes adverse side 
effects, so you are given another drug to treat those side effects. Then, 
THAT drug creates more problems, and pretty soon, no one can tell 
what’s causing what, and down the drain of poor health you go. Mean-
while, you are taking a long list of drugs, and the only people truly ben-
efiting are the pharmaceutical companies who make money each step of 
the way. In the case of varicella vaccines, they are profiting from the cause 
of an epidemic, as well as the supposed cure. But is it REALLY a cure? 
Will a shingles vaccine prevent a shingles epidemic?26

Because varicella is very rarely life- threatening, the vaccine for it 
triggers more questioning from parents than those for more dreaded 
diseases. In those cases, the natural history of disease, which includes 
disability and death, is harder to ignore. Chickenpox, in contrast, can 
seem a rite of passage that was a natural part of the life course that has 
artificially been removed from children’s lives.

The Natural Body as Naturally Immune

Parents often cite their lifestyle, informed by a commitment to what 
they define as natural living, as rendering vaccines unnecessary. As they 
support their children’s general health, they imagine their children natu-
rally immune to infection. Tom Sanders, a father of four, points to the 
reality that some people are vaccinated and still contract illness, while 
others who are not vaccinated never contract illness. Rather than con-
sidering differences in patterns of infection, Tom insists that this latter 
group proves that health is complex, and that immunity to infection 
can come from many sources other than vaccines. “There’s too many 
parameters. Was it nutrition? Was it exercise? Was it obesity? Was it diet 
alone? Was it the sugar consumption of the U.S.? It’s outrageous, from a 
health standpoint.”
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Tom’s insistence that diet, nutrition, and lifestyle are more impor-
tant factors in protecting against infection than vaccines was shared by 
many parents in this study. For example, Margaret explains of her fam-
ily’s health, despite lack of vaccination: “It’s like we’re using the body’s 
natural immunity and promoting . . . natural supplements or herbs or 
whatever, that are attuned with nature.” For Margaret and others, weak-
ness in immune response, which she defines as becoming sick when in-
fected, ties back to failures to live naturally. “We compromise ourselves 
through not eating correctly or taking care of ourselves, and that’s a hard 
pill for a lot of people to swallow, because a lot of people don’t want to 
give up their vices. . . . So most people are gonna be prone to cancer and 
other problems.”

This framing infuses the ways many parents describe their choice 
to opt out. Melissa Pallamore, a mother of one, for example, expresses 
similar concerns, explaining that she and her husband came to endorse 
“the whole natural family planning philosophy and the whole not put-
ting artificial things into your body and listening to our bodies.” With 
the goal of protecting the natural state of her child’s body, Melissa ques-
tioned vaccines, but also worried about how to protect his health. “For 
the people who don’t vaccinate, what do you do? Do you give them 
supplements, or do you just give them extra fruits and veggies?” Me-
lissa joined “a small mommy group” where women with new babies get 
together, walk, and share parenting stories and experiences. She recalls 
that one woman in the group who hadn’t vaccinated her two- year- old 
recommended vitamin or immune- promoting drops instead of vac-
cines, and touted the importance of taking her child to a chiropractor 
once a month for well- care because, she explained, “that affects every-
thing in their body.” Looking for alternatives to vaccines, Melissa seri-
ously considers these suggestions for the future, but thus far has opted to 
consent to some vaccines for her son. Yet, even as she evaluates alterna-
tives, she accepts that vaccines are separate from the natural body and 
can potentially undermine it. Parents like her then search for ways to 
promote their children’s health through means they see as more natural 
that might allow them to opt out while also believing that their children 
are safe from infection.

In addition to individual decisions about lifestyle, parents also look 
to regions with high rates of infectious disease and point to the living 
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conditions that they believe promote disease, like lack of sanitation. In 
these explanations, sanitation and clean drinking water are constructed 
as natural, despite being technological innovations built by public health 
systems, and diseases and pollution are unnatural. These explanations 
ignore how communities with high rates of infectious disease also often 
have weak healthcare delivery systems, poor access to nutrition, unclean 
water supplies, and low vaccination rates. Rather, parents take these pat-
terns and extrapolate to feel assured that their lifestyle (facilitated by 
resources) is protective against infectious disease, that their children’s 
bodies can resist infection, and that vaccines are unnecessary and 
unnatural.

Reconnecting Vaccines to the Natural

Clearly, the dichotomy between “natural” and “artificial” is constructed, 
maintained, and deployed in these parents’ vaccine decisions. As they 
voice strong preference for natural health over what they see as chemical 
or technologically mediated health, agencies and providers are recon-
sidering how they communicate with parents about vaccines. In many 
visible ways, the public conversations around vaccines are shifting to 
better engage these concerns. The Colorado Children’s Immunization 
Coalition takes these issues on directly. On the website for the statewide 
campaign, “Immunize for Good,” the coalition explains,

In the past decade we’ve seen a shift toward green, eco- friendly and natu-
ral living. Many of us have worked to reduce our personal waste, preserve 
nature’s gifts, and keep toxins and anything labeled “artificial” out of our 
homes and our bodies. Some parents want to “green our vaccines” by call-
ing out chemicals and seemingly scary- sounding ingredients. The truth 
is, all vaccine ingredients are tested together to be safe, and each ingredi-
ent is there to produce a stronger response in your baby’s body to immu-
nity toward a specific disease. Some of the ingredients in vaccines have 
raised concern among parents and have increased the appeal of natural 
immunity, but the only way to get natural immunity to a disease is to 
acquire it through actual infection. This means that you have to get sick— 
sometimes very sick— to develop resistance. Vaccines, on the other hand, 
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induce a natural immune response in the body without the suffering of 
getting sick with disease.27

Pediatricians are also considering how to best approach these con-
cerns with parents. As they aim to reassure parents about the safety and 
necessity of vaccines, they also adopt the vocabulary they feel best ad-
dresses their concerns. For example, Carrie Mathers, a pediatrician who 
advocates for universal vaccination, describes her approach:

I say, “You’re introducing a very mild or, you know, inactive form of this 
illness to your body, allowing your body’s natural immune response to 
create protections for you for the next time you encounter this virus, or 
this illness. So your body is producing its natural reaction, so it allows 
you to protect yourself without actually getting the illness.”

The Immunization Coalition statement directly addresses the slogan 
“green our vaccines” and the parental concerns it embodies. Yet, as this 
chapter shows, this discourse is unlikely to be adequate in addressing 
parental concern as those issues remain more diffuse. They also fail to 
address a broader chemical- filled environment in which families live. 
Children are indeed growing up in environments with unavoidable ex-
posure to plastics, chemicals, and toxins. Vaccines, in contrast, require 
consent. This allows parents to control one kind of intervention into 
their children’s health. Pediatricians and websites that aim to convince 
parents that vaccines are also natural and also elicit a natural immune 
response aim to address these concerns.
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The Limits of Trust in Big Pharma

I am sitting at a long table in a huge ballroom in an expan-
sive hotel in Reston, Virginia. There are about 700 people 
sitting at similarly long tables, organized in rows with a 
long center aisle that serves as a wide walkway, with many 
large cameras placed strategically. In the front are panelists 
on a huge stage. Their faces and PowerPoint presentations 
project onto big screens on either side of the stage. Occa-
sionally, these screens show pictures from the organization’s 
memorial for vaccine victims, “those who are casualties of 
mass vaccination policies.” There are also two microphones 
on stands that will later host audience comments and 
questions.

Two seats from the outer edge of the table midway back, 
I sit next to a woman, frantically typing notes from each 
presentation into her laptop. The cord stretches to an out-
let on the outer wall and on occasion, she flinches as some-
times someone walks by and trips on it. She listens, types, 
and occasionally sighs or shakes her head in disbelief. This 
is the meeting of the National Vaccine Information Center, 
the largest organization that advocates against mandatory 
vaccines. Throughout the room, activists, alternative health 
providers, chiropractors earning continuing medical educa-
tion credits, and concerned parents wanting to make good 
choices for their children take notes.

During a break in the morning session, I ask her what she 
will do with her notes. She explains that she is a former high 
school teacher who now runs a preschool parent co- op. 
She is collecting information for her own benefit and ex-
plains her concerns and priorities as a mother and educator. 
Then, a smile crosses her face. She turns and lifts an empty 
Starbucks cup. “This belonged to Andrew Wakefield.” Star-
struck, she announces that he “just threw it away” in front 
of her. Andrew Wakefield, a speaker the day before and the 
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recipient of the organization’s Humanitarian Award at the 
reception the night before, is most famous for his claims in 
Great Britain that the measles- mumps- rubella (MMR) vac-
cine might cause autism. The British journal, Lancet, later 
rescinded Wakefield’s article making that claim, and the 
General Medical Council of the U.K. revoked his medi-
cal license. Among U.S. and U.K. doctors, researchers, and 
public health officials, Wakefield is a pariah. Here, where 
he presents his new research on the suckling patterns of in-
fant monkeys after vaccinations, he is, as the organization’s 
leaders introduce him, a doctor of “conscience and cour-
age” who stands “up for truth and freedom in science” and 
suffers the consequences.1 Although discredited by main-
stream science, he is a trustworthy expert here, and deserv-
ing of fandom.
— Fieldnotes, 2009

Parents who reject vaccine recommendations see vaccines as composed 
of toxins that can harm children. They doubt claims that vaccines are 
safe, question the ingredients in vaccines, and distrust the systems of 
scientific testing and regulation that are supposed to ensure vaccine 
safety. In this chapter, I parse out parents’ logic that vaccines represent 
chemicals that are dangerous to children’s bodies and should be avoided. 
I examine the views of vaccines as toxic and how this toxicity narrative 
justifies parents’ refusal of vaccines.

The Toxicity Narrative: Fear of Vaccine Ingredients

Currently, federal agencies recommend vaccination against fourteen 
vaccine- preventable diseases, which can result in as many as twenty- six 
shots by the time a child is two years of age and as many as six shots in 
one visit.2 Parents who distrust that vaccines are safe question what the 
combined toxicity of vaccines might be, what chemicals are contained 
in them, and what risks they might present.
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Those who promote vaccine safety argue that vaccines are cleaner 
today and contain fewer unintended proteins— less contamination— as 
technologies for isolating proteins and mimicking viral DNA have im-
proved. The pediatrician and vaccine researcher Paul Offit and col-
leagues explain, “Although we now give children more vaccines, the 
actual number of antigens they receive has declined. Whereas previously 
one vaccine, smallpox, contained about 200 proteins, now the eleven 
routinely recommended vaccines contain fewer than 130 proteins in 
total.” In explaining the improvements in vaccine technology, they note, 
“Advances in protein chemistry have resulted in vaccines containing 
fewer antigens.”3 Although intended to reassure parents that vaccines 
are better refined to include only the desired antigens, these highly tech-
nical ways of manufacturing vaccines underscore the unnatural basis of 
vaccines themselves and do little to reassure parents.

Virtually every parent in this study cited concerns about ingredients 
as a reason they view vaccines as dangerous. Many feel that doctors 
and vaccine manufacturers are deliberately vague about the necessity 
of many chemicals and preservatives in vaccines. Margaret is a mother 
of two college- aged unvaccinated children. She describes her concerns 
about the number of chemicals in vaccines, which she learned from a 
friend who was a nurse and shared with her the vaccine package inserts:

I wanted to make an informed decision. And so she said, “Do you want 
to look at an insert label?” I said sure. . . . She said, “Okay, here’s what’s 
in a vaccine.” . . . All these chemical names, and she said basically that 
formaldehyde, aluminum, thimerosal, which is approximately 50 percent 
in weight, ethyl mercury, ethylene glycol, which is antifreeze, MSG, squa-
lene, carbolic acid, neomycin, streptomycin, foreign viruses, dead animal 
parts, all this crap. And I said, why would I put this in my baby? I mean, 
it was just such a logical decision for me.

Other parents relay similar stories. They often describe the process of 
finding out about ingredients— from package inserts included in the 
vaccine boxes, friends, online forums, or websites— from sources other 
than those provided by doctors or CDC informational handouts. This 
perceived lack of official disclosure fuels suspicion. For example, Barb 
Schoenhorn, a mother of two, describes her frustration:
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The fact that they don’t tell us the truth anymore is really criminal. It’s 
criminal to me. That they are allowed to say there’s a trace of mercury 
when in fact that is not the truth. The fact that they are saying there is 
no mercury, that’s not the truth. The fact that they don’t tell you there is 
aluminum or formaldehyde, or the equivalent of antifreeze and aborted 
human fetus cells and portions of immunizations that’s being incubated 
on monkey innards.4

Discussions of vaccine ingredients as harmful are plentiful in parent 
forums. In one online exchange, a pregnant woman asks other women 
in a discussion forum for advice to convince her husband that vaccines 
are dangerous. She receives dozens of suggestions for places to look for 
information. In one poignant example, another mother directs her to 
the FDA.gov website, where, she is told, she can look at each vaccine 
ingredient and at package inserts. The woman offering advice acknowl-
edges, “Sometimes it’s hard to understand what exactly an ingredient is 
because of the name, but the FDA explains some of them as well.” By un-
veiling the toxic ingredients, she imagines the concerned woman’s hus-
band will also see the risks: “This alone can help your husband begin to 
understand your concern. The ingredients listed even at the lowest levels 
have been known to be harmful and even cumulative when you combine 
more than one vaccine.” As the advice- giver provides her understand-
ing of the risks of chemicals, she also includes advice to stay healthy 
naturally, breastfeed for as long as possible, and to seek out naturopathic 
remedies instead of vaccines.

Sometimes those who support vaccination programs challenge the 
perception that all chemicals are intrinsically harmful. For example, a 
supporter of vaccination posted online that there is more formaldehyde 
in a pear than in a vaccine, along with a list of other formaldehyde- 
producing fruits and vegetables. Some supportive followers agreed, add-
ing additional information like, “Every single cell in the human body 
produces formaldehyde. It is a byproduct of normal cellular respiration. 
The body is well capable of removing formaldehyde.” However, more 
responders disagreed, arguing instead that naturally produced formal-
dehyde must be less dangerous than that produced in laboratories, that 
chemicals consumed in the digestive system must be less dangerous 
than those injected, or that only older children can eat a pear, making 

http://FDA.gov
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them better able to process the chemical, highlighting why infant vac-
cination is a mistake.5

These arguments reveal different understandings of chemistry. For 
some people, chemical compounds are meaningful outside their con-
text, so for example, formaldehyde is always formaldehyde. For others, 
toxicity depends on the mode of production, the path of consumption, 
and the social context in which it is encountered. In these ways, beliefs 
about toxicity are deeply engrained in parental distrust and inform vac-
cine decisions.

“Concerned about formaldehyde? Consider the pear .  .  .” Posted on “Refutations to 
Anti- Vaccine Memes’s Page” March 20, 2013. https://www.facebook.com/RtAVM/photo
s/a.414675905269091.96547.414643305272351/484442114959136.

https://www.facebook.com/RtAVM/photos/a.414675905269091.96547.414643305272351/484442114959136
https://www.facebook.com/RtAVM/photos/a.414675905269091.96547.414643305272351/484442114959136
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Green Our Vaccines

This notion that vaccines are toxic received the greatest attention in 
2008, when the celebrities Jenny McCarthy and Jim Carrey, in col-
laboration with several autism advocacy organizations, including Talk 
About Curing Autism (TACA), Generation Rescue, HEAL Foundation, 
and Moms Against Mercury, protested in Washington, D.C.6 The June 4 
march culminated in a rally and a call to reassess mandatory childhood 
vaccine schedules, which protesters insisted are too toxic. Jenny McCar-
thy spoke passionately at that rally:

This is not an anti- vaccine rally. This is not an anti- vaccine group. We are 
an intelligent group of parents that acknowledge the vaccines have saved 
many lives. What we are saying is that the number of vaccines given and 
the ingredients, like the freaking mercury, the ether, the aluminum, the 
antifreeze, need to be removed immediately after we saw the devastating 
effects it took on our children.

As McCarthy continued her speech, she focused on the dangers of 
toxins beyond vaccines, as a call to make vaccines less toxic. Highlight-
ing both the responsibility of individual parents to protect their own 
children’s bodies and the role she sees autistic children playing in fami-
lies’ lives, she called for the prioritization of natural living as a means to 
protecting children:

I want to empower parents to educate themselves and take safety back 
into their own hands. Everyone, not just parents of kids with autism, need 
to seriously pay attention to the warnings. These children are trying so 
hard, you guys, trying so hard to show us how to live in a cleaner world. 
These kids are here for a reason, to teach us to eat better, clean up the air, 
get rid of toxins because they can’t survive.7

The “Green Our Vaccines” rally was among the most public protests 
against vaccines in the United States in recent history. With environ-
mental activists like Robert Kennedy Jr. as a speaker, the campaign 
marries environmentalism, natural living, and children’s health in ways 
that make vaccines suspect. Protesters also want agencies to develop a 
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new schedule they imagine would be safer, arguing that until that hap-
pens, parents should reject recommended vaccines (which they note are 
not required, even if they are presented as such).

Managing Toxic Exposure

The fear that vaccines present a risk of toxic exposure stems from the 
broader context: children live in polluted environments and are exposed 
to chemicals each day. Some are manageable or more easily eliminated, 
like plastic storage containers or BPA- containing water bottles, while 
others are perceived to be more perniciously, even invisibly, poisoning 
children’s bodies. The sociologist Norah MacKendrick suggests that this 
new form of “precautionary consumption” represents additional work 
mothers must perform to ensure the well- being of their children.8 Par-
ents’ fears are shaped by their perceptions of widespread proliferation 
of chemicals, lack of environmental regulation, and corporate practices 
that lead to development of new artificial and questionably safe products 
and increased pollution. Anna describes her fears of chemicals generally, 
and how they impact vaccines:

Somebody told me once that . . . there’s something like two thousand new 
chemicals made every single year, and I just think about that and, like, 
all the shit that I think that’s going on with our world, and I just wonder 
about, like, what’s in the vaccines now, you know?

Some parents identify some chemical exposure as inevitable and dan-
gerous, but also potentially necessary, like that from prescribed medi-
cations. Vaccines, in contrast, become additional exposures that might 
be optional. For example, Steph rejects interventions in her daughter’s 
body, in large part because she feels that her daughter has already had 
too many, including those given to support her after birth when she was 
in the neonatal intensive care unit. “We felt she had had so many inter-
ventions, like, on day two of her life, that we started to really question 
whether or not— how we wanted this to go in her life, you know?”

Steph’s daughter was prescribed Prevacid in her first months of life. 
Prevacid and other proton pump inhibitors (PPIs) are a class of acid 
blockers that includes Nexium, Prevacid, and Prilosec. They are not ap-
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proved for babies and are not proven to be more effective than placebos 
for them.9 Yet they are commonly prescribed for infants who spit up 
often, cry frequently, or have colic. They also cost approximately $120 
per child each month. Steph recalls receiving the prescription:

That was not something I wanted to do, but I felt like, you know, as an 
exhausted new parent at that point you’ve exhausted all other ideas that 
anyone has given you— I mean we were avid at swaddling, we were big 
on putting her halfway upright to nurse her— I mean everything that we 
could do nonmedically, . . . [even] gripe water, which is an all- natural 
colic remedy.

When none of these natural remedies worked, Steph agreed when her 
pediatrician suggested this drug. Having accepted a prescription for 
a pharmaceutical product for her young infant— and then regretting 
it— she became uncomfortable with other pharmaceutical products, 
including vaccines.

Steph brought her partially vaccinated daughter to her one- year 
checkup, which is when she “started to realize what this vaccination sched-
ule would be.” Steph and her husband attended the appointment together 
and were shocked that the physician wanted to give her baby six vaccines 
that day. She recalls, “I was like, ‘My child is eighteen pounds and you’re 
gonna give her six shots today?’ I said, ‘No. No. We’re not doing that.’”

After discussion with the physician, Steph reluctantly agreed to 
three vaccines. Leaving the appointment, she remembers her daughter 
“passed out to a point where she was like— like a sack of potatoes.” Not-
ing the difference in her child, she recalls, “Quite honestly, [it] scared the 
heck out of me. . . . She was just dead weight in my arms, and it really 
scared me and I thought that was even more proof to me that I was so 
glad she only did three.” In identifying her primary concerns about vac-
cines, Steph returns to fear of chemicals. She explains, “She’s eighteen 
pounds. I just think that that’s a lot of fluid to put into such a little body. 
It’s a lot of chemicals. It’s a lot of unnatural things to put into such a tiny 
little person.” Steph sees the value vaccines can provide in protecting her 
daughter but is only willing to consent to some, “because it’s still that 
many more chemicals, you know? . . . It’s the number, but I think the 
number, to me, is synonymous with the chemical level.”
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Many parents echo what I heard from Steph. Parents fear they are 
being asked to deliberately expose their children to those toxins, and see 
opting out as a chance to mitigate chemical exposure, rather than taking 
on the more challenging task of addressing broader issues of environ-
mental regulation or exposure. One mother, posting online, illustrates 
this fear:

Sometimes, I wish I hadn’t breastfed, though— keep thinking that was 
not good for my son. I’m sure I was pretty toxic. I’m sure I still am very 
toxic. . . . Ever notice how some children/babies really sweat during sleep? 
I think some of that is not just that they are hot, but their bodies are 
working hard to purge toxins from their system— their bodies use their 
skin to get rid of things.

Similarly, Carolyn remembers testing her own levels of heavy metal 
accumulation in her body and discovering it was high, which she attri-
butes to mercury amalgam fillings in her teeth since childhood as well 
as possible environmental exposure. She explains how she seeks to limit 
further exposure for her and her family. “My children have never been 
vaccinated. They’ve never had a mercury filling in their mouth. There 
has been no area where they’ve had mercury.” As part of her efforts to 
control exposure, Carolyn had her children tested for heavy metal ac-
cumulation, only to discover that despite her hard work to avoid con-
tamination, their tests showed high levels, equal to her own. Rather than 
suggesting that vaccines do not contain heavy metals that accumulate 
in the body, this surprising information instead confirms her belief that 
toxin and heavy metal exposure is unavoidable, but vaccines are. Since 
some vaccines contain or have in the past contained preservatives de-
rived from mercury or aluminum, vaccines are a potential exposure she 
can and should avoid. Of all chemicals mentioned, heavy metals gener-
ally and thimerosal specifically were of greatest concern to parents.

Thimerosal and Vaccines as Poison

Thimerosal is an organic compound used as a preservative in vaccines 
since the 1930s. As a preservative, it prevents microbes from develop-
ing in vials that contain multiple doses of vaccines, a risk that arises as 
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multiple unused hypodermic needles enter the vial over time, which can 
lead to accidental contamination. Among the most often cited examples 
of the importance of a preservative for vaccines are a 1916 incident in 
which a tainted bottle of typhoid vaccine led to sixty- eight reactions, 
twenty- six abscesses, and four deaths, as well as a tragic 1928 incident in 
Queensland, Australia, where twelve of twenty- one children inoculated 
against diphtheria died after becoming infected with staphylococcus, a 
bacterial infection.10 Since 1968, federal regulations have required that 
all multi- dose vials contain a preservative, with only a few exceptions. 
The law requires that preservatives be “non- toxic so that the amount 
present in the recommended dose of the product will not be toxic to the 
recipient,” and that when used in combination, will not change the vac-
cine or its potency.11 These regulations arose in part in response to past 
tragic episodes of infection from contaminated vials.

Thimerosal, which is approximately 50 percent ethyl mercury (not 
the more toxic methylmercury) by weight, has been one of the most 
widely used preservatives in vaccines. Mercury is a naturally occurring 
element, often found in water, soil, plants, and animals. It accumulates 
in the aquatic food chain, primarily in the form of methylmercury. Hu-
mans are exposed to methylmercury primarily from consuming sea-
food, although industrial exposure increases risk.12 Methylmercury is 
a neurotoxin when consumed or absorbed in high doses. According 
to the FDA, the toxicity of methylmercury was first recognized during 
the late 1950s and early 1960s, when industrial contamination of mer-
cury in Minimata Bay, Japan, led to the widespread consumption of 
mercury- contaminated fish.13 Epidemics of methylmercury poisoning 
also occurred in Iraq during the 1970s, when seed grain treated with a 
methylmercury fungicide was accidentally used to make bread.14 We 
also know a great deal from studies of island populations with high lev-
els of seafood intake from the top of the aquatic food chain, including 
pilot whale meat in the Faroe Islands.15 These epidemics and patterns of 
exposure reveal that fetuses are more sensitive to the effects of methyl-
mercury than adults and that pregnant women who are exposed often 
give birth to newborns with high mercury levels, which can cause neu-
rological damage.16

Because of the known risks of methylmercury exposure, several 
agencies in the U.S. government have issued advisories about how much 
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seafood to consume or how to limit exposure to mercury. These guide-
lines have historically varied between agencies, so Congress asked the 
National Academy of Sciences to study methylmercury exposure and 
provide recommendations.17 This request was made in late 1997, as an 
addition to a larger bill, the FDA Modernization Act, which aimed to 
streamline pharmaceutical distribution and licensing and allow more 
experimental drugs to get to patients faster. During discussion of the 
bill, New Jersey Representative Frank Pallone, concerned about mercury 
exposure from seafood, amended the bill to give the FDA two years to 
compile a list of drugs and foods that contain intentionally introduced 
mercury compounds and to provide a quantitative and qualitative analy-
sis of the mercury compounds on the list. This process was complex, 
with study of dose- response, levels of toxicity and exposure, and organ 
processes.

Methylmercury is absorbed easily in the gut and then accumulates 
in the body, where it slowly converts to inorganic mercury.18 Yet in-
dividuals who receive the same exposure may be affected quite differ-
ently, depending on a wide array of variables, including but not limited 
to genetics, age, sex, health status, nutrition, the time and intensity of 
methylmercury exposure during critical periods of brain development, 
and variability in how individual bodies process the chemical. Although 
not the original goal, these explorations led agencies to also question 
whether the quantity in vaccines.

The Mercurial Rise of Autism

Mercury in vaccines became a flashpoint issue in the late 1990s, coin-
ciding with a growing awareness of autism. Autism spectrum disorder 
is a developmental disability that generally describes individuals with 
different degrees of difficulties in social interaction, challenges in verbal 
and nonverbal communication, and a propensity for repetitive behav-
iors. Although autism has been described in medical literature since the 
1940s, it was not until 1994 that the Diagnostic and Statistical Manual, 
the handbook of psychiatry, clarified autism as manifesting in five dis-
orders, which exist along a spectrum.19

It is clear that autism rates have increased dramatically, from 1 in 
5,000 in 1975 to about 1 in 68 in 2014; the reasons for the increase are 
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not clear.20 Although better diagnosis likely accounts for a portion of the 
increase, it cannot account for the entire increase. Instead, some com-
bination of genetic predisposition and environment, including but not 
limited to parental age, neighborhood, social influence, nutrition, pre-
natal health, or toxic exposure, is likely at work.21

As rates of autism rose, social institutions were ill- equipped to pro-
vide care. Schools were often unable to meet the special needs of their 
children; doctors who were not familiar with the disease could not pro-
vide adequate care; and researchers offered few answers of cause or effec-
tive treatment. As a result, parents had to become activists who shared 
information and resources. Parents of autistic children formed multiple 
groups and organizations that are sometimes allies and sometimes op-
ponents. Although they all want to see better resources and more re-
search on autism, much of the disagreement between them stems from 
whether they believe that infant vaccines cause autism.22

Autism activists had been focused on diet as a possible strategy for 
improving autistic children’s behaviors for some time, but the late 1990s 
brought evidence of an alleged link between the gut, autism, and vac-
cines. In 1998, the British gastroenterologist Andrew Wakefield— along 
with a dozen collaborators— published a report in the Lancet, one of 
the premier medical journals in Great Britain, suggesting that in their 
study of twelve children with bowel disease, nine were autistic and eight 
had experienced diarrhea after receiving the MMR (measles- mumps- 
rubella) vaccine. On the eve of the publication, Wakefield held a press 
conference to announce the findings. Passionately, he cautioned against 
the use of the MMR vaccine, and recommended that the combined 
MMR vaccine should be administered separately rather than in com-
bination until the full relationship between the vaccine, autism, and the 
gut could be understood.

In Great Britain, parents took Wakefield’s warning to heart. Vaccine 
rates dropped precipitously, from 92 percent to 80 percent, below the 
level of herd immunity. In the United States, the Wakefield study was 
met with great interest, and when U.S. Senator Dan Burton heard the 
news, he held a series of congressional hearings to discuss the possible 
relationship between vaccines and autism, a particularly significant issue 
to him personally as his grandson was diagnosed with autism at the age 
of twelve months.23 Despite the strength of existing national organiza-
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tions committed to challenging vaccine mandates, it was in fact parents 
of autistic children who raised concerns about thimerosal.24 Publicity 
surrounding the Wakefield study, rising rates of autism without expla-
nation of cause, and parents’ frustration with the lack of information 
they were provided about their children’s condition collectively drew 
attention to the possibility that vaccines contributed to what was now 
referred to as the “autism epidemic.”

Wakefield’s study and accompanying concerns about vaccine safety 
and the possible connections to autism dovetailed with the U.S. govern-
ment’s newfound interest in examining levels of mercury exposure with 
the goal of standardizing recommendations across agencies. Since the 
infant vaccine schedule had expanded over the prior decade, it became 
clear that an infant could theoretically be exposed— depending on the 
frequency in which vaccines were administered— to high levels of ethyl 
mercury. Not knowing safe levels of ethyl mercury, the Center for Bio-
logics Evaluation and Research (CBER) pointed out that this level would 
likely exceed EPA standards on methylmercury.

Thimerosal is chemically different from methylmercury. Unlike 
methylmercury, which converts to inorganic mercury, thimerosal con-
verts to organic ethyl mercury, a different chemical compound, which 
generally has a shorter blood half- life, does not accumulate in the body 
in the same ways methylmercury does, and is more easily eliminated 
from the body.25 However, since there were until recently virtually no 
studies on the effects of ethyl mercury exposure, agencies extrapolated 
from the toxicity profile of methylmercury, which had a known risk 
threshold.

In 1999 the U.S. Public Health Service, which comprises the FDA, the 
National Institutes of Health (NIH), the Centers for Disease Control 
and Prevention (CDC), and the Health Resources and Services Admin-
istration (HRSA), joined the American Academy of Pediatrics to issue a 
statement urging vaccine manufacturers to reduce or eliminate thimero-
sal in vaccines as soon as possible.26 Although they insisted that thi-
merosal was not damaging to babies, they also insisted that removing it 
would be the best way to exercise precaution. The statement explained,

The recognition that some children could be exposed to a cumulative 
level of mercury over the first six months of life that exceeds one of the 



The Limits of Trust in Big Pharma | 131

federal guidelines on methylmercury now requires a weighing of two dif-
ferent types of risks when vaccinating infants. On the one hand, there is 
the known serious risk of diseases and deaths caused by failure to im-
munize our infants against vaccine- preventable infectious diseases; on 
the other, there is the unknown and probably much smaller risk, if any, 
of neuro- developmental effects posed by exposure to thimerosal. The 
large risks of not vaccinating children far outweigh the unknown and 
probably much smaller risk, if any, of cumulative exposure to thimerosal- 
containing vaccines over the first six months of life. Nevertheless, because 
any potential risk is of concern, the Public Health Service, the American 
Academy of Pediatrics, and vaccine manufacturers agree that thimerosal- 
containing vaccines should be removed as soon as possible.

Announced as a precaution against a hypothetical risk, the statement 
reiterated the collective faith in vaccine safety and aimed to increase 
faith in vaccination. In 2001 the CDC and NIH asked the Institute of 
Medicine, “an independent nonprofit organization that works outside of 
government to provide unbiased authoritative advice to decision makers 
and the public,”27 to assess the scientific plausibility and broader societal 
implications of the thimerosal question. The IOM convened to evaluate 
all data that could speak to the possible relationship between autism and 
mercury. In providing an overview of the research on mercury exposure 
in the infant vaccine schedule that led to the joint statement, the IOM 
aimed to be reassuring. The report notes, “The methylmercury exposure 
limits calculated by these agencies are not limits above which injury is 
certain to occur. Rather, they should be interpreted as general levels of 
exposure below which there is confidence that adverse effects will be 
absent.”28

On October 1, 2001, the IOM’s Immunization Safety Review Com-
mittee’s report concluded that the evidence was inadequate to either ac-
cept or reject a causal relationship between thimerosal exposure from 
childhood vaccines and autism, attention- deficit/hyperactivity dis-
order (ADHD), and speech or language delay. The committee called 
for future research in order to establish or reject a causal relationship. 
However, the report also indicated that the hypothesis that exposure 
to thimerosal- containing vaccines could be associated with neurodevel-
opmental disorders was biologically plausible. As a result, the commit-
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tee supported the voluntary removal of thimerosal from “any biological 
product to which infants, children, and pregnant women are exposed.” 
In explaining the rationale, its members characterized the removal as “a 
prudent measure in support of the public health goal to reduce mercury 
exposure of infants and children as much as possible.”

The IOM continued its work and in 2004 issued a new report, 
which reviewed new epidemiological evidence from the United States, 
Denmark, Sweden, and the United Kingdom, and studies of biologic 
mechanisms related to vaccine absorption. The report concluded that 
this new body of research supports rejecting the hypothesis that vac-
cines, particularly the MMR vaccines singled out by Wakefield and the 
vaccines containing thimerosal, are causally associated with autism. 
Further, the committee stated that the benefits of vaccination were 
proven, in contrast to the hypothesis of susceptible populations, which 
they saw as “presently speculative.” Widespread rejection of vaccines, 
the IOM cautioned, would lead to increases in incidences of serious 
infectious diseases like measles, whooping cough, and Hib bacterial 
meningitis.

Simultaneously to the government’s work to identify mercury risks, 
several researchers aimed to reproduce Wakefield’s study on a larger 
scale. Although some identified gastrointestinal issues in children with 
autism, none claim a vaccine link and several argued against the bio-
logical plausibility of a causal relationship.29 In fact, studies consistently 
pointed to the safety of vaccines. These studies, along with the IOM re-
port, were meant to create clarity and certainty that, with great scientific 
evidence, there is no causal relationship between vaccines and autism. 
Medical experts, policy makers, and government health officials imag-
ined that this now voluminous body of research showing that vaccines 
are safe would reassure parents.

Notwithstanding, many parents remain distrustful of vaccines, and 
their resistance has actually increased rather than decreased. This in 
many ways reflects the importance parents assign to their own expertise 
and that of other parents over that claimed by institutions. This is illus-
trated in part by the continuing story of Andrew Wakefield. Discredited 
in Great Britain, he moved to the United States, finding support for his 
continued research and efforts at Thoughtful House, a research center 
in Austin, Texas. In 2010, after losing his British medical license for aca-
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demic misconduct, which included a previously undisclosed effort to 
patent single- dose vaccines of measles, mumps, and rubella (to be ad-
ministered separately rather than in combination like the MMR he cau-
tioned against), he left Thoughtful House, which subsequently renamed 
and rebranded itself. Nonetheless, parents of autistic children and those 
concerned about vaccine safety continue to see him as a champion for 
their cause. Many see him as a martyr. One post on the Age of Autism 
website, an autism advocacy organization that strongly supports the 
continued belief in a causal relationship between vaccines and autism, 
writes to Wakefield, “To Andy, your continual concern for our children 
while you must deal with professional and personal injustice is noth-
ing short of heroic. Thank you for never giving up.”30 Wakefield’s wide-
spread discrediting among professional organizations alongside the 
continued tribute he receives from parents who believe that vaccines 
are dangerous succinctly illustrates the different meanings of expertise, 
knowledge, and trust.

Distrust of Safety Claims

Parents are aware of much of the debate about the safety of vaccines, the 
controversies about mercury, and the arguments about the cumulative 
effects of multiple vaccines. They understand that there is a lack of sci-
entific clarity, but also understand that the schedule of vaccines might 
potentially create toxic levels of exposure. Professional organizations 
and government agencies argue that these issues have been resolved 
and the scientific questions have been adequately answered, but parents 
don’t agree.

Parents search package inserts or ask providers about ingredients, but 
often they distrust the information provided, particularly about thimer-
osal. They question the veracity of claims that thimerosal was removed. 
For example, Anna, who had rejected vaccines for her sons, decided 
that she wanted her older child to get a tetanus vaccine, decoupled from 
diphtheria and pertussis, with which it is usually distributed. Yet she felt 
compelled to verify information about the vaccine’s ingredients, espe-
cially the claims that the vaccine is thimerosal- free. She recalls, “I had 
tried to get him a tetanus shot earlier and a doctor was like, ‘Oh, they 
don’t use thimerosal anymore, blah blah and it’s totally fine.’ And I said, 
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‘Well, let me just— I just want to read the box. You need to show it to me,’ 
and there on the box was thimerosal.”

Pediatricians are aware of parental distrust and encounter ques-
tions about mercury quite a bit in their practices. Kevin Sato explains 
of his pediatric practice, “People still ask about that. ‘Is there mercury 
in these vaccines?’ I still get that question, even from people who have 
done some research.” He describes these encounters: “Some of the par-
ents, moms and dads, who are pretty informed, say, ‘Yeah, I’m still wor-
ried about that autism controversy. I know all the medical studies have 
shown there’s no link’— they’ll even offer that up, the ones who have 
been following these things.”

Kevin aims to reassure the parents with data and reports of medical 
studies. Rather than evaluating the science, he observes, parents are in-
stead more comfortable drawing on their own sense of expertise, which 
is often informed more by intuition than science. Parents frequently 
counter discussions of science, he notes, by explaining, “But it just 
doesn’t feel right to me.” Many pediatricians describe similar interac-
tions, in which their reports of science are unconvincing when stacked 
against parents’ faith in their own intuition. As Kevin reflects, “People 
who have a basic distrust of the pharmaceutical industry have a basic 
distrust of the mainstream medical literature.” Distrust of science, pro-
viders, and claims of vaccine safety are informed, as Kevin suggests, by 
parents’ larger sense of distrust of the known profit motives of pharma-
ceutical companies. They also more generally distrust the process that 
creates scientific knowledge about health, illness, and immunization.

Doubting Knowledge Production and Vaccine Regulation

For a drug to come to market in the United States, it must undergo 
several stages of study. A company must identify an illness or condi-
tion a drug addresses and isolate the cause of the disease. Increasingly, 
vaccines are developed using isolated proteins, rather than the entire 
disease- causing organism. Developers demonstrate a vaccine’s safety 
using animal models. After the clinical trial is licensed, the tested med-
ication or vaccine must be shown to be safe and able to generate an 
immune response on healthy volunteers. In the second phase, research-
ers determine the appropriate dose of a vaccine by enrolling hundreds 
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of healthy participants. In the third phase, thousands of individuals 
are usually enrolled so that both safety and effectiveness can be better 
documented. The FDA notes that “at any stage of the clinical or animal 
studies, if data raise significant concerns about either safety or effective-
ness, FDA may request additional information or studies, or may halt 
ongoing clinical studies.”31 If each phase is successful, the vaccine will be 
submitted for licensing, at which time a multidisciplinary FDA review 
team will examine the efficacy and safety record, calculate the risks and 
benefits of the new vaccine, and review proposed product labeling and 
directions to practitioners who will administer the vaccine, including 
what they should tell patients and their families. If licensed, the manu-
facturing plants will also be inspected and licensed. After licensing, the 
FDA will continue to oversee the vaccine production, manufacturing, 
and ongoing safety, which often draws on reports from VAERS. The 
FDA explains, “Until a vaccine is given to the general population, all 
potential adverse events cannot be anticipated. Thus, many vaccines 
undergo Phase 4 studies— formal studies on a vaccine once it is on the 
market.”32 These multiple phases and ongoing monitoring aim to exam-
ine not just the safety and efficacy of the product as designed, but also 
challenges that may emerge as it is used.

Despite assurances that these procedures are rigorous and ensure 
public safety, many parents do not trust these processes. In part, the 
structure of the FDA’s budget encourages distrust. Beginning in 1992 and 
reauthorized several times since, the Prescription Drug User Fee Act 
(PDUFA), approved by Congress, allows the FDA to collect funds from 
those who manufacture drugs, devices, and vaccines. These funds are 
intended to expedite drug approval, since delays cost companies money 
and presumably harm patients who may need new remedies for serious 
health conditions. The law seems to have worked, cutting review times 
on new drugs by about half.33 User fees constitute about a quarter of 
the FDA’s budget, a portion that may go up as Congress continues to 
cut funding to the FDA and shifts more burden onto manufacturers. 
Many consumer groups worry that if pharmaceutical funds are paying 
to monitor their own products, conflicts of interest may arise that will 
not support rigorous monitoring.34

The 2002 reauthorization of PDUFA was closely linked to the Bioter-
rorism Act, which included new limitations on what kinds of materi-



136 | The Limits of Trust in Big Pharma

als and biologics could be accessed and by whom. It also created new 
funds to develop new vaccines against possible bioterrorist attacks and 
to stockpile them along with other pharmaceutical products.35 Among 
the continuing linkages between bioterrorism and vaccine regulation, 
the 2009 H1N1 flu vaccine is not eligible for compensation under the 
Vaccine Injury Compensation Program, but instead falls under the 
Countermeasures Injury Compensation Program, which most specifi-
cally compensates injuries related to “a declared pandemic, epidemic or 
security threat.”36 This program and its ties to governmental claims of 
bioterrorism also fuel distrust.

Barb, a mother who stopped vaccinating her children when her oldest 
developed autism as a toddler, explains her distrust of pharmaceutical 
research on vaccines:

Pharmaceutical companies make about $80 billion a year off of immuni-
zations. This new H1N1 hasn’t even been tested except on all the lab rats 
that have died, and they hid that. Did you know that? The first round of 
H1N1 testing was all done on lab rats and they all died. So they adjusted it 
a little bit and they refused to divulge all of the ingredients. But yet they 
put together a removing themselves from all liability clause, so if you die 
from the H1N1 [vaccine], they would not be held responsible.

The connections between federal regulation, the pharmaceutical in-
dustry’s “pay- to- play” funding of the FDA, increasing emphasis on ex-
pedited review, which inevitably limits certainty of safety, and corporate 
profit motives that are enhanced as the government commits greater re-
sources to developing and stockpiling drugs and vaccines all undermine 
parents’ trust in the systems designed to protect their children’s health. 
Illustrating this, Jake describes his view of biomedical research as largely 
untrustworthy, identifying the influence of pharmaceutical funding of 
research specifically. “Well, first of all, it’s biased because it was paid- for 
studies. They’ll take— they’ll take the numbers and twist them. . . . You 
can make the numbers come out and say pretty much what you want 
and you’ll have somebody who is unbiased do the exact same research 
and it’s night and day.”

Jake has a broad view of the dangers of vaccines and refuses them for 
his own children. He conducts his own research from sources he trusts, 
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and brings in speakers and hosts community educational events about 
the dangers of vaccines. In explaining his position and willingness to 
find experts he trusts more than those in medical or regulatory systems, 
he highlights the conflicts of interest pharmaceutical companies create: 
“This is not conspiracy theory stuff, this is just credible science that has 
no financial ties to Merck or Pfizer or Novartis, you know?”

Similarly, Marlene describes her distrust of safety claims: “They’re not 
doing much new research, and anything I read tends to be saying that 
vaccines can have a negative impact.” As she and others see it, vaccine 
manufacturers and the FDA they fund have little incentive to continue 
researching adverse reactions since it can only be to their economic 
detriment.

The distrust of medical providers and vaccine ingredients represents 
a larger distrust of pharmaceutical companies, which exist to make a fi-
nancial profit. Parents frequently explain how the goals of vaccine safety 
are incompatible with for- profit pharmaceutical companies, particularly 
as they are shielded from liability claims by the National Vaccine Injury 
Compensation Fund. Illustrating these concerns, Katie explains, “I think 
that the drug companies push vaccines that they don’t know are 100 
percent safe. I think trying to put fifteen vaccines— you know, six doses 
of vaccine— in one shot is crazy. And I don’t know if we know the whole 
health ramifications of giving so many vaccines to children.” As parents 
believe that pharmaceutical companies’ primary goal is to promote vac-
cines rather than ensure safety, they reiterate their role as uniquely qual-
ified to protect their children’s bodies by limiting exposure to vaccines.

Concerns about vaccine safety come from broader distrust of vaccine 
production and regulation, which take a toxic product to market with, 
as parents see it, limited oversight. Parents make their vaccine decisions 
based on the degree to which they trust the systems responsible for vac-
cines. The parents in this study make it clear that they especially do not 
trust the pharmaceutical industry and its government regulators.

Vaccine Failures and the Meanings of Regulatory Systems

Vaccines are indeed imperfect, and in fact there have always been prob-
lems with them. As with any scientific endeavor, there have been failures, 
where clinical trials sometimes show no success from the vaccine and at 
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other times cause the harm that the vaccine was intended to prevent.37 
Some are made incorrectly, as was the case in an early smallpox vac-
cine or during the Cutter Incident, when 120,000 doses of polio vaccine 
were not fully inactivated, infecting more than 40,000 children, killing 
10 people, and paralyzing 169.38 At other times, vaccines become con-
taminated during manufacture, as was the case in 2010 when a rotavirus 
vaccine was found to be contaminated with material from a pig virus,39 
or in 2013 when Merck recalled 743,360 vials of Gardasil because they 
may have contained particles of glass from a breakage during manu-
facturing.40 Manufacturing shortcomings sometimes appear during 
inspections, raising additional concerns. Illustrating this latter point, a 
2012 warning letter issued by the FDA to Sanofi Pasteur, a major vac-
cine manufacturer, cited more than twenty- five concerns about safety 
and quality in its plants. Among these, the company failed “to assure an 
adequate system for cleaning and disinfecting aseptic processing areas 
and equipment,” to “establish and follow appropriate written procedures 
designed to prevent microbiological contamination of drug products 
purporting to be sterile,” and “to establish laboratory controls that 
include scientifically sound and appropriate specifications, standards, 
sampling plans, and test procedures designed to assure that compo-
nents, inprocess materials, and drug products conform to appropriate 
standards of identity, strength, quality, and purity.”41 Given the few man-
ufacturers of vaccines, most production problems lead to shortages of 
required vaccines, which in turn require federal advisory bodies to issue 
substitutive recommendations of how providers should modify sched-
ules to ration vaccines or minimally vaccinate those most at risk.

Those who advocate for vaccine use and trust their safety point out 
that each of these is a known failure precisely because it was rapidly de-
tected in the systems set up to monitor vaccine safety. When we experi-
ence a shortage of influenza vaccine, as we did in 2004 because of mold 
contamination in manufacturing that was detected before any was dis-
tributed, vaccine proponents suggest we should feel more secure that in-
spectors identify breakdowns in vaccine safety before anyone is harmed, 
not less. Those on the other side wonder how many risks are undetected 
or unknown.

Vaccines can also be produced perfectly and still cause rare but se-
rious bad outcomes. Some adverse effects— particularly those that are 
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statistically uncommon— are identified only when hundreds of thou-
sands of doses are consumed, as was the case with the oral polio vaccine, 
which could cause polio. A more recent example lies in the Rotashield 
vaccine and its complicated history, which shows the challenges in ad-
dressing the potential dangers of vaccines, particularly those that can 
be manufactured perfectly and still harm people. Rotashield provides 
an excellent opportunity to more fully consider vaccine risk alongside 
regulatory success to consider the potential dangers of a manufactured 
pharmaceutical product.

The Case of Rotashield

Rotavirus is, globally, the leading cause of vomiting and severe diar-
rhea. Rotavirus infection is responsible for about 600,000 deaths per 
year in children, which translates to about 5 percent of deaths worldwide 
to children less than five years.42 Eighty percent of those deaths are to 
children in resource- poor countries in sub- Saharan Africa and south 
Asia. Without a vaccine, rotavirus worldwide causes approximately 114 
million episodes of gastroenteritis requiring home care only, 24 million 
clinic visits, and 2.4 million hospitalizations in children five years of age 
or younger. By age five years, nearly every child in the world, irrespec-
tive of nation or access to sanitation, will have an episode of rotavirus 
gastroenteritis. One in every five of those children will visit a clinic, one 
in fifty will be hospitalized, and approximately one in 205 will die.43

Although the impact is felt greatest in the global south, the impact 
in the United States before vaccine was also significant. According to 
the CDC, before the vaccine, rotavirus was responsible for more than 
400,000 doctor visits, 200,000 emergency room visits, 55,000– 70,000 
hospitalizations, and 20– 60 deaths in the United States each year.44 The 
creation of a vaccine held great promise for both saving lives world-
wide and reducing healthcare costs in the United States and abroad. Ro-
tashield was supposed to be that vaccine.

As a live oral vaccine to be taken in three doses, Rotashield immu-
nized children against the four most common strains of rotavirus. Ac-
cording to one of the researchers involved in testing this vaccine, clinical 
trials lasted more than fifteen years, cost “hundreds of millions of dollars, 
involved multiple government agencies, industry, and dozens of clinical 
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investigators. It was given to more than 10,000 infants in 27 clinical trials 
conducted in nine different countries.”45 After this lengthy process, re-
sults were submitted to the U.S. FDA, while a rotavirus working group at 
the Advisory Committee on Immunization Practices (ACIP— the same 
group that sets vaccine schedules) simultaneously reviewed reports of 
adverse effects and efficacy, and considered recommendations for use. 
The data showed that among 10,054 vaccinated babies, there were five 
cases of intussusception, a painful condition where the intestine folds 
or telescopes on itself, requiring medical intervention and sometimes 
surgical correction. There was also one case among the 4,633 members 
of the placebo group. After much analysis, the group determined that 
the intussusception was unlikely to have been caused by the vaccine, 
although it was mentioned as a possible side effect on package inserts.

The vaccine was licensed in August 1998 and the ACIP issued its rec-
ommendation that infants receive it in three doses at two, four, and six 
months of age. After ten months and 1.5 million doses of Rotashield 
had been given to approximately 600,000 infants, information about a 
possible increased risk of intussusception appeared from two sources: 
reports made to the Vaccine Adverse Event Reporting System (VAERS), 
a passive surveillance system where individuals and physicians can vol-
untarily report possible adverse reactions, and in studies conducted in 
closed managed healthcare systems (like Kaiser Permanente, where pa-
tient care is more closely tracked because their prescriptions, visits, and 
other records are all centralized). After some debate, experts agreed that 
Rotashield increased risk of intestinal intussusception at a rate of about 
one for every ten thousand vaccinated infants, twenty to thirty times 
their base level of risk.46 The ACIP immediately rescinded its recom-
mendation for the routine use of Rotashield. Fourteen months after li-
censing, Wyeth, the manufacturer of the vaccine, voluntarily withdrew 
it from the market.47

Those concerned about vaccine safety see the Rotashield failure as 
an example of why parents cannot fully trust vaccine manufacturers or 
those charged with overseeing vaccine safety. The vaccine was licensed 
and recommended, even as it was unsafe. Yet those who promote vac-
cines can look at the same information about Rotashield and see assur-
ances that, in fact, our systems are working. As an information sheet 
from the CDC about Rotashield explains,
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A primary goal of CDC is to protect the health and safety of the general 
public in the United States. One of the most effective ways to prevent 
disease is through vaccination. However, when a vaccine is discovered to 
have a serious side effect, a recommendation to continue using the vac-
cine will be reconsidered and the vaccine may be withdrawn, in spite of 
the beneficial effect of the vaccine to prevent disease. The vaccine safety 
monitoring systems worked to detect an uncommon side effect. Rotavi-
rus vaccination was promptly suspended and new cases of intussuscep-
tion were prevented.48

How one views the success of the vaccine monitoring processes, as 
illustrated in the Rotashield experience, likely reflects how one views 
those charged with public safety. If, for example, you are someone who 
trusts public systems to regulate corporations and trusts the peer review 
process of science to ensure good outcomes, the quick withdrawal of 
Rotashield after a small number of adverse outcomes were identified 
is reassuring. However, for many parents, the people and processes 
responsible for vaccine decision making feel distant from the people 
consuming those vaccines, and that raises anxiety. They do not feel con-
nected to the ACIP and the CDC and do not believe that the members of 
these groups understand them or their children. And while most ACIP 
members are parents or healthcare providers themselves, they are not 
generally perceived as sharing the concerns of parents. Further, media 
coverage of events like the Rotashield withdrawal or of manufacturing 
problems potentially heightens parents’ sense that vaccines are danger-
ous and informs their choice to reject vaccines, which they believe may 
have unknown adverse outcomes.49

Whether parents see vaccine regulation as imperfect but the best 
way to monitor vaccine safety or whether they view the bodies charged 
with monitoring vaccines to be unreliable or corrupt depends on their 
views of government, corporate responsibility and, even more funda-
mentally, research and the scientific method used to produce biomedical 
knowledge.
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From Toxic Product to Promises of Green Vaccines

Parents frequently assert that the profit motives of companies drive 
biomedical research. Which questions are researched, how the terms of 
health are defined, and what findings are released are guided, parents 
believe, by pharmaceutical profit motive. There is a well- established cri-
tique that pharmaceutical corporations do not research diseases with 
the highest morbidity or mortality because they are unlikely to be prof-
itable.50 As parents raise questions about the range of diseases against 
which children are vaccinated, they echo some of this complaint.

Many focus their critique on the ways companies charged with ill-
ness prevention profit from illness management. More hardline rejecters 
trust that the body can better heal itself than be protected by immuniza-
tion. Some point to children they personally know who are frequently 
sick and attribute their illnesses (and the weakened state that invites ill-
ness) to the vaccines themselves. As they trust that their children’s un-
vaccinated bodies are stronger and their deliberate efforts to maximize 
their families’ health are superior, they question why pharmaceutical 
companies or medical researchers don’t study health promotion. Illus-
trating this, Margaret, a mother of two unvaccinated children, argues 
that profit motives of companies drive science: “Nobody’s doing the 
studies to find out why the people that aren’t getting vaccinated or aren’t 
doing the drugs or the statins or whatever are staying healthy. Because 
there’s no money there for the drug companies. Because they’re not con-
trolling the market. They don’t control supplements. They don’t control 
broccoli. They don’t control sunlight.”

Parents like Margaret frequently define their unvaccinated children 
as healthy, a state they refuse to risk with vaccines. Yet their critique 
calls into question the way scientific research is conducted and research 
questions are identified, funded, and pursued. Some parents believe that 
these issues could be better understood if researchers conducted com-
parative studies of children who have and have not received vaccines. 
Marlene, a mother of unvaccinated children, explains, “It would be re-
ally interesting to see what they’d find if someone did do a study [com-
paring vaccinated and unvaccinated children].” Recognizing the likely 
objections to doing so, she adds, “But then you’d have to leave some kids 
out and they would consider that a public danger to the child so they’re 
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not gonna do it.” Parents regularly mention that a comparative study of 
children of different vaccine statuses would be a good way for federal 
agencies to convincingly establish that vaccines are indeed safe.

This kind of study, which parents believe will never be carried out by 
those responsible for vaccine safety, is so often called for that the Na-
tional Vaccine Information Center at its 2009 conference launched an 
effort to fundraise for such a program. All morning, panelists came on 
stage in the packed Virginia ballroom and called for a comparative study. 
By midday, the organization’s founder, Barbara Loe Fisher, rose and an-
nounced that they would start collecting for a research fund. Through-
out the afternoon, individuals would contribute sums of money to the 
new research fund. Ally, alternative medicine proponent, and osteopathic 
physician Joseph Mercola announced he would match funds. According 
to the NVIC’s press release, the organization raised more than $100,000 
to launch its own research program. Fisher explained this success:

The people are taking back vaccine science from the institutions which 
have failed us. . . . We are not going to wait any longer for government 
and industry to answer the big question of whether one- size- fits- all vac-
cine policies using multiple vaccines during the past quarter century have 
contributed to the unexplained chronic disease and disability epidemic 
among our children. It is critical that independent researchers from mul-
tiple scientific disciplines act now to evaluate and protect the biological 
integrity of our children.51

The NVIC research program, which, as of 2014, has not yet released 
any research findings, speaks to the broader distrust of science, which 
is largely funded by pharmaceutical companies, and the broad- based 
belief that it can and should be democratized. As parents question what 
is known about vaccine safety and what remains uncertain, they raise 
questions about the kinds of inquiry that lead to vaccines, which they 
see as consistently furthering profit motives and narrow investigations 
by regulatory bodies.

These parents and their organizations might initially appear to be 
simply anti- science or ignorant of research. As such, they are easily 
dismissed. In contrast, those who trust the current scientific methods 
for evaluating vaccine safety and accept the claims of companies and 
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regulatory agencies perceive themselves to be drawing upon superior 
knowledge. Carrie Mathers is a pediatrician who supports vaccination 
and aims to fully vaccinate all of her patients. Her explanation for why 
she adopts this position illustrates how her view of science and knowl-
edge production is different from those of the parents who question or 
refuse vaccines. Carrie explains, “I feel like I am a truster of research that 
goes into vaccines and so, you know, would I say that I read every single 
piece of data that goes into this new vaccine? No. But I do have a lot of 
faith in the CDC and the FDA and the process that a vaccine needs to go 
through before it’s approved.”

Carrie ponders what kinds of concerns would inspire her to question 
vaccine safety or to adopt a more cautious approach. In thinking about 
reasons to approach vaccine recommendations more cautiously, she con-
siders the levels of reports of adverse outcomes she would need to see 
before she would stop recommending a vaccine and repeats her faith in 
vaccine safety monitoring: “I need to have data that says, ‘Oh, it’s greatly 
increased the rate of something or other’ before I’ll really back off.”

Carrie believes that parents who trust anecdotes or intuition over sys-
tematically collected data are misguided, a position she says many of her 
colleagues share:

You’ll be hard- pressed to find a resident here [at the children’s hospital] 
that doesn’t get their fire lit when the family says, “No thank you, vac-
cines.” I mean, that just fires everyone up— because, it just is illogical to 
us. We’re like, “You have the AAP and the CDC recommending these 
things, so you’re gonna listen to Jenny McCarthy?” That doesn’t make any 
sense to us. It’s just totally illogical.

Yet Jenny McCarthy and others address crowds as concerned parents 
who do not appear to have a motive other than the care of their chil-
dren. This makes their claims that vaccines are dangerous, toxic, and 
unsafe easier to trust than the organizational, bureaucratic, or corpo-
rate expertise provided in impersonal encounters with those who might 
simply identify as “trusters of research.” Those who question vaccine 
safety seem invested in individual children, which from the perspective 
of individualist parenting, is more trustworthy than claims in support 
of public health.
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Who Calls the Shots?

“He was one of those kids that everybody liked instantly,” Re-
gina Booth recalls of her son Austin. He was a seventeen year old 
honors student who played every sport he could, including var-
sity football and varsity baseball and basketball. “When he got 
sick the first day, he didn’t feel good. We knew it was flu season. 
A couple of other kids on the basketball team had come down 
with flu so we knew that was going on.” But Austin didn’t want 
to miss school, which would have meant missing that night’s 
game. “He was strong, healthy. We assumed he had an awesome 
immune system, so we didn’t worry.” He felt well enough to go 
to school the next day, although the basketball coach sent Aus-
tin home from practice when he didn’t seem up to it.

Regina kept her son home the next day. “By about 10 a.m. 
that Thursday he had coughed up some blood,” she said. She 
rushed him to the emergency room, and they airlifted him 
to the nearest big hospital in Grand Junction, Colo. But even 
then it didn’t seem dire.

Doctors used sedatives to put Austin into a medical coma 
and dosed him with more antibiotics than Regina could re-
member. A ventilator was helping him breathe. He had the B 
strain of influenza, which developed into pneumonia, and an 
infection called methicillin resistant Staphylococcus aureus, 
or MRSA. Despite treatment, his organs started to shut down. 
Austin died on Monday, Jan. 17, 2011.

Although the CDC says everyone over the age of six months 
should get a flu shot, most still don’t, with only about half of 
children aged 6 months to 17 years vaccinated. Just under 75 
percent of babies aged up to 2 were vaccinated. A third of kids 
in Austin’s age group, 13 to 17, got vaccinated. “I was one of 
those people who didn’t think they needed it,” Regina says. “I 
was one of those people who thought if you get the shot, you 
are going to get sick.”
— NBC News and FamiliesFightingFlu.org1

http://FamiliesFightingFlu.org
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Flu vaccine is different from most other vaccines in that immunity is 
fleeting. The influenza virus mutates easily and often, and since the vac-
cine targets surface proteins that change (a process known as antigenic 
drift), vaccine manufacturers must develop new vaccines to address these 
changes and better target the virus. In the United States, flu vaccines are 
developed based on the strains that are common in the Southern Hemi-
sphere in the six months prior. Some years, this extrapolation goes better 
than others, leading to a more or less effective protection. (For those 
who contract flu, they too experience limited protection, since that same 
antigenic drift limits the relevance of their naturally gained immunity, 
which is why individuals can suffer flu multiple times.) Protection from 
flu requires vaccination every year.

From parents’ perspectives, flu vaccines represent short- term and 
imperfect protection against an illness that does not seem serious, but 
which may carry unknowable serious long- term risks. From this view, 
avoiding vaccines is logical, especially if parents remain focused on 
their own children. The stakes for vaccines and vaccine- preventable ill-
nesses are high, as the Booth family’s story above illustrates. They are 
also largely unknown and unknowable, and often rare, rendering parent 
decision making imperfect, even as parents assert themselves as experts.

Throughout medical training, physicians learn science and practice 
standards, but vary on what parts of their work they see as most press-
ing.2 Pediatricians are not monolithic administrators of uniform advice, 
but make decisions on how to practice medicine, how to advise parents, 
and how to communicate about risk, health, and illness. As they de-
velop their primary care practices, they develop their own strategies for 
managing patient interactions around these questions of disease risk, 
performing emotion work, in which they manage parental anxiety, and 
supporting or challenging parents’ choices for their children.3 Doctors 
do so within boundaries set by insurance requirements, billing sche-
mas, time limits with patients, and varying patient needs. To what extent 
healthcare providers support parents’ insistence that they are experts on 
their children and how the institutional structures of medical practice 
respond to parents significantly shapes parents’ vaccine decisions and 
experience of primary care.

The parents with whom I spoke communicate their confidence in 
their own expertise and the importance of a provider who considers 
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their child as an individual. From this perspective, they search for phy-
sicians for their children to serve as consultants, rather than as experts 
to whom they might be expected to defer. Yet pediatricians, who have 
at a minimum completed four years of medical school and no less than 
three years of pediatric residency, have different kinds of knowledge and 
varying willingness to assume the role of consultant. In this chapter, I 
examine variation in physicians’ approaches to parents who reject expert 
recommendations on vaccines by profiling three pediatricians who or-
ganize their practices differently. In doing so, I elucidate the challenges 
pediatricians face in balancing the competing priorities they and parents 
may have and how these negotiations are bound by institutional forces 
that structure patient interactions, including time, rules, and payment. 
I then return to the different understandings of influenza to examine 
how pediatricians and parents view vaccine necessity and disease risk 
in these interactions.

Doctors as Consultants

Pediatrics as a specialty of medicine is many jobs in one. Parents expect 
pediatricians to respond when their children are sick and to provide 
treatment for illnesses or injury. Most of pediatrics, though, involves 
health supervision, or well- child care, which includes screening for risk 
of illness, monitoring growth and development and checking for delays, 
consulting on psychosocial challenges, providing education on safety 
to parents (known as anticipatory guidance), and providing consistent 
preventative care, of which vaccines are a key component.4 Although 
care is provided to children, parents and/or caregivers are intermediar-
ies, creating additional interpersonal challenges to the patient- provider 
relationship.

Complicating this multifaceted job, professional organizations advise 
pediatricians in ways that are complex and sometimes contradictory. 
For example, pediatricians are advised to build strong relationships 
with families and make each patient a priority. They are advised that 
their work includes “listening to and respecting each child and his or 
her family,” and “honoring racial, ethnic, cultural, and socioeconomic 
background and patient and family experiences and incorporating them 
in accordance with patient and family preference into the planning and 
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delivery of health care.” Care should be individualized, which requires 
them to maintain “flexibility in organizational policies, procedures, and 
provider practices so services can be tailored to the needs, beliefs, and 
cultural values of each child and family” and to facilitate “choice for the 
child and family about approaches to care.” Pediatricians are to share 
“complete, honest, and unbiased information with patients and their 
families on an ongoing basis and in ways they find useful and affirming, 
so that they may effectively participate in care and decision- making to 
the level they choose.” They also are advised to recognize and build “on 
the strengths of individual children and families and empower them to 
discover their own strengths, build confidence, and participate in mak-
ing choices and decisions about their health care.”5

Simultaneously, pediatricians are also encouraged to assume respon-
sibility for community health more generally. According to the Ameri-
can Academy of Pediatrics, the community- based pediatrician’s work 
should, in part, include “a perspective that enlarges the pediatrician’s 
focus from one child to all children in the community.” Pediatricians are 
encouraged to synthesize “clinical practice and public health principles 
directed toward providing health care to a given child and promoting 
the health of all children within the context of the family, school, and 
community” and to advocate for all children, “especially for those who 
lack access to care because of social, cultural, geographic, or economic 
conditions or special health care needs.”6

These sets of professional obligations are important, but contain inter-
nal contradictions as they are realized in daily practice. Most of these goals 
speak to an obligation to advocate for children who lack care and to work 
toward the health of all children in the community, with an eye on the 
unique experiences of individual children within one’s care. Most physi-
cians also want to empower patients and their parents to participate in de-
cision making, even as those decisions might undermine the other goals 
of working toward public health. Vaccination is a clear example where 
the tension between individual choice and the well- being of all children 
manifests. Although empowering patients to make independent decisions 
around a host of other health conditions may have effects on the individ-
ual, efforts to prevent infectious disease squarely straddle the line between 
the individual and the community. The following sections illustrate three 
models for providing pediatric care around this tension.
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Ben Kirkland: The Individualized Vaccine Schedule Practice

Ben Kirkland has been both a hospital- based pediatrician and a pri-
mary care provider in a large practice; ultimately, Ben opted to open 
his own practice. He operates a boutique practice and like other pro-
viders with similar setups, rejects insurance payments and requires 
patients to pay for services directly instead. Ben explains that choice: 
“Well, if you take insurance, you basically are working for the insur-
ance company, so then they dictate how much you can charge and how 
much you get paid.” Ben charges three hundred dollars per hour, which 
he likens to attorneys or therapists, who also charge by the hour. This 
is in sharp contrast to how most physicians bill— by the procedure 
or diagnostic category. Ben explains why he rejects that model: “You 
can see a patient for ten minutes or sixty minutes for a regular doctor, 
it’s all based on a diagnosis. And I don’t understand why somebody 
would make fifty dollars for a runny nose and seventy dollars for doing 
stitches. Like, to me, it’s really my expertise and my time that you’re 
paying for.”

Doctors who take insurance— public or private— are bound to the 
payment schedule set forth by the insurance or Medicaid reimburse-
ment systems and spend however long necessary to see their patients. 
They cannot afford to support a practice by seeing only nine patients 
a day at the contracted payment rate. In contrast, Ben often schedules 
patients for one- hour appointments; because he charges per hour, he 
can afford to spend as much time as he and his patients want and see 
fewer patients each day. Ben believes he can more effectively meet each 
individual patient’s needs and make them feel heard in ways more chal-
lenging for other pediatricians.

We’re able to provide a level of service, I think, beyond medical expertise 
and all of that. I mean, just availability and, you know, being able to be 
likeable and all those things. I think it’s so much easier for us in a way 
because we don’t have the constraints of the finances like they do.

Ben recognizes the elitism of a cash- only practice, and will see patients 
“for free for a while until they end up getting back on their feet”; 
he says he would like to eventually find a way to accept Medicaid. 
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Patients also have the option of submitting their bills to their own 
insurance companies for reimbursement, which some are able to do 
successfully.

Ben admits that his unusual style of care has led to an unusual prac-
tice that includes on one extreme, “the total hippie mom who is not 
married, has a kid and is just, you know, has almost no money but ba-
sically has made [her child’s health] a huge priority” and on the other, 
fairly wealthy parents for whom payments are not a burden. He does 
not collect information about his patients’ family incomes or finances, 
but believes that the majority are “just looking for something better for 
their money, basically.” He continues, “You know, they just want— they 
want better attention. They have been dissatisfied with the kind of care 
they’ve gotten somewhere else.” He notes that the common denominator 
in his practice is parental anxiety about medical care, with some patients 
as old as twelve years having never been to a doctor until they come to 
his office. In many ways, Ben’s practice is the answer for parents who 
feel that no one understands their unique family’s healthcare needs. His 
entire practice is built on individualization. Not surprisingly, vaccines 
feature prominently.

Ben frequently explains— both in our interview and in his commu-
nity educational events I have observed— that although he is often asked 
whether he believes in vaccines, vaccines are not “like the tooth fairy.” 
It is not a question of whether he believes; he is certain vaccines work. 
Yet, he explains, none of the children in his practice— with the excep-
tion of older children who have come from other practices— are fully 
vaccinated.

I encourage people not to fully vaccinate. It depends. It’s totally like every-
thing else in a practice based on a per- person, individualized schedule. 
There’s no one schedule that works for anybody, but some of the things 
just don’t make sense. . . . Some of the vaccines are really important at cer-
tain times in life and not in others, and some of them are really important 
in later life, which I’ll recommend doing.

Ben sees his approach as not necessarily individualistic, so much as 
holistic. He views his process of assessing risk as requiring him to con-
sider the whole family and others they might encounter.
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It needs to be individualized within the whole, and that’s why it’s holistic 
medicine. . . . What’s really going on in the child’s larger picture? . . . It’s 
the child in their own personal environment, their house, so what kind 
of bed are they sleeping in? What kind of toxins are in the home? What 
are the families like? What are their personalities like? What town do 
they live in? What are their high- risk behaviors? You know, whatever it 
might be.

Ben’s efforts to customize risk assessment and tailor vaccines accord-
ingly operate with assumptions that risk is measurable and identifiable. 
His favorite example of his tailored risk assessment— one I heard him 
offer in several different venues— points to the ways that the child of a 
school bus driver likely faces more risk of infection than does the child 
whose parents are home full- time. As a result, that child is more likely 
to receive vaccines.

Most of Ben’s descriptions of risk assessment focus on the child as 
the center of the family and of possible infection. Unlike other health-
care providers, Ben does not articulate a meaningful difference between 
making choices for one’s own child and making choices for the com-
munity. He admits that vaccines do affect those around the child, but 
conceptualizes the importance of vaccinating children to protect others 
as more limited. Rather than communicating a sense of shared responsi-
bility in communities for disease prevention, Ben sees a much narrower 
view of “community”: vaccines protect those you know and for whom 
you care. This extends to families where “you have multiple kids in the 
family and there’s a really young child” or for adults who work with very 
young children.

Ben is a proponent of natural immunity over vaccine- generated im-
munity and does not recommend some vaccines against diseases like 
chickenpox (varicella) that he sees as minor, unless a child lives with 
or is close to someone who is immune- compromised. Arguably, those 
same children present risk to others— at the grocery store, in schools 
or parks, in community interaction— but broader risk is not a reason 
he would encourage vaccination against more illnesses. He clarifies his 
position: “I’m certainly not anti- vaccine by any sense of the imagina-
tion. We order a lot of vaccines and we give them every single day in our 
practice, but we just try to be more judicious about how we do them.”
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Ben is one of several pediatricians I interviewed who aim to provide 
high- quality, individualized, appropriate, and intentional care— and 
who feel they must rescript how medicine is delivered. In many ways, 
these doctors represent the greatest ambitions of the women’s health 
movement, to empower patients to manage their own care on their own 
terms. Yet they also require strategies that are out of touch with or even 
directly challenge the core tenets of public health and a willingness to 
serve only those with the resources to buy their services.

The structure of Ben’s practice allows time to develop a strong re-
lationship with families and communicate about their fears, concerns, 
and needs. Parents expend significant personal resources to bring their 
children to his practice. Other physicians with whom I spoke questioned 
the ethics of practices like Ben’s, where profit motives and parental fears 
mix. As one pediatrician explained, “I can talk to you for an hour. I can 
fill an hour. But is it a benefit to you? Maybe not. . . . I could ask you 
a lot of extra questions, right? I mean it just, that doesn’t feel good to 
me.” Despite ethical questions that arise in cash- only practices, some 
research suggests that patients are more likely to perceive physicians as 
working for them or more trustworthy when not paid by a health plan 
that may alter their priorities.7 It strikes me that, in contrast to doctors 
who maintain a wider payer mix of patients— some who are publicly 
insured, some who are privately insured but cannot afford cash- pricing 
for each child’s care— a pediatric practice that focuses on monetary ex-
change risks tipping too far away from pediatric mandates to serve as an 
advocate for all children.

Kevin Sato: Balancing Patient Preference with Public Health

Kevin Sato is a pediatrician and parent who passionately wants to serve 
as a resource to families. He works in a large pediatric group in which 
no more than 20 percent of their patients receive Medicaid. Compared 
with the hour- long visits provided by doctors like Ben, Kevin’s patients 
are scheduled throughout the day in twenty- minute visits.

Kevin believes that his role is to give parents all the information about 
vaccines and then allow them to choose what they want for their chil-
dren. In doing so, he feels he balances the tension between individual 
choice and community health, though he strongly encourages parents 
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to follow the routine schedule. In recommending vaccines, he draws 
in part on his experience in residency with seeing children ravaged by 
vaccine- preventable diseases.

I think there’s a gut reaction amongst pediatricians who have been in 
an academic children’s hospital because you’ve seen all the diseases. For 
example, in the vaccine talk, we all come from our own biases, and I had 
a child who was devastated by pertussis who was unvaccinated, neuro-
logically devastated. So I always tell people that that’s a bias that I’m car-
rying with me. That’s a child that I saw in my own individual experience. 
It would be very difficult for me not to recommend that vaccine and not 
to give it to my own kids. So as long as you know that that’s a bias that 
I’m coming from, plus the training that I’ve had, and you make your own 
decision about that pertussis vaccine, I’m totally comfortable with that.

Kevin is driven by his own experience and extensive training, but 
insists that doctors are not any more equipped to decide about vaccines 
than are parents. He recognizes that he has more training and expe-
rience, but also sees the importance of honoring parents’ expertise on 
their own children so that they feel secure with their choice. He explains 
his strategy:

My overall approach in all of medicine, not just for vaccines, is that the 
people I value the most in healthcare are the people who come to a dis-
cussion with a sense of humility. And that doesn’t mean that you don’t 
acknowledge the training that you have, but it means that you understand 
that there are limitations to your training, limitations to science. So some-
times I have a lengthy discussion with parents where I explain why I think 
it probably is a good idea, it’s important, and then I do use that kind of 
wording where I say, “You are the expert on your child.” So I wouldn’t 
turn that around the other way. I don’t even talk about my training. People 
don’t need to hear that. If I was on the other end, I wouldn’t want to hear 
about that. If you want to know about my training, you can look in my bio.

This approach, of recognizing parents as the experts on their children, 
is important to parents. Yet it also runs the risk, Kevin feels, of failing to 
communicate that there are facts we do know from science, including 
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disease risk and vaccine safety. “That’s something that I’m conflicted 
about at times, because sometimes— I’m not sure if I’m advocating 
strongly enough for the vaccines, because I want to make sure I’m hon-
oring where they’re coming from.”

As Kevin considers his role in families’ lives, he sees his approach as 
one where he both supports parents’ choices and encourages them to 
continually revisit them.

So what I tell them is, “If you’ve come to the point where you’ve done all 
the research that you can and I’ve given you what I know and then you 
come to that point where you’ve made the decision one way or the other, 
then my job is to support you through that, keep checking in,” I bring it 
up at every visit, but not in a pressure way. So for a family who’s decided 
not to vaccinate, I’ll say, “Where are you at with the vaccines today?” and 
leave it open- ended.

One challenge is the wide variation in what parents understand about 
science and how they approach vaccines. He explains, “I try to find out 
where they’re at. I don’t want to use a cookie- cutter approach.” Yet, he 
notes, while some parents “have done tons of research and know exactly 
what their science is,” other parents are far less informed. Kevin aims to 
assess these differences. “I try to ask them where they’re coming from. 
‘What are you concerns about the vaccine?’ Leave that open- ended.”

Kevin acknowledges that he likely gets more patients who question 
vaccines because he has developed a reputation as a physician who is 
“okay having that conversation.” Rather than announcing which vaccine 
he will give, he sees his role as starting a conversation at the newborn 
visit and then returning to it at the two- month well- child appointment, 
when vaccines would be routinely given. He encourages parents to con-
duct their own research and invites them to call him with questions. 
Although few parents actually do call, he believes that this offer com-
municates his willingness to discuss their concerns. He would like to see 
all children in his practice fully vaccinated, but does not feel that this 
is his only role as their provider. “So you’ve cultivated that relationship 
and you’ve given your recommendation and you feel like you’ve com-
municated it, then people are on their own path.” He sees myriad other 
health concerns beyond vaccines he can address to help his patients, so 
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long as he can maintain a relationship of trust. “People have to not only 
trust you, but feel like you’re on their side.”

There are limitations built in to his practice. He notes that it is often 
difficult to raise questions of vaccines during the short twenty- minute 
appointment “and not have people feel like they’re being made to feel 
guilty about something, which, I just think [is] part of the doctor- patient 
relationship.” He also finds that his low- income, Medicaid- enrolled pa-
tients are more likely to defer to him as the expert and ask what vaccines 
he recommends, without a long discussion. He explains,

They have an acceptance of conventional medicine, and they’re not— I 
don’t know that it’s that they don’t have time to question it, they’re not 
coming from a place of questioning. You get the sense right when you 
bring up that question, “What are your thoughts about vaccines today?” 
That’s how I bring it up. . . . And most people say, “Whatever the routine.” 
Or I’ll offer that up. “Are you going to do the routine schedule?” And 
you get a very quick sense. Like some people right away know exactly 
the answer to that question, which is, “Yes, we’re going to do the routine 
schedule. Yes, of course.”

In thinking through which parents come from “a place of questioning,” 
we see how class shapes perceptions of expertise. Privileged parents 
committed to individualistic values more commonly perceive their 
parental work as actively cultivating their children into successful adults. 
They are more likely to demand individualization of vaccines— and feel 
entitled to get it. Although Kevin wants parents to feel empowered, he 
also sees limits in individualizing all care. As a physician he feels a ten-
sion between his duty to treat his patients and his duty to be mindful of 
the well- being of all the children in the community, not just those in his 
practice: “We have to be the individual doctor and we have to also think 
about public health.” As a result, he feels comfortable administering the 
routine vaccination schedule and opted to do so for his own children.

Carrie Mathers: Public Health and Time Limits

Carrie Mathers is a pediatrician who works in a clinic where over 90 
percent of her patients are publicly insured or have no insurance. In a 
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typical clinical day, she sees between fourteen and twenty children in 
appointment slots that are fifteen or thirty minutes long. She is fluent 
in Spanish, which is helpful for many of her patients. She actively chose 
this patient population, explaining,

I feel like our patient population for the most part really responds to 
medical advice and follows physician’s recommendations and really ap-
preciates things. Also, I feel like they are underserved and not necessarily 
understanding, a lot of times, the services that medicine can provide and 
[the benefits of] health supervision visits.

Identifying how patients who have fewer resources may not see the ways 
pediatric well- care can optimize their children’s health, Carrie aims to 
educate and empower these parents. “I feel like I’m doing them a lot 
more of a service than I am for people who get on the Internet and look 
up stuff on their own.”

Vaccines, she says, are a significant portion of her practice. Because 
her clinic trains pediatric residents, she has help with much of her work, 
and therefore has more time “to have longer conversations with parents 
about vaccines.” She explains, “I feel like a lot of pediatricians are limited 
in their time so they’re not able to engage in a longer debate or discus-
sion about vaccine safety and the importance of vaccines. So I’m at an 
advantage that I can take that time. And I always do when it comes up.”

In Carrie’s practice, vaccine decisions arise in the context of larger 
discussions of care for infants. For example, each of her patients’ parents 
is given a booklet at the first well- child visit, usually at two weeks of age. 
The government- funded booklet, which is made available to practices 
with a significant portion of low- income families, provides advice on 
how to feed infants or safely position them for sleep, as well as informa-
tion on how long they likely sleep at each age, and which vaccines are 
recommended at each age. Carrie explains,

So when I talk about the packet, I always pull that out, and I say, “Here’s 
information for you about how to feed your baby”; that’s everyone’s pri-
ority, feeding and sleeping at that age, right? But then I say, “You know, 
this is the vaccine schedule as it stands now, so it kind of gives you an 
introduction as to when vaccines are given. And it’s not hugely detailed 
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but it just says, at two months, at four months, at six months.” So parents 
kind of know when to expect them, if not what to expect.

Unlike many other pediatricians, Carrie meets few of her patients’ 
parents before birth. Although she acknowledges that it would be pref-
erable to discuss vaccines with expectant parents, it is not feasible, since 
few attend childbirth classes where it could be raised. She notes, “It’s 
harder to know when the exact appropriate time is. I try to bring it up 
at least for them to start thinking about it at the newborn or two- week 
visit, but a lot of moms are just exhausted and if it’s a new baby, they’re 
just emotionally [tired].” For many of Carrie’s patients, vaccines are not 
their most pressing concern.

In well- child visits in her clinic, Carrie explains that in the majority 
of cases,

I come in and I say, “Hey, today is two months, we’re doing the vaccines to-
day. Do you have any questions about vaccines? Have your other children 
been vaccinated in the past?” And then I say, “You know severe side effects 
are rare, and sometimes there is local pain, swelling, or fevers that can be 
caused. If your baby seems fussy or in pain, give a little bit of Tylenol; you 
can repeat it in four hours if they’re still fussy. And then if the next day there’s 
big swelling, come call us.” You know, and that’s the end of the discussion.

Carrie says that her patients rarely ask about specifics of vaccines, a pat-
tern that matches those of all the pediatricians I interviewed who treat 
low- income patients. When they do, she starts with the more familiar 
diseases and aims to educate parents about health more generally.

I talk a lot about the bacteria, because I think not all families understand 
what a virus is and what bacteria are and why they’re treated differently. 
But lots of people understand the ideas of germs and bacteria. So if you 
focus on severe bacterial meningitis in an infant, I think that’s really scary 
for a lot of families, and that can help, I think, promote interest in pre-
venting that. So I do do that.

In Carrie’s view, her patients have limited knowledge of science, 
limited time to research each vaccine, and would struggle should their 
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children become ill. She also recognizes that for her patient population, 
vaccines are mostly trusted and not often questioned. Thus, she spends 
little time reassuring her patients’ parents about why they are necessary 
and safe.

Carrie has a toddler- aged child herself, whose pediatrician primar-
ily serves privately insured patients. This experience with another 
practice reveals to her the differences between how her daughter’s pe-
diatrician approaches vaccine discussions and how she herself does with 
her patients. She explains, “They have such a different patient popu-
lation that their attitude as clinicians towards it is different, . . . but I 
was surprised.” Most notably, Carrie recalls how differently influenza 
vaccine was treated in her practice and in her daughter’s doctor’s of-
fice. At that private practice, Carrie was asked whether she wanted 
thimerosal- containing flu or thimerosal- free flu vaccine. (Recall that 
because thimerosal is a mercury- based preservative, it was the source 
of great controversy and was removed from all childhood vaccinations, 
but not all flu vaccines.) She recounts the experience: “It was just such an 
interesting question. And I said, ‘Wow! That must come up quite a bit in 
your area?’ and it does.” In contrast, Carrie’s clinic until recently offered 
only one flu vaccine, which was the last vaccine to contain thimerosal; 
parents seldom asked about it.8 This difference illustrates the varied de-
mands patients of different backgrounds make on clinical encounters 
and how pediatricians respond accordingly.

Vaccine Choice, Pediatric Advice, and the Flu Vaccine

The vaccine against influenza occupies an unusual place in the land-
scape of childhood vaccines. As the Booth family’s story at the beginning 
of the chapter illustrates, it is the most likely to be refused by parents at 
all income levels and also is capable of killing otherwise healthy chil-
dren. Children can also carry infection to seniors they encounter, who 
are most vulnerable to complications.9 The influenza vaccine illustrates 
many of the tensions of physician practice— the line between public 
health and individual preference— and the different ways parents under-
stand necessity and risk. In its worst forms, we see strains like the one 
in 1918 that killed millions of people worldwide and, according to world 
almanacs, lowered the average life expectancy that year by ten years.10 
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In other years, the strain is less lethal. Influenza in the most general of 
terms is a virus that attacks the upper respiratory tract, that is, the nose, 
throat, bronchi, and sometimes, the lungs. The infection usually lasts 
one week and is characterized by fever, aches, nasal congestion, cough, 
sore throat, headache, or general tiredness. Flu passes easily from one 
person to another through particles or droplets that an infected individ-
ual usually coughs or sneezes, which are absorbed through the nose or 
throat of someone else. Symptoms usually begin three or four days later. 
A person is infectious from the day before he or she develops symptoms 
until seven days later. Because the virus survives well— even outside the 
body— in cold and dry weather, flu outbreaks tend to be seasonal. The 
World Health Organization (WHO) estimates that in a typical flu sea-
son, somewhere between 5 and 15 percent of the global population will 
be infected. Of these there will be about three to five million cases of 
severe illness and 250,000 to 500,000 deaths worldwide each year.11

For most people, flu is uncomfortable and potentially costly in time 
away from work or caregiving responsibilities. However, some individu-
als are at an increased risk for complications, including life- threatening 
pneumonia that can result from infection. These include people over 
sixty- five, young children, pregnant women, people with underlying 
health conditions, including asthma, emphysema, diabetes, and heart 
disease, and people who are immune- suppressed. It is also a vaccine 
parents feel is not as important as others.

Carrie thinks the influenza vaccine is important, but accepts that 
many families will reject it. She instead prioritizes evaluating risk and 
recommending flu vaccine for the children most susceptible to a serious 
illness, a strategy more persuasive to families.

It certainly depends on how old the child is and what other underlying 
risk factors they have. So I spend most of my time focusing on convinc-
ing families of children with asthma to get their children vaccinated. And 
then also families that have very young children who are under the age of 
six months who can’t become vaccinated. I say, one of my arguments is, 
“Well, you know, you’re providing this young child with vaccinations for 
all other illnesses; this is an illness that can be equally devastating and can 
kill your child at this age. And so it’s really something that you and your 
whole family need to protect that child.”
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This two- pronged approach requires speaking of each child as an indi-
vidual and also addressing parental resistance to receiving a vaccine that 
may not seem pressing.

Parental doubts about the necessity of the influenza vaccine reflect 
the reality that calculations of flu death remain somewhat controversial. 
The Centers for Disease Control and Prevention (CDC), the national 
agency charged with monitoring incidences of illness, explain that there 
are several reasons it is difficult to know precisely the number of flu- 
related deaths each year. First, states are not required to report indi-
vidual cases of seasonal flu or deaths of people over the age of eighteen 
years. Second, many deaths of people with flu occur one to two weeks 
after infection because the person develops a secondary infection (like 
pneumonia) or because flu complicates a chronic condition they already 
had, like congestive heart failure or other pulmonary disease. Third, 
given the subsequent complications, seasonal flu is seldom listed as the 
cause of death on death certificates, making monitoring difficult.12

The severity of flu varies by year, strain, and other factors. Reporting 
also varies, making it hard to calculate the community effects of influ-
enza. One CDC report found that from 1976 to 2007, “estimates of an-
nual influenza- associated deaths from respiratory and circulatory causes 
(including pneumonia and influenza causes) ranged from 3,349 in 1986– 
1987 to 48,614 in 2003.” This translates to an annual rate of influenza- 
associated death in the United States that ranged from 1.4 to 16.7 deaths 
per 100,000 persons.13 Mortality aside, annual costs from influenza are 
considerable, amounting to an average of 610,660 life- years lost, 3.1 mil-
lion hospitalized days, and 31.4 million outpatient visits. Estimates of the 
total economic burden of annual influenza epidemics (using projected 
statistical life values) are close to $87.1 billion.14 Children under the age 
of five years are among the most detrimentally affected by flu, generat-
ing about ninety- five clinic visits and twenty- seven emergency depart-
ment visits per thousand children during the 2003– 2004 season.15 The 
mean direct cost per hospitalized child was $5,402, with annual expenses 
estimated from $44 to $163 million. Children with underlying health 
conditions were more likely to be admitted to intensive care units, which 
added significant expense.16

These costs matter to public healthcare systems, to public and private 
insurance where costs are shared, and to the families who must shoulder 
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much of these expenses. For adults, flu vaccines may lower lost wages 
and work time (even as there is disagreement about the size of these cost 
savings).17 As Carrie sees in her practice, where many parents work in 
inflexible jobs without sick time, lost work time matters to workers as 
much as employers.

Critics of CDC calculations argue that the conflation of flu- related 
deaths and pneumonia or other secondary infections resulting from flu 
might be misleading, or designed to cause panic so individuals seek out 
more vaccines.18 Yet there is little disagreement that 90 percent of flu- 
related deaths in most years are to those over sixty- five (although nota-
bly, the H1N1 in 2009 looked different as it disproportionately affected 
young people). Although older Americans absorb most of the illness 
burden, children are also affected. Flu can kill even previously healthy 
children, as the story at the beginning of this chapter illustrates. As flu 
death in children remains rare, pediatricians must decide how to advise 
their patients. Most draw on their own experiences as clinicians.

One pediatrician’s story illustrates how doctors come to feel passion-
ately about flu vaccine. This pediatrician, who cares for hospitalized 
children, told me about a five- year- old child with flu in his care:

Now the mother was really good about vaccination. I mean she vacci-
nated every year, including the flu. She vaccinated, . . . but this year she 
just didn’t get around to it. [Her] child gets flu and pneumonia. Child 
comes in with face mask oxygen and then was on a ventilator, an oscil-
lator, and a heart- lung machine. And I would say the odds are that child 
doesn’t live. Now she just didn’t get around to it this year. It’s like the ca-
sual kill. And if you watch that mother for those few days, you would cry. 
Because it’s exactly what you would have done. She couldn’t leave the bed. 
She was just pacing back and forth. It was like she had just been hit in the 
face with this big, cold air. You sort of gasp. She was constantly gasping 
because she just couldn’t catch up to the fact that her child was this sick. 
And she just hadn’t given the vaccine because she hadn’t gotten around 
to it, because she thought it would never happen to her. Because the odds 
are it doesn’t happen to you. Until it happens to you.

Deaths from flu in children are rare. In 2012– 2013, there were just 
over a hundred child deaths from flu. Stories like the ones above are hor-
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rifying and uncommon.19 Of pediatric deaths, 90 percent are in children 
who did not have a flu vaccine, and 40 percent are in those who had no 
identifiable increased risk of complication. (Some evidence suggests that 
children who are healthy who die of flu do so faster than those who have 
preexisting identifiable risks.20)

From a public health standpoint, vaccination against flu holds the 
promise of significantly reducing rates of worker absenteeism, emer-
gency room visits, hospitalization, healthcare costs, and most impor-
tantly, lost lives. Even with disagreements about rates of deaths, costs, 
or lost worker productivity, flu vaccine provides protection from illness 
and more serious potential consequences, which makes arguments for 
vaccination seem logical. Yet there is significant resistance to flu vac-
cination on an individual level, even among those who seek out other 
vaccines.21 Because of the commonness of flu and the rarity of serious 
consequences, parents feel dubious about claims of necessity. In short, 
flu just doesn’t sound that scary, especially since most parents have had 
it. That perception is stacked against claims that the flu vaccine might 
be harmful long- term. For example, the website of the National Vaccine 
Information Center (NVIC), the largest U.S. advocacy organization op-
posed to vaccine mandates, explains,

One consideration with the mass use of flu vaccine in healthy children is 
the removal of natural antibodies to flu which are obtained from natural 
infection. The question of whether it is better for healthy children, who 
rarely suffer complications from flu, to get the flu and develop permanent 
immunity to that flu strain or it is better for children to get vaccinated ev-
ery year to try to suppress all flu infection in early childhood is a question 
that has yet to be adequately answered by medical science.

To parents who already question the necessity of vaccines and believe 
there are too many, flu vaccination represents the excesses of immu-
nization policy and practice. Katie, a mother of two, explains, “I feel 
like [vaccines] are useful but I think they can be overdone.” Reflecting 
on how her perspective has changed over time, between her first child 
and her second, she notes, “I think, I came from when I first had my 
first child [and thought] give me vaccines— vaccines for everything— 
vaccines for a cold! Anything you can to keep him safe, to thinking, well, 
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maybe the same very things we think that keep us safe [don’t]. It’s like 
the whole part of it is reevaluating the way the immune system works.”

There are no vaccines for common colds, despite extensive efforts 
to find one.22 However, for parents like Katie, flu seems to be a routine 
illness, like the common cold, and one that can be combatted easily by 
children’s bodies, making vaccination unnecessary and suggesting phar-
maceutical overkill on vaccines.

John Landress, a pediatrician who encourages parents to follow the 
recommended vaccine schedule in his practice with a high portion of 
publicly insured patients, works to challenge conventional wisdom that 
flu is no big deal. He perceives parents as cavalier about flu: “I think a 
lot of it is, ‘Well, you know, flu has been around forever and we all have 
gotten better from it and it will make my child stronger if they have a 
bad case; if they have to fight [it] off, it’ll make them, sort of the old 
Methodist perspective of strength through infections.”

He combats this by focusing on how infection moves through the 
body and becomes potentially lethal.

I tell them a lot of the epidemiology of Colorado. And you know, last 
year, the winter before this, there were seven kids that died in Colorado 
as a result of influenza. And most of them died because of encephalitis 
[swelling of the brain] or mild carditis [inflammation around the heart], 
not because of a pulmonary death. But a lot of them died from mild car-
ditis, and I think a lot of people don’t realize that flu can affect your heart 
muscle. And when they start to realize maybe a vaccine protecting the 
heart muscle or the brain is really a pretty good idea, a lot of them sort 
of come around.

In these ways, pediatricians like John choose between emphasizing risk 
of catastrophic, albeit rare, complications and accepting parents’ more 
pedestrian sense of the disease.

Culturally, there is a lack of precision in discussions of flu, which chal-
lenges physicians to address it differently in their practices. Frequently, 
sick people describe themselves as having flu, when it is more likely they 
have a severe cold. Stomach flu is not actually related to flu, and over- 
the- counter medications promise to manage the symptoms of cold and 
flu equally and interchangeably. The pediatrician Carrie Mathers, who 
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strongly recommends the flu vaccine, suspects that part of the resistance 
to flu vaccine stems from a misunderstanding of the difference between 
influenza and the common cold. Although this confusion is common 
among many of her patients, she highlights how challenging it can be 
for Spanish- speaking families:

Flu in Spanish translates to gripa, and I think that they think of that as 
a really bad cold and so they don’t understand why flu is influenza and 
why influenza is important and what the risks are with influenza. And 
no matter how you explain it, even if you are really great in Spanish, it 
doesn’t always translate to “This is a serious, vaccine- preventable illness.”

With this in mind, Carrie considers how to communicate with parents 
who don’t think flu vaccines are important. “So a lot of times parents are 
like, ‘I’m tough, I don’t need the vaccine for myself.’ And I say, ‘Well, I 
don’t care.’ I’m like, ‘I honestly don’t care if you get the flu or not for your 
sake. I care about your child who might die if you get the flu.’”

In her discussions with parents, Carrie also focuses on the challenges 
of caring for a child when adults become ill. “I say, ‘Imagine that you 
have an illness that gives you high fevers, chills, rigors and puts you in 
bed immobilized for two weeks. How will you care for your two- week- 
old? Who else will do it for you while you’re vomiting and coughing?’” 
As Carrie advises parents about vaccination, she draws on the risks of 
disease for the whole family and aims to persuade parents.

In contrast to Carrie’s approach, Ben approaches the flu vaccines as 
only sometimes necessary, depending on individual circumstances. Rather 
than asking families about their work and caregiving responsibilities that 
would fall apart with infection, as Carrie does, Ben instead considers who 
might be most vulnerable around them and who they know who would 
be at risk of infection should their children become sick.

I mean it comes up with things like the flu shot specifically if you have 
multiple kids in the family and there’s a really young child. Or if you’re, 
for example, I have several parents who are, like, daycare providers, so 
things like that. . . . Especially if you live with someone or have someone 
who is immune- deficient, you know, those could be real issues.
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In Ben’s approach, he returns to a view of risk as knowable and care for 
the people in a patient’s network as a priority, but not necessarily the 
broader community or the other factors that matter with infection. This 
may in part reflect the kinds of employment and resources that fami-
lies in Ben’s cash- only practice have in comparison to those in Carrie’s 
practice, who rely on wage work and have fewer resources with which to 
outsource carework. Yet as all doctors work to identify family priorities 
and vulnerabilities, and counsel them accordingly, they note the impor-
tance of an individualistic vocabulary to parents, even as they remain 
committed to public health. As Kevin explains of his role, “I think that in 
some ways that is ideal, where you get to know people and you can really 
individualize things. But I also feel like we have to weigh both.” In strik-
ing this balance, physicians walk a thin line between consultant, advisor, 
and public health advocate. Balancing on this tightrope is not easy.

Conflicting Expertise in Pediatric Care

Pediatric primary care is not monolithic. Parents are also not a singular 
group. All pediatricians with whom I spoke expressed a desire to work 
with parents to find common ground in support of children’s health. As 
Ben describes his goals,

My whole philosophy about it is that I’m really not— I’m not dogmatic, 
I’m not here to push any view on anybody, and I’m here to just try to 
support them. So a huge part of that is communicating with them and 
trying to get to a place where, you know, I can speak to them and they can 
understand me and I can understand them.

Even with the time and resources Ben’s practice offers, this is not always 
simple; Ben acknowledges that there are “definitely people that are tough 
to penetrate.” Physicians see themselves as professionally trained experts 
in healthcare who can share that knowledge. They respect parents and 
want to maintain trust with them, but they do not perceive them as 
equally knowledgeable about vaccines and the illnesses they can prevent. 
This sense of expertise is also difficult to combine at times with the goal 
of maintaining a partnership in support of individual children.
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Much of the disconnect between parents and providers tracks on to 
competing definitions of whose expertise matters— who ultimately calls 
the shots. Parents know their own children as individuals, while provid-
ers read journals, look at population- level data or empirical research 
about illness and immunity, and draw on clinical experience caring for 
other people’s children. These are at core different forms of information 
and different ways of knowing, but are not equally valued by each side. 
As young physicians express increased awareness of the importance of 
patient autonomy, they accept different kinds of compromises, some of 
which they believe represent inferior care (as the next chapters explore). 
This increasing willingness of pediatricians, many of whom compete for 
private paying patients, to defer to parents as experts illustrates a trans-
formation in medical care. As Barbara Loe Fisher, founder of the NVIC, 
the largest U.S. organization in opposition to vaccine mandates, writes 
optimistically to parents who reject vaccines:

There is hope. At least 15 percent of young doctors recently polled admit 
that they’re starting to adopt a more individualized approach to vaccina-
tions in direct response to the vaccine safety concerns of parents. It is 
good news that there is a growing number of smart young doctors, who 
prefer to work as partners with parents in making personalized vaccine 
decisions for children, including delaying vaccinations or giving children 
fewer vaccines on the same day or continuing to provide medical care for 
those families, who decline use of one or more vaccines.23

Whether these changes represent shifts in how younger doctors view 
parents or pragmatic compromises in order to get children covered 
against some of the most devastating illnesses— or maintain a large ros-
ter of patients— is a complicated question to unpack. Overwhelmingly, 
physicians describe their efforts to educate and empower parents as cen-
tral to their practices, while also providing the best care to children. 
Although most physicians aim to get children as close to fully vaccinated 
as is feasible, they have created more room for parents to participate in 
these decisions.
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The Slow Vax Movement

When we at Age of Autism talk about ending the epidemic, 
the “to do” list seems almost overwhelming— funding a vax- 
unvaxed study, getting mercury out of flu shots, proving 
the HepB shot is nuts, wresting control of the agenda from 
pharma, fixing Vaccine Court (this time in the good sense 
of “fix”), establishing that biomedical treatments help kids 
recover, and on and on. But there’s a shortcut to all this, and 
it goes straight through pediatricians’ offices. The evidence is 
growing that where a sane alternative to the CDC’s bloated 
vaccine schedule is offered, and other reasonable changes 
adopted, autism is either non- existent or so infrequent that 
it doesn’t constitute an epidemic at all.
— Dan Olmsted, editor, AgeofAutism.com1

In routine pediatric encounters, parents are asked to weigh two per-
ceived abstract risks— of adverse reaction or infection— and to consent 
to one, albeit with imperfect knowledge of how their child will react. 
An increasing number of parents— even those who eventually want all 
vaccines— are requesting self- designed or alternative vaccine sched-
ules, rather than the ACIP one. In fact, between 20 and 25 percent of 
American parents opt for alternative or slow vaccine schedules.2 As 
such, examining the goals, perceptions, strategies, and challenges of this 
group of parents is important for understanding broader issues of trust, 
expertise, vaccination, and public health.

Vaccine schedules are devised by the Advisory Committee on Im-
munization Practices (ACIP). This national committee comprises fif-
teen experts in fields related to immunization who are selected by the 
secretary of health and human services, eight ex- officio members from 
federal agencies responsible for vaccines, and twenty- six nonvoting rep-
resentatives from other organizations. The committee is charged with 
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providing the Centers for Disease Control and Prevention and other 
agencies with “advice that will lead to a reduction in the incidence of 
vaccine- preventable diseases in the United States, and an increase in 
the safe use of vaccines and related biological products.” The ACIP is 
the only entity in the United States that develops written recommenda-
tions for routine administration of vaccines to both children and adults, 
which includes recommendations about “the age for vaccine admin-
istration, number of doses and dosing interval, and precautions and 
contraindications.”3

When the ACIP develops vaccine schedules, members review all 
research and literature, including information on adverse reactions 
that have been reported, risk and severity of disease, and timing of 
vaccines in relation to each other. As one ACIP member explained 
to me,

When it’s a new vaccine on the market, you have to show that the safety 
in the immunogenicity profile of the existing vaccines don’t interfere with 
your vaccine and vice versa. There are hundreds of millions of dollars’ 
worth of studies, probably eight hundred studies out there on this. And 
because you have to show that, you can’t just flop it into the schedule and 
hope for the best. I mean, you have to show that it works and it’s still safe 
and there’s no interaction. And you should see the level. Because remem-
ber, the pertussis vaccine can have five components. You have to show 
that you won’t interfere with any of those five components, and those five 
components don’t interfere with the immunogenicity of your vaccine. It’s 
a massive amount of work.

The ACIP’s schedule also aims to provide the best coverage with a 
limited number of well- care visits, which can be costly in time and co- 
pays for parents.4 The schedule, which targets all children in the coun-
try with dramatically varying incomes, linguistic backgrounds, access to 
health systems, and resources, does consider this. Low- income children 
often lack consistent access to healthcare and may have parents with 
limited capability to bring them to frequent appointments, including 
work schedules, limits in transportation, or inability to pay. As a result, 
groups like the Immunization Action Coalition, a nonprofit that pro-
vides information to consumers and providers about immunization, ad-
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vises practitioners who face parents’ concerns that there are too many 
vaccines in the schedule:

We strongly recommend that you do not defer any recommended vac-
cines. This would be a missed opportunity. No upper limit has been es-
tablished regarding the number of vaccines that can be administered in 
one visit. CDC’s Advisory Committee on Immunization Practices (ACIP) 
and the American Academy of Pediatrics (AAP) consistently recommend 
administering all vaccines indicated for the patient’s age.5

Many studies show that children encounter more antigens each day 
than are in a vaccine— even ones containing multiple inoculations in 
one shot.6 For example, the ball pit in many indoor and fast- food res-
taurant play areas contains much higher rates of bacteria and viruses 
than are in vaccines, but parents do not often question the cleanliness of 
those play areas.7 Physicians who promote vaccination also spend con-
siderable time trying to communicate these differences in risk to par-
ents. For example, Rachel Herlihy, a physician who directs the Division 
of Disease Control and Environmental Epidemiology at the Colorado 
Department of Public Health and Environment, explains how parents’ 
concerns about vaccinations often come from a sense that babies’ bodies 
can’t handle the vaccines. “That is simply not true,” she argues.

There is no such thing as overwhelming the immune system with shots. 
Even infant immune systems have an almost limitless ability to respond 
to new germs. And the number of antigens or germs in childhood vac-
cines is a drop in the bucket compared to what young children’s immune 
systems are naturally exposed to every day.

Similarly, the pediatrician James Todd, medical director for epidemiol-
ogy at Children’s Hospital Colorado, argues, “The ‘too many too soon’ 
myth puts the health of our youngest children and their playmates at 
risk.”8 From the perspectives of those who aim to prevent infectious dis-
ease, these concerns represent a fundamental misunderstanding of how 
the immune system works and ignores bodies of systematic research 
that support the effectiveness and safety of vaccines, even in increasing 
dosages.
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Medical providers and public health officials largely view the practice 
of giving vaccines as more nuanced than parents recognize, and believe 
that their methods are empirically sound. They also suggest that parents 
misunderstand the mechanism by which vaccines work. Parents often 
argue that giving the same “dose” of vaccine to a football player and a 
baby makes no sense and illustrates the lack of specificity in vaccine 
schedules and failure to adjust the dose, as is done with most every other 
medication. I asked the pediatrician and vaccine researcher Paul Offit 
why this was not a reasonable critique.

They think about [vaccines] as a drug. It’s not a drug. It doesn’t have the 
volume of distribution. .  .  . You give it locally. It’s taken up locally by 
antigen- presenting cells like dendritic cells, B cells. And then it’s pro-
cessed locally. Then you develop those effector cells, which travel. There-
fore, it’s not the whole body you’re really talking about.

To consider this in another way, when someone is exposed to a virus in a 
droplet in the cough of an infected person, that is not metered, but both 
infants’ and football players’ immune systems respond to that antigen 
and develop a response. This fundamentally different understanding of 
how vaccines work in the body underscores parental distrust of vaccines.

Even arguing that vaccines are not medications, Offit insists that 
vaccines are actually calibrated to need and size in ways parents don’t 
recognize:

The influenza vaccine, its dose is different for a young child than it is for 
an older person, same thing with hepatitis B. The doses are not the same 
and it’s not one- size- fits- all, because there’s this tremendous list of contra-
indications and precautions based on the individual child. That’s why you 
go to the doctor to get it, for the most part, so they can know that. That’s 
where all these footnotes come from. [He flips through a manual.] Right? 
I wouldn’t call that a one- size- fits- all schedule.

This discussion illustrates how physicians may consider far more fac-
tors than parents realize and do, in fact, see each child as an individual, 
even as their bodies work in similar and patterned ways. Pediatricians 
are also encouraged to recognize the careful work and the total research 
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that goes into evaluating population- level studies of vaccines, to trust 
the rigor of the scientific method, and to then support ACIP recommen-
dations. As Herlihy explains to a room of pediatricians and pediatric 
trainees, “Hundreds of people contribute to the ACIP and ACIP work-
groups to come up with the ideal timing of vaccination, so an incredible 
amount of brain power goes into the recommended schedule.”

For providers who trust in expert knowledge generated by the ACIP, 
parental distrust is irrational, representing not just a misunderstanding 
of vaccine safety, but also a miscalculation of the severity of vaccine- 
preventable disease. As one pediatrician explains,

I feel like because we’ve been successful in the past, not eradicating, but 
really decreasing the prevalence of these vaccine- preventable illnesses, 
people get so relaxed and so complacent. And it’s frustrating when you’re 
trained in understanding the complications and know that not only for 
this one child you’re increasing the risk, but for the rest of society you’re 
increasing the risk. So it’s so frustrating to hear people say, “I don’t want 
to do it just because. Just because I’m worried about some remote possi-
bility of some complication,” when the real complications of not vaccinat-
ing are so much more evident to me.

Pediatricians assert that their training to recognize complications and 
disease risk is more legitimate than parental fear of a rare risk of an 
adverse reaction to a vaccine, particularly in contrast to the risk of dis-
ease presented to that child and others. Pediatricians and public health 
policy makers see vaccines as an obvious choice, while parents prefer to 
make decisions that feel more intuitive and more relevant to their family.

From this perspective, parents see themselves as experts most com-
mitted to their own children’s health and most able to assess what their 
children need. Few parents know what goes into creating schedules of 
recommended vaccines, but as the outcomes appear to provide a “one- 
size- fits- all” schedule, they see them as irrelevant and unable to honor 
their children’s individual bodies and needs. They do not necessarily 
trust the expertise and population- level research that the ACIP uses 
to create the schedule, which does not necessarily seem relevant to 
their own children, particularly as parents insist that their children are 
unique.
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The Unique Immune System and Rejection of Multi- Shot Series

Many of parents’ anxieties about vaccines are driven by the schedule that 
recommends multiple or combination shots at one time, followed by 
boosters later, known as a multi- shot series against an infectious disease. 
Multi- shot series are given to increase the probability of seroconversion, 
that is, the production of immunity against a specific bacteria or virus, 
and to create long- term immunity. With each booster, the overall odds of 
becoming immune against the vaccine- preventable microbe go up. For 
example, 85 percent of children receiving one varicella vaccine against 
chickenpox will develop immunity with that one vaccine, but nearly 
100 percent develop immunity after a second vaccine. For measles, 95 
percent of children who receive the vaccine at twelve months (and 98 
percent who are given it at fifteen months) will become immune, but 
practically 100 percent develop serological evidence of immunity after 
a second dose. Of course, a small portion of children will lose immu-
nity over several years, requiring additional boosters, and some might 
never gain it, but multi- shot series increase the odds of immunity.9 In 
short, some children will develop immunity with the second or third 
shot, rather than with the first or second, but it is not self- evident which 
children will need additional boosters.

Parents who aim to limit their children’s exposures to medications, 
drugs, or other interventions— embracing therapeutic nihilism— object 
to giving their children boosters that might not be necessary if their 
child gained immunity early. Anna explains both the importance of 
personalizing vaccine decisions and the risks associated with too many 
vaccines: “Everyone has a different immune system. For some people, 
it may take three shots. For some people that might be why they react 
is because they got immunity that first time [and when] their immune 
system is getting hit with it a third time, their system freaks out, you 
know?”

Many parents want their children to have immunity against serious 
illness, but also as few vaccines as possible. To accomplish this, they 
reject the recommended timeline for vaccines and boosters and devise 
something more personal. In many cases, parents will consent to one 
inoculation and then, wanting to understand their own child’s immune 
response, have their children’s immunity levels tested by having a titer 
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(blood test) performed that looks for signs of immune response. Bob 
Sears, a pediatrician and proponent of alternative vaccine schedules, ad-
dresses this strategy directly on his website. He writes, “Some kids don’t 
need some of the booster shots at age five years because their original 
infant series may still be working just fine.”10

Checking titers requires drawing blood from a child, sending it to a 
laboratory equipped to test for antibodies, waiting for results, and then 
either giving the child the vaccine if the test is negative for a certain level 
of antibodies, or deciding the vaccine is unnecessary if the antibody lev-
els are sufficiently high to suggest adequate immunogenicity. Sears adds, 
“While this is a costly and time- consuming approach, some parents pre-
fer it instead of automatically getting all the boosters.” Despite time, cost, 
and pain of a blood draw, many parents see titers as an opportunity to 
make more precise decisions about vaccines for their children.

Titers promise personalization in medicine and are promoted by 
many popular websites. One is run by the osteopathic doctor Sherri 
Tenpenny, an outspoken opponent of the widespread use of vaccines. 
Her site allows individuals to purchase home testing kits to send to a lab 
with which she contracts. On her site, she cautions parents that “doctors 
may resist vaccine titer testing.” Blaming the uniformity of medical ap-
proaches, she cautions parents: “Doctors are hesitant to adjust any clini-
cal regimen they have adopted or is accepted as ‘usual and customary.’ 
All children are vaccinated with all doses of vaccine, regardless if the 
additional doses are needed to create an antibody response. Vaccination 
protocols should not be a one- size- fits- all healthcare.”11

Tenpenny and others who promote titer testing (often through their 
own commercial services) offer parents a way of feeling like they are 
individualizing their child’s health, even as they subject their children to 
additional needle sticks from blood draws and other expenses that are 
seldom covered by insurance. It is also unclear whether titer levels pre-
dict immune levels, what the baseline for each vaccine should be, or how 
well some antibody presence on titers implies a likelihood of successful 
immune response.12 Titers also rarely meet legal requirements for school 
attendance, a common question on listservs of those who want to opt 
out of the entirety of vaccine schedules. These costly tests promise a tool 
with which parents can challenge mainstream pediatrics, and seemingly 
return power to those who can afford them.
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From a medical standpoint, parents’ belief in the uniqueness of each 
immune system is overstated, because in most ways, immune systems 
respond similarly. Yet different children do develop different levels of 
immunity based on vaccination, underscoring the logic of boosters. The 
recommendation to provide boosters is in part historical and in part 
pragmatic. It is clear that some historic vaccine failures— that is, wan-
ing immunity or failure to elicit an immune response from a vaccine— 
were due to problems of vaccine storage or heat exposure. Since 1979, 
the chemical stabilizer used in vaccines has been better and makes vac-
cines less likely to fail (but also heighten parents’ concerns about risks 
of vaccines).13 Pragmatically, the small rates of vaccine failure when ag-
gregated hold the possibility of compromising collective immunity and 
presenting an unknown risk to children whose parents may erroneously 
believe they are protected. From a public health standpoint, titer testing 
is inefficient in terms of time and expense, and arguably leaves children 
unprotected for longer.

These are not parents’ primary concern. As parents seek out test-
ing strategies to avoid medical interventions or deviate from the 
ACIP schedule, they rarely consider the health of others. Because of 
this myopic view focused on one’s own child and the ways that child 
is unique, mainstream providers— particularly those who aim to see a 
wide array of patients with varying means, incomes, resources, or fam-
ily backgrounds— view these parents with some frustration. With the 
competing goals of individualized care and public health, providers dif-
ferently support or reject parent- dictated vaccine strategies.

Individualized Schedules and the Parent- Driven Slow 
Vax Movement

Parent- driven vaccine schedules are increasingly common; they also 
provide a point from which we can most clearly see the disconnect 
between parents’ views and vaccine policy. From the perspective of those 
who develop the official schedule, these self- designed vaccine schedules 
do not and cannot account for the many interactional effects the ACIP 
considers; they do not evaluate possible interactions between vaccines 
or how some combinations might increase or decrease vaccine efficacy. 
Ironically, some delay of certain vaccines might increase the likelihood 
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of adverse reactions or complications from the vaccine.14 More basi-
cally, vaccine proponents see these alternative schedules as increasing 
the window of time during which young children are most at risk of 
infection, without improving health outcomes.15 Since their goal as fed-
eral advisory members is to protect the entire population, they see these 
alternative schedules as ill- informed and potentially dangerous.

In contrast, parents who see themselves as experts on their own 
children trust their intuition more than they trust science and the out-
comes of the established scientific method. In strategizing their own 
children’s vaccines, parents draw upon a wide array of books, articles, 
blogs, conversations with friends, and discussions with an array of pro-
viders. Heather’s explanation of her process illustrates the laborious ef-
forts of parents to become self- taught experts— even as the resources on 
which they draw are not necessarily seen as equally credible. Piecing her 
strategy together from a variety of sources, Heather explains that she 
consented to the vaccines against “the diseases that I felt were the most 
serious and also the ones that had been the best track record of reac-
tion, may be safer, and things that I didn’t feel he had a high likelihood 
of catching, I put off.” Heather identified the vaccines she believed were 
the most likely to cause an adverse reaction and then, she explains, “I 
tried to space them out so that I didn’t do two really reactive ones all at 
once . . . like the DTaP I did by itself, because I just wanted to make sure 
that was all that he had to deal with at the time.”

Physicians would see these efforts as well- intentioned but misguided. 
For Heather, though, they represent an effort to be informed, diligent, 
and cautious. Although many parents share their own strategies with 
each other (particularly in online discussions), some alternative vaccine 
schedules are promoted and sold, and are more prescriptive. Taking the 
case of the best- selling one, we can see the goals, limitations, and profes-
sional responses to these efforts.

Dr. Bob and the Vaccine Book

Of the many sources to which parents look to craft their own sched-
ules, the best- known and best- selling is The Vaccine Book: Making the 
Right Decision for Your Child, by Robert “Dr. Bob” Sears. A pediatrician 
who sees himself as crafting a space between ACIP recommendations 
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and parents’ goals, Sears has been vilified by mainstream pediatrics, but 
also not embraced by those who most passionately distrust vaccines. As 
such, Sears and his role in this issue deserve more focused examination.

Dr. Bob, as he calls himself, comes from a family of pediatricians. His 
parents, Bill and Martha Sears, a pediatrician and nurse, have written 
dozens of parenting advice and children’s picture books. The senior Dr. 
Sears also serves as an advice columnist for several parenting magazines. 
Bob practices with his father and older brother, who is also a pediatri-
cian as well as a television talk show host on the syndicated program The 
Doctors. In practice, Dr. Bob does not accept insurance and instead touts 
a cash payment schedule that he explains allows him greater flexibility 
to spend time with his patients and their families, without intervention 
from insurance companies.

The Vaccine Book is Bob Sears’s most successful book. The book uses 
accessible language to provide a framework to those who want to opt 
out of vaccines or rework vaccine schedules. As Dr. Bob writes, “As I see 
it, vaccination isn’t an all- or- nothing decision. There are many choices 
that can be made. Some parents choose to get all the shots, others only 
choose some vaccines, and a few parents will choose no vaccines.” Sears 
continues in his book to explain that while vaccines are important, “You 
as a parent are still entitled to know what you are giving your child.” 
Advocating parents’ responsibility to make informed health decisions, 
he suggests that vaccines are no longer an automatic part of childhood 
as they once were. Rather, “today’s parents are taking a more active role 
in making choices for their child’s healthcare.”16

Sears’s book explains that there are twelve vaccines in the vaccine 
schedule and that parents have twelve separate decisions to make. He 
writes,

If you choose to vaccinate, this book will answer your questions about 
how to proceed in the safest manner possible. Should you get all the 
shots together as they are recommended, or should you space them out 
a little bit? Are there one or two shots you might delay for now or skip 
altogether?17

Sears believes that not all vaccines are equally important, but in general 
supports their use. He explains, “Vaccines are beneficial in ridding our 
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population of both serious and non- serious diseases. But families do 
have the right in our country to take their chances without vaccines.” In 
these ways, he supports vaccination but also sees himself as an advocate 
for parents’ rights, families’ individualism, and the uniqueness parents 
might see in their children.18 Dr. Bob insists that parents are indeed the 
expert on their own children.

Sears claims that he developed these recommendations after review-
ing research, examining package inserts that come with vaccines, read-
ing the AAP’s Red Book (a manual of recommendations for diagnoses, 
prevention, and treatment of infectious disease published for pedia-
tricians to use in their practice), and drawing on his personal clinical 
judgment. His interest in vaccine safety came, he recalls, while he was 
in medical school in the early 1990s. Learning about vaccines, he felt 
that there were questions about the research on long- term safety. As 
Sears explains to me when we spoke, “There’s just no long- term safety 
research. But then again, I’m one of the very few doctors that sees a 
problem with that. Almost every doctor feels that the current system of 
just reporting reactions when they happen, counting those reactions up, 
is perfectly adequate.”

Sears positions himself as an advocate for parents and as the rare phy-
sician who questions other providers and the systems of regulation. His 
explanation to me of vaccine research illustrates this view.

Vaccines seemed to have some very strange exemptions from mainstream 
science. . . . Like for example, when a pharmaceutical company makes a 
medication, you first have to study it in animals to prove that it’s safe, ani-
mals that they can actually kill and do autopsies on. But vaccines are not 
subject to the same criteria, they don’t have to study vaccines in animals; 
. . . there’s no requirement for the companies to do those studies. So we’ve 
never been able to monitor any sort of internal toxic effect that we might 
be able to find on autopsies.

Sears points to the profit motives of pharmaceutical companies, which 
he suggests interfere with good science. More generally, he views other 
pediatricians as unsupportive of parents who are uncomfortable with 
vaccines, and sees his role as giving parents power to make their own 
choices. In thinking about this role he has carved for himself, he reflects 
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on how he sees himself as different from other providers: “It’s nice to be 
able to be guiding and influencing so many people, especially when they 
have nobody else to guide them, you know, because other doctors won’t 
openly discuss these issues.”

In these ways, Sears positions himself as a voice of common sense 
and accepting of parents’ claims of expertise. As he explains to me, 
“In regard to vaccines, I’m exactly where I wanted to be and where I 
thought I would be— just being a voice for alternative ways to do it.” 
Sears’s recommendations in his book differ from those put forth by the 
ACIP and encouraged by the American Academy of Pediatrics. As a 
result, Sears has not received much support from vaccine policy makers 
or practitioners.

Questions for Sears

Criticisms of Sears’s schedule are multifaceted. Although all reference 
his lack of skill in interpreting research on vaccine safety and efficacy 
as well as his lack of qualification to challenge ACIP experts and large 
bodies of research, these critiques also often weave in details about his 
persona and practice style. For example, I have heard several lectures 
and discussions by medical experts that, in the course of critiquing 
Sears’s self- designed schedule, also reference the biography he provides 
on his website, which reads, “In his spare time Dr. Bob enjoys surfing 
the California waves, mountain biking, playing bass guitar with his teen-
age son guitarist, and trying to keep up with his three children.”

These details are not inserted by chance. Rachel Herlihy, who in her 
capacity as a preventive medicine physician for a state department in 
charge of public health, speaks publicly about vaccine utilization and 
the problems of alternative schedules, and educates other physicians. In 
one pediatric hospital- sponsored lecture, she takes on Sears specifically: 
“Okay, so who is Dr. Bob? We are going to spend some extra time talking 
about Dr. Bob because I think he is a bit different than the rest of those 
alternative vaccinator/anti- vaccine folks in that Dr. Bob is a pretty main-
stream guy.” Unlike many other opponents of vaccine schedules, Sears 
is a board- certified pediatrician still in practice. Herlihy highlights why 
his biographical information is important:
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So the reason I put this extra information on here is because Dr. Bob is an 
appealing natural guy. I would probably like being neighbors with him. 
We’d go biking. He sounds like a cool guy. I would probably run into him 
at Whole Foods and we would talk about organic apples.

Sears’s biography does present a version of himself as likeable, not unlike 
those provided by many pediatricians on their websites. However, as 
Herlihy and others detail Sears’s hobbies, interests, and likeability, they 
do so in ways that emphasize the frivolity of his lifestyle and the concur-
rent lack of training on vaccines and science.

Some critics of Sears present him as a well- intentioned pediatrician 
who is simply misinformed, and thus dangerously undermining decades 
of research and federal policy. Paul Offit, a vaccine researcher and direc-
tor of the Vaccine Education Center at the Children’s Hospital of Phila-
delphia, explains to me of Sears, “I think he’s a nice guy who’s trying to 
find a middle ground. My sense of him. He’s wrong, I don’t think he 
understands the science at all, and he waves the big pharma flag when-
ever he gets the opportunity to.” He continues with respect to the Sears 
schedule, “Well, it’s certainly not science- based.” Sears’s schedule, Offit 
suggests, has been successful because it “appeals to that fear, and the fear 
is easy.”

Others also object to how Sears legitimates parental fear and allows it 
to trump research and science. For example, Herlihy explains,

I think the most harmful thing that I see in his book . . . is these pro- con 
lists that he has. . . . Pro: these are the reasons for giving this vaccine: 
your child won’t get measles or give another child measles. Cons: which 
are things like, some parents feel, some parents’ instinct is, some parents 
believe, or some parents have hunches.

She acknowledges the utility of pro and con lists when making deci-
sions, but criticizes the bases of Sears’s lists. The pro lists, she suggests, 
are based on information from science, whereas the con lists represent 
“hunches, beliefs, and feelings.” She notes, “Unfortunately, the con lists 
are much longer than the pro lists. And I think that is what parents are 
seeing and basing their decisions on: these lists, the length of these lists.” 
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Like Offit, Herlihy suggests that Sears is also well- intentioned, wrong, 
and dangerous. These critics accept that Sears may not be malicious, but 
argue that the results have nonetheless been harmful to consensus on 
the importance of vaccines. Herlihy continues,

He states that his intention is to give options to concerned parents, to 
convert non- vaccinators to at least partial vaccinators. Unfortunately, be-
cause of these anti- vaccine messages that appear and the lack of acknowl-
edgment of some good science that exists, he misinforms his audience 
on a number of issues. And so in reality, what happens here is that he 
converts probable vaccinators to partial vaccinators and non- vaccinators.

These characterizations of Sears cast him as validating an unscientific 
position and in doing so, stoking anxiety about vaccine safety rather 
than reducing it.

Financial Incentives and the Slow Vax Schedule

Other providers are even less generous and presume that Sears has other 
motives, not least of which are financial. Certain incentives are inevitably 
built into the slow vax schedule and are often cited by policy makers and 
practitioners as a serious concern. ACIP members must create schedules 
they believe are safe and necessary for all children, irrespective of their 
insurance status or access to care. They aim to recommend vaccines at 
a population level, with full knowledge that agencies will have to fund 
recommended vaccines, parents will have to potentially miss work to 
bring children to appointments, and clinics will have to maintain stocks 
of vaccines, which can be prohibitively expensive. They also hold off on 
making universal recommendations if those vaccines cannot be reason-
ably delivered to all children.19 Thus, the schedules represent a desire 
to provide maximum vaccine coverage to as many children as possible, 
affordably as possible, on a schedule that is workable for low- income 
families who may not have adequate access to primary care.

The slow vax schedule generally and the Sears schedule specifically 
require additional appointments, co- pays, and visit fees. Parents also 
must take time to bring children to these additional appointments, 
which carry the risks of exposure to whatever illnesses linger in the wait-
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ing rooms of pediatric offices. In contrast to the ACIP schedule’s efforts 
to limit expense and maximize uptake, slow vax schedules do not do 
this, nor do they try.

Seeing the added expenses built into slow vax schedules, critics high-
light how Sears has financial incentives to promote them, particularly 
as he accepts only cash payment for his services rather than insurance 
reimbursement. Because parents commonly reference “the Sears sched-
ule,” every pediatrician I interviewed had opinions about Sears and his 
book. For example, one primary care pediatrician who faces inquiries 
from concerned parents in her practice explains,

Yeah, he’s a financial genius who is preying on people’s fears, and when 
people ask me about that all the time I’m like, “Well, I think he’s a really 
smart man, who is making millions of dollars, but he’s a general pediatri-
cian. . . . He’s done no studies. He’s done no fellowship. He has done no 
extra training. He made it up. A singular guy in Beverly Hills, or wher-
ever he lives— Fancyville, California— made it up, and is making millions 
of dollars trying to scare you. That’s what I think.”

Another pediatrician sarcastically explains that Sears is thoughtful, add-
ing cynically, “He’s thoughtful of selling his book, making money.” Yet, 
another pediatrician describes her exasperation with parents who ask 
about the Sears schedule, but also believe erroneous claims that pediatri-
cians are financially incentivized to give vaccines. “This guy that invented 
it has his own practice where he only takes— he doesn’t take insurance— 
you have to pay out- of- pocket per each visit. So, ‘Hey, you get to come 
back every month for a new vaccine. I’m getting tons of money from all 
your visits’ and those are the people who are profiting from these weird 
vaccine things. And so that to me is illogical.” Unsurprisingly, Sears 
receives no support from mainstream pediatric organizations.

At core, Sears supports vaccination, but would love to see parents 
have greater flexibility and choice. He explains to me, “I don’t mind if 
they keep the mandates, as long as they would give personal exemptions 
for all fifty states.” Sears’s schedule is informed by a consumer- based 
logic that he views as unproblematic. “I just decided to come up with a 
different way that parents could vaccinate, that I felt bypassed a lot of the 
possible worries with the current schedule.”
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This willingness to tout vaccines as still the right choice, even as they 
are administered in a different order or time period, limits his ability 
to be seen as an ally by those who most resent vaccines and opt out 
altogether. At a conference hosted by the NVIC, which opposes vac-
cine mandates and encourages parents to buck professional advice, 
Sears was invited to debate Lawrence Palevsky, a self- described holistic 
pediatrician who rejects vaccines and according to his website, instead 
“utilizes a holistic approach to children’s wellness and illness.”20 In this 
environment— heavily stacked against all vaccines— Sears was the pro- 
vaccine representative on the panel, a role that AAP and ACIP support-
ers would be surprised to see.

Alternative Vaccine Schedules and the Repositioning of Medical 
Knowledge

The slow vax movement generally and Sears’s book specifically aim to 
address the concerns parents express: that children are given too many 
vaccines at once, which might overrun their immune systems, vaccines 
may not be safe, and the schedule doesn’t consider children’s individual-
ity. We see support for “slow” movements elsewhere, in the slow food 
movement, which challenges fast food’s inferior nutrition and rushed 
family interaction around meals, arts and crafts movements or do- it- 
yourself (DIY) efforts that challenge production line consumption, or 
anti- technology movements that aim to slow down the pace of life to 
more natural rhythms. In each, there is a tacit belief that slower is more 
cautious, and thus superior.

Slowing down the vaccines and spreading them out comes then to 
be seen as a prudent measure. Katie became interested in an alternative 
schedule as a way to have her son protected while also limiting the risk 
of an adverse reaction. She had read a book in which, she recalls, the 
author recommended “staggering them a little bit and not getting all of 
them in one day.” Katie’s goals for unbundling vaccines are diffuse:

Well, there’re two things. One is, if your child has a reaction to one of 
them, you know what it is. And that’s one of the reasons not to do, like, 
five vaccines in one day. And then the other thing too is it is probably 
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overwhelming, you know, in my view it would be overwhelming for your 
immune system to get, like, six doses of vaccine in a day.

Katie does not provide evidence that five or six vaccines in a day do 
overwhelm a child’s immune system. Instead, she explains that in her 
view, it seems like it would. Like Katie, parents craft their own strategies 
to find ways of consenting to some vaccines that feel individualized and 
safe, while rejecting others on the same basis.

Negotiating Vaccine Schedules in Clinical Encounters

Parents, particularly those with higher levels of education and 
resources, often enter pediatric visits with their own agendas.21 Many 
develop their own vaccine schedules and present them to their chil-
dren’s doctors. Not surprisingly, physicians have different levels of 
receptiveness to these plans. Some parents describe their doctors as 
respectful of their efforts, while others relay that they are not. Leanne 
Boggess, for example, believes that her pediatrician is supportive of 
her efforts to conduct her own research and develop her own plan. 
She also accepts that her doctor shares the goal of protecting her chil-
dren, explaining, “I think we both feel the immunizations can be very 
helpful if the body has time to handle them properly.” Leanne feels 
respected by her physician, making her more willing to trust her doc-
tor’s professional judgment, which, she notes, includes “explanations of 
what things are, what our children are more at risk to here.” That, she 
indicates, led her “to make those decisions to follow her advice or her 
recommendations.” Most parents with whom I spoke also, like Leanne, 
describe their efforts to educate themselves as “research,” while char-
acterizing doctors as voicing an “opinion” or “recommendation.” In so 
doing, parents notably relativize the terms and upend the hierarchy 
by placing their own sense of expertise above that of professionally 
trained doctors.

Parents’ varying experiences with pediatricians underscore one clear 
fact: pediatricians expect to engage in lengthy discussions about vac-
cines with parents, with one study suggesting that more than 75 percent 
of physicians encounter requests for alternative vaccine schedules.22 
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Several providers note that even though the schedule presented in The 
Vaccine Book is light on research and comes with additional costs to 
implement, they often see parents who request “the Dr. Sears schedule” 
or “the extended schedule.” One pediatrician remarks, “Oh, you bring it 
up [with other pediatricians] and their eyes go in the back of their heads 
and they’re like, ‘Ugh! This Dr. Sears extended vaccination schedule just 
really bums me out.’” The resonance of the Sears book is difficult to 
separate from his prominent family, or the “Sears family dynasty,” as one 
provider characterizes it. Herlihy specifically considers how Sears’s fam-
ily name has added more legitimacy to his schedule than to the many 
others also available:

I think [the reason] Dr. Bob has been more harmful than some of those 
other providers is the fact that he comes from this very well- respected 
family that is out there in the media. There’s a TV show. They have this 
website. If you go on Babies R Us, every single product in the store is 
endorsed by the Sears family. So it is mainstream.

The centrality of the Sears family to the world of parenting advice, 
Herlihy argues, has contributed to a more fundamental cultural change. 
“What I think has happened here is that [Sears] has created a new social 
norm around alternative vaccinations. So because he is so mainstream 
it’s created this sort of comfort for parents that this is the right thing to 
do, this is a normal thing to do.”

As parents weigh expert advice and hear stories of disease risk, the 
approach of Sears and other supporters of alternative schedules might 
feel more validating because it addresses parental fear directly and treats 
it as valid and important, even if their recommendations are not neces-
sarily grounded in science. Offit suggests that although it is an appealing 
vocabulary, it is not safer or better:

I give them credit for using the word “alternative.” It’s a good word, 
sounds like “reasonable alternative,” “alternative music,” “alternative en-
ergy.” But it’s called what it is: it’s a delayed vaccine schedule with no ben-
efit. None. And it shows you how little [Sears] understands what goes into 
making the schedule, that he believes he can sit in his office and come up 
with his own schedule. And this is almost laughable.
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Many pediatricians observe a widespread new cultural expectation 
that good parents question vaccines and challenge providers. They face 
these interactions daily, and prepare for them in different ways. The pe-
diatrician Kira Watson expects patients to raise questions about vac-
cines. Her impression is that parents are told before pediatric encounters 
to be suspicious of doctors’ agenda around vaccines and her goal is not 
to provide evidence to support those suspicions. She sees the parents 
who bring their children to her office as feeling compelled to challenge 
her expertise. She imagines they think, “What I’ve been told by the In-
ternet, my girlfriends, whoever, is that I need to question.” Yet even as 
she anticipates these questions, she describes herself as willing to spend 
as much time as parents want discussing vaccines and their concerns. 
Her role, she explains, is to help them understand why vaccines are im-
portant and that the risks are minimal compared to other risks, includ-
ing vaccine- preventable disease:

I think part of that education, part of maybe why I’m more successful 
convincing folks to get vaccines is that I take the time to reorder what 
is disordered in their thinking and that somehow this is a threat, and it’s 
not. These other things are threats. You know, children used to die a lot. 
You know, getting through childhood used to be, like, a big deal, and now 
it’s not.

The pediatrician Carrie Mathers also describes her frustration with 
having to discuss alternative schedules. Yet she admits that she and her 
colleagues recognize that getting children some vaccines is better than 
none; they will, as a result, be flexible, even though they see parents as 
ill- informed:

If it’s going to get them some versus none, I’ll do it. I try to explain it: “It 
doesn’t really help your child, you’re kind of putting them at increased 
risk by not getting those vaccines on as soon as possible, it’s more ex-
pensive, . . . it’s more dangerous, it’s more pokes for your kid at different 
times, and it just doesn’t do anything positive.”

Although questions arise less often in her clinic with publicly insured 
patients, Carrie knows that her colleagues who see privately insured 
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families share her approach. “They do it, partly because it’s good cus-
tomer service, because that’s what the families want, and you want to 
develop that relationship with the families.”

Pediatricians with whom I spoke, all of whom are parents themselves, 
acknowledge that watching children get vaccines can be stressful. How-
ever, they insist that delaying vaccines is a poor strategy for dealing with 
those emotions. One pediatrician acknowledges parents’ fears, but com-
municates how delaying vaccines carries its own risk. “It’s hard to watch 
your child get so many shots at once. It’s hard to watch them get so many 
shots in the first years of life. And so this sounds much better. But the 
fact of the matter is all you’re doing is increasing the period of time dur-
ing which you’re putting those kids at risk.”

The pediatrician Julia McMichaels also sympathizes with parents’ emo-
tion, but focuses on the risks of not vaccinating. She describes her strategy 
as “just telling [parents] that the more time your child is unimmunized, 
the more chance they have of getting sick, and there’s no harm in doing 
this [vaccination], and then negotiating a little bit,” so they will consent to 
at least some vaccines, or the ones Julia suggests are most pressing.

These negotiations are increasingly part of pediatric practice. The pe-
diatrician Kevin Sato describes his approach:

I’ll say, “Here are the vaccines that are typically given at two months. Which 
ones are you comfortable doing today? What are you ready to do? These are 
the ones we recommend.” If they have questions about them, then I’ll talk 
about, “Here’s this vaccine. This is why we do this one. This is why we do 
this one. If you want me to prioritize them, I’ll tell you that there’s not zero 
risk from skipping the hepatitis B, but here’s the three that I think are the 
most important,” and have a careful conversation about that.

Kevin believes that parents need help understanding necessity and risk, 
and tries to indicate which diseases are most serious at which ages.

I think people want to know, is this a life- threatening illness? Is this po-
tentially going to kill my child? And if they ask that question, we have to 
answer honestly. Some of them, no. Whooping cough? Maybe not, but it 
could. And it might neurologically devastate your infant. We have to talk 
about that.
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Kevin is willing to rank the vaccines he sees as most important, assum-
ing parents have already considered vaccines and are ready to discuss 
them. However, he notes, this is not always the case. “A lot of times those 
families just aren’t ready; if they haven’t thought about it at that point, I 
don’t want to pressure them into making a decision in a twenty- minute 
visit.”

Kevin is willing to defer to parents as experts on their children, even 
if they know very little about vaccines. Kira also strategizes her advice 
to patients, stressing the importance of vaccines, while also respecting 
parental experience. She believes strongly in the reliability of the ACIP 
vaccine schedule and likes to follow it. However, she also recognizes that 
in her practice, which is 80 percent privately insured and has a high per-
centage of parents who are college- educated, those most likely to ques-
tion their children’s healthcare, she must communicate to parents how 
she sees their children as unique and how she considers their individual 
needs in her recommendations.

It comes down to, I need them to trust that what I am telling them is in 
the best interest of their child. So I won’t try anything that will potentially 
jeopardize their perception of trust. Because I truly am, like, I truly don’t 
want to go visit them in the ICU, I truly don’t. I truly want them to be 
healthy and wildly successful. And they don’t know what I know. So that’s 
what my job is, just to tell them what I know about what the real risks 
are. . . . I have no other agenda, other than the health of the child.

Kira describes herself as respectful of the parents in her practice and 
invested in maintaining a strong relationship with them. She is proud that 
only a small number of patients in her practice are not fully vaccinated. 
She unapologetically aims to convince parents to vaccinate, and says she 
is direct about the harms of not vaccinating. She tells parents that she has 
been to funerals for children affected by pertussis and pneumococcus, and 
that while she has not seen Hib, there was an outbreak recently that killed 
four children. She tells parents it is their choice, but also acknowledges 
that she puts it in terms that are “very grim, [because] children died.” She 
does so, she explains, “Because I think nobody says that on the Internet.” 
These stories, she recognizes, are often more compelling to parents than 
are statistics or national studies that are often presented in support of 
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vaccines. In doing so, she sees the power of stories of individual children 
devastated by infectious disease as able to combat the stories parents hear 
of children who were reportedly harmed by vaccination.

Communicating her respect for parents’ authority, the importance of 
her relationship with them, and the importance of immunization is a deli-
cate balance. Kira uses one example to show how she works toward this:

It’s interesting. I saw a mom of eighteen- month- old twins, and it has been 
a road to get these kids vaccinated. And at the end of every visit I’m like, 
“All right, look me in the eye and tell me you don’t feel bullied, because 
that is not my intention here. My intention is to protect your children. Do 
you feel that way for me? Because if you don’t, then we have a problem.” 
And so I will ask, after every visit, I will say, “Before we vaccinate, do 
you still feel comfortable that I am trying to do right by your children? 
Because if you don’t, I shouldn’t do the vaccines today because that won’t 
feel good when you go home.”

Pediatricians often reference the balance between communicating their 
strong recommendation, informed by professional training and experi-
ence, and supporting the clinical relationship between them and their 
patients’ families, which might require deferring to parents’ plans. The 
question of how to build and maintain trust with patients’ families was 
of central concern to every provider in this study. Yet they each had to 
develop their own strategies to maintain trust and recognize the individ-
uality of their patients, which helped them position themselves between 
individual care and public health goals of disease prevention, albeit to 
sometimes different ends and levels of success.

Sarah Cazan became a pediatrician because she wanted “to partner 
with people” and support their goals for their families’ health. Yet pro-
viding this individual level of care became more complicated as her 
practice grew to include hundreds or thousands of children. In one poi-
gnant example, Sarah recalls a baby in her office who contracted per-
tussis in her waiting room from a family that rejected vaccination. She 
recalls, “She got sick at two months and I was worried about her neuro-
logic prognosis. . . . Nobody could do anything for her. I mean, all you 
could do was stand there and watch her, gasping, not gasping, turning 
blue.” As a pediatrician committed to supporting each family’s plans, 
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Sarah struggles to best balance each family’s rights to shape their own 
healthcare, with the risk their choices might present to others in her of-
fice. “I don’t know what you do about that, . . . but it’s tricky.”

Physicians work to find ways to connect emotionally with parents, 
build a relationship of trust, provide advice that is scientifically valid, 
and support parents’ sense of their own expertise. As they do so, they 
find themselves working to find compromises to best protect the chil-
dren in their care and to acknowledge parents’ fear, even when it means 
accepting alternative schedules and sometimes the infection of other 
children in their waiting rooms. These efforts may require compromise 
from all parties.

The Limits of Individual Vaccine Plans

Parents frequently want the ability to implement the vaccine schedule 
they feel makes the most sense. They often expend considerable energy 
designing these schedules. Despite their hard work and deliberation, 
many of their vaccine goals are inaccessible for organizational reasons, 
including finding a provider who supports their plan, accessing unbun-
dled vaccines, and costs. These constraints are worth considering, as 
they show how not everything is personally negotiable, even as parents 
claim their expertise.

First, many parents describe feeling dissuaded by providers from fol-
lowing their own plan. Although physicians I spoke with describe their 
efforts to work with parents, many parents did not perceive providers to 
be flexible. For example, Heather, a parent, recalls,

I had this doctor, . . . she said she would go along with my plan, but every 
time I went in, she’d, like, give me a lot of pressure and, like— she tried 
to talk me out of [waiting]. . . . So this time I caved and she kept saying, 
“Well, we can do it in a combination shot and then he won’t have to get 
it twice.” And at that point, I was going in extra just for the vaccine and 
paying co- pays and all this, and so I’m like, “Okay. Let’s just do it.” And, 
of course, later on, I’m kicking myself.

Parents like Heather sometimes experience medicine as highly prescrip-
tive and inflexible: patients should stay “on track” for predetermined 
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well- care schedules that may not represent what parents feel they and 
their children want or need. Even when their children tolerate the 
vaccines without incident, the experience of being dissuaded from fol-
lowing their carefully constructed plan can feel disempowering.

Second, even when providers are flexible and cooperative, there are or-
ganizational barriers, including production and distribution limitations, 
to their self- designed schedules. For example, parents who want a single 
vaccine often discover it is difficult to obtain one without the other vac-
cines with which it might be combined into a single injection. Pediatric 
practices have varying abilities to keep vaccine in stock. There are several 
routes to buying vaccines, but each requires a significant financial invest-
ment. The AAP encourages practices to also buy insurance on vaccines, 
in case refrigerator malfunctions or power outages jeopardize supply.23 
Unless practices have a very high volume or are committed to maximizing 
patient choice, they are unlikely to keep different combinations of vac-
cines on hand, and may be able to buy only certain kinds, depending on 
whether they participate in a buying group to limit costs.24 Practices also 
aim to manage supply to limit waste, a more significant issue as vaccines 
have become a larger investment with uncertain reimbursement. As the 
physician Sean O’Leary and his colleagues detail, “The cost of the vac-
cines needed to fully vaccinate a child through age 18 in the private sector 
in the mid- 1980s was ~$50; in 2000, it was ~$600. In 2012, that cost was 
between $2250 and $2500, depending on the products used.” As a result, 
the authors explain, “The cost of vaccines has gone from a minor con-
sideration in the overhead of a private pediatric practice in the 1980s to 
one of the top overhead expenses, largely because of new vaccines, thus 
magnifying the risk to private practices of uncompensated costs related 
to vaccines.”25 Given the sizeable investment in vaccines for practices, it is 
unlikely that physicians will carry multiple formulations of the same anti-
gen unless they have a particular reason to do so. So a parent who wants 
only, for example, a tetanus vaccine, without the diphtheria or pertussis 
with which it is commonly distributed, may have a hard time finding it. 
Overall, practitioners have neither a scientific nor logistical reason for 
providing multiple options, frustrating parents’ plans.

Parents often describe their frustration with this. One mother recalls 
of her stunted plans, “I wanted to get the MMR separate and I spent 
a lot of time— I spent a lot of time trying to find it. I called a bunch 
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of different organizations, you know, health departments and stuff like 
that. I could not get a hold of it.” Unsuccessful, she consented to her son 
receiving the combined measles- mumps- rubella (MMR) vaccine, which 
her son tolerated well. Despite efforts to craft the perfect individualized 
schedule, the ways private practices stock vaccines limit parents’ abilities 
to implement their own plans.

Third, patients who change providers may face challenges in finishing 
a sequence, as vaccines might vary from one practice to another. Lauren, 
for example, wanted her daughter to complete the series of tetanus vac-
cines she had begun with one pediatric practice at the age of three years.

She’s had two and she needs one more. And I made an appointment for 
her four- year checkup with another doctor and I specifically called and 
asked them “Do you have this tetanus booster? It’s not the DPT, it’s just 
the DT.” And they’re like, “Oh yeah. We have that.” And of course I go 
through this long, horrendous long wait and this doctor appointment, 
. . . and then at the end she’s like, “Oh no, we don’t carry that vaccine.” So 
I don’t know how to get it for her.

Faced with these limitations, parents have to make a decision to accept 
the combined vaccines or reject them altogether. These can be chal-
lenging choices for parents who have invested time and energy into 
designing what they believe is the best schedule for their child.

Some providers recognize how emotionally laden vaccines have be-
come for some parents and work with parents accordingly. Kira explains 
her view of parents in her practice and her approach:

Some parents who are interested in alternative schedules just want to feel 
like they’re in control, that they had some power in the decision. And I’m 
fine with that because I can catch up the things that are— like, if you’re 
not internationally traveling, polio is not an immediate threat to your 
child in the first year of life. So I’ll let them control that. They feel good. 
I feel, I get the kid protected [against other diseases], and then we’ll ap-
proach it down the road.

Yet even Kira’s ability to grant parents control is contingent on the avail-
ability of the vaccines in the forms and timing parents most want.
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Slow Vaccines and Parental Control

Slow vaccine movements— Sears’s and others— can be understood in 
many different and opposing ways. For parents they can be a way to assert 
parental expertise, ensure individualized care for their children, and 
reject mainstream recommendations that seem impersonal. For provid-
ers, these movements represent an effort for parents to claim more control 
over their children’s healthcare. They present new challenges to profes-
sional authority and require providers to offer new tools with which to 
manage parental fear of vaccine safety or claims of expertise. For others, 
these schedules, with the extra time, appointments, and costs, represent 
the worst of medicine: potential profit motives for providers and wasted 
healthcare expenditures that provide no improved care— and arguably 
worse care. These new interactions present new challenges to the relation-
ship between parents and providers in healthcare settings.

The option to alter vaccine schedules— and physicians’ widespread 
acceptance that they will need to have these discussions in their 
practices— marks a fundamental transformation of preventative care 
from a more uniform public health system into menus of individual 
choices. The parents in this study represent those most committed to 
resisting vaccines and communicating their views. Yet we should not 
lose sight of the reality that about 20 percent of American parents de-
liberately delay vaccination, even if they are less purposeful in declaring 
a self- designed schedule.26 It may be that the view that good parents 
should question experts about vaccines has become a new cultural 
norm. This trend may represent a broader attachment to processes that 
are “slow” and “alternative” as superior. These slow vaccine schedules 
reflect some acceptance that vaccines are important and successful in 
protecting children, alongside a seemingly contradictory general dis-
trust of medicine and scientific expertise. The outcome is that parents 
are increasingly choosing self- designed schedules over the ones put 
forth by national experts and that this represents failure of government 
agencies and professional organizations to communicate the hard work 
that goes into vaccine schedule research and development. As a result, 
parents rely on their intuitive sense of safety and self- guided education 
to make choices they feel are the best for their children, and are increas-
ingly calling the shots.
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Finding Natural Solutions

Our bodies are Organic!! Everything we need to cure them, 
ARE ORGANIC TOO!!!!
— Parent blog post

A friend recently traveled with her teen daughter’s soccer team to 
an out- of- state tournament. Upon returning from several days of the 
girls sleeping, eating, and playing in close proximity, one girl was hos-
pitalized for meningitis. Although my friend initially panicked, she 
remembered that her daughter had received the meningococcal vac-
cine as she entered middle school and was protected. Although no 
vaccine is 100 percent effective, most are highly effective at prevent-
ing infection and provide assurance to parents. For this friend and 
others like her who consent to vaccines, the decision to trust govern-
ment agencies, regulatory bodies, and professional clinicians provides 
a sense of reassurance; by following expert advice, they ensure that 
their children are safer.

For other parents who question vaccines, immunization repre-
sents a process of choosing either the risk of disease or the risks 
associated with complications from vaccines. Seeing no perfect op-
tion, parents who distrust vaccines focus on other ways to control 
risk and uncertainty in their children’s lives. So while parents reject 
vaccines, they embrace other parenting practices they view as pro-
moting health, which they believe also render vaccines less impor-
tant. This chapter explores these strategies, which include natural 
living, breastfeeding, commitment to organic or natural foods, and 
control of social interactions. It is worth acknowledging that these 
practices— as deliberately crafted as they may be— are not likely to 
provide total protection against infection. Instead, they provide a 
sense of control over mechanisms of possible infection that are oth-
erwise uncontrollable.
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Illness Prevention through Natural Living

Parents in this study, overwhelmingly mothers, largely see their children 
as healthy, even as they sometimes also view them as fragile. They com-
municate confidence in their decisions to opt out of vaccines because 
they trust their ability to keep their children well through practices that 
are resource-  and time- intensive, but which they see as a personal choice 
for the good of their children. Because these parents see health as a state 
of being naturally immune to infection (and illness as being vulnerable), 
they perceive vaccines as unnecessary. Parents challenge more tradi-
tional forms of authority held by pediatricians by asserting their sense 
of control over their children’s well- being, particularly around feeding 
practices. “Feeding the family” is gendered work that is both a material 
and interpersonal form of carework.1 In the stories mothers communi-
cated to me, feeding— that is, the production, preparation, and delivery 
of sustenance— was key to both their mothering and attention to healthy 
living. Those who rejected vaccines for newborns expressed confidence 
in the power of breastfeeding to confer immunity. They also cited their 
efforts to manage food and nutrition as the foundation of their children’s 
health. By defining feeding practices as the center of health promotion, 
mothers communicated their commitment to their children in stereo-
typically feminine ways. At the same time, they fail to acknowledge 
how these choices are resource- intensive and not equally available to all 
mothers and children.

One online discussion of mumps was particularly informative. A 
mother who chooses to reject all vaccines posted this question: “My son 
is entering his teen years. Though not vaccinated so far I have to confess 
a concern over the effects of mumps. I would hate for him to become 
sterile should he get mumps. What does everyone do about this? Any 
advise/suggestions [sic] will be gratefully received”. Another mother re-
plied with advice. First, she addressed the rarity of mumps exposure:

My understanding of sterility by mumps is that even *if* our sons were 
to catch it, the likelihood of it going to the testicles is HIGHLY unlikely 
and then the risk of going sterile is usually— on the VERY rare occasion 
that it happens— in *one* testicle, leaving the other one unharmed. We 
are talking minuscule numbers.
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Yet as she continued to consider risk, this mother broadened her advice 
to identify other risks that she sees as more salient and that result from 
parenting practices, foods, or use of technologies that are incompatible 
with “natural” living, adding, “Personally, I am not worried about this at 
all. I think the risk of sterility from GMOs, laptops on laps, cell phones 
in pockets and other sources is much more likely.”

Lifestyle matters, but parents often return to the importance of nu-
trition in managing risk. One mother writes to the mother concerned 
about her teen son’s risk of sterility, suggesting she can mitigate risk 
through feeding— and that real risk belongs to those with poor access 
to nutrition.

Another thing to keep in mind is that when healthy people get sick, 
they can fight things off better than already- sick- from- bad- diet people. 
Eating properly is the key to overcoming illness. Vitamin A is a huge 
help in fighting viruses and finding ways of adding organ meats is a 
great way to get vitamin A into the diet. I realize it can be difficult to 
control the diets of teenagers, but at least you have a say about what 
he eats at home. Give him a good, balanced diet at home and hope-
fully he’ll remain strong enough to fight off anything that might come 
his way.

In these responses, mothers communicate various strategies to define 
and manage risk. First, they use the language of medical authority to 
speak to the probability of infection, which is rare. Second, they identify 
risk as existing in more banal activities in daily life— including laptops, 
cell phones, or junk food teenagers might consume away from home— 
which in turn characterizes vaccine refusal as the least risky of daily 
choices among myriad others. Finally, they suggest that parents can reit-
erate their authority over health decisions and their power through time, 
money, and supervision.

Breastfeeding and Nutrition as Good Mothering

Breast milk is widely touted for its superiority over formula because it 
contains antibodies to illnesses the infant’s mother may encounter. In 
promoting breastfeeding, government agencies frequently describe the 
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immunological properties of breast milk as a rationale for why “breast is 
best.” As the American Academy of Pediatrics explains,

Human milk  .  .  . contains many substances that benefit your baby’s 
immune system, including antibodies, immune factors, enzymes, and 
white blood cells. These substances protect your baby against a wide 
variety of diseases and infections not only while he is breastfeeding 
but in some cases long after he has weaned. Formula cannot offer this 
protection.2

Parents are aware of these kinds of claims of the superiority of breast-
feeding to formula and have in virtually all cases prioritized practices 
they see as more natural, of which breastfeeding is one. Using this logic, 
vaccines are crafted as unnatural. Parents are routinely asked to consent 
to vaccines within hours or days of the birth of their babies, as is the 
case, for instance, with the vitamin K injection to protect against a rare 
but serious blood clotting disorder. For many, these interventions seem 
unnecessary or redundant to the protection breastfeeding provides, and 
notably, all of the mothers in this study had breastfed babies, with more 
than half nursing for between one and five years, longer than experts 
recommend. Astrid Villa explains, “You have this tiny little infant that’s 
just been born, I’m breastfeeding already, which is providing the im-
munization from my breast milk, . . . and she wasn’t gonna be in any 
environments when she would potentially be exposed to any of these 
things, so why would we do that?”

Gabriela was also uncomfortable consenting to newborn vaccines. 
Highlighting her sense of authority through intuition as a source of deci-
sion making, she explains,

I just— I could not fathom injecting a foreign substance of any kind into 
the bloodstream of my infant. It just didn’t resonate or feel right on any 
level, and so I did research because I needed to make sure that my in-
stincts were going to be safe enough, because I definitely was torn. I’m 
not totally anti- vaccinations or vaccines at all. . . . I wanted to wait until 
he was two so his body just had a chance to really have the strength and 
have the immune system to have everything on its own.
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As she made the decision to delay vaccines for several years, she derived 
confidence from her intuition and her mothering to keep him well, 
explaining, “I just— I needed to trust breast milk and our lifestyle and 
everything else, and just felt like it was really important to keep him safe 
from those things.”

Mothers’ certainty that breast milk will protect their children, along-
side their desire to control disease risk through nursing, however, does 
not mean that it works. The AAP specifically outlines the kinds of infec-
tion breast milk protects against, none of which are vaccine- preventable 
diseases. For example, the AAP statement on breastfeeding notes,

This defense against illnesses significantly decreases the chances that your 
breastfeeding baby will suffer from ear infections, vomiting, diarrhea, 
pneumonia, urinary tract infections, or certain types of spinal menin-
gitis. Infants under the age of one who breastfed exclusively for at least 
four months, for instance, were less likely to be hospitalized for a lower 
respiratory tract infection, such as croup, bronchiolitis, or pneumonia, 
than were their formula- fed counterparts.

Breastfeeding indeed reduces the incidence and severity of some ill-
nesses, particularly respiratory and gastrointestinal viruses, because 
mothers who encounter those same strains at the same time their babies 
do build immunity, and those antibodies enter breast milk and are avail-
able to the nursing babies. Yet hearing the many immune- supporting 
benefits of breastfeeding, most parents believe that the benefits are 
much more expansive. And while breastfed babies are less likely to expe-
rience a range of sicknesses or hospitalizations, mothers often assume 
that breastfeeding protects completely against illnesses, providing what 
several parents (like Astrid) referred to as “immunization from breast 
milk.” Steph’s description of her surprise when her infant son developed 
an ear infection illustrates this: “He got an ear infection. I didn’t even 
know what it was because [my other son] never really had one and, 
you know, if you breastfeed your babies, they’re not supposed to get ear 
infections, supposedly.” Here Steph provides an example of how parents 
conflate reduced risk of certain infections— promised by organizations 
like the AAP— with assurance of no risk.
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Although claims of the superiority of breastfeeding have come 
under scrutiny,3 mothers who reject vaccine recommendations per-
ceive breastfeeding as protective. As some mothers were inclined to see 
breastfeeding as protecting completely against all illness, many also as-
sume erroneously that their own immunity from past illness or inocu-
lation could be transmitted to their children through breast milk. For 
example, several mothers falsely believed that their own childhood polio 
vaccine could protect their children through breast milk. Breastfeeding 
is a privileged maternal practice, disproportionately available to women 
who do not work for wages or have autonomy and flexibility in employ-
ment.4 Yet for mothers who distrust vaccines, breastfeeding also marks 
their maternal commitment to their children’s health, their perceived 
control over risk of disease, and their efforts to ensure health without 
having to defer to the generic medical recommendation that vaccines 
represent.

Breastfeeding also marks caregiving in highly gendered ways, as food 
is literally produced in the maternal body. Consistent with research 
that suggests that intensive mothering practice begins in pregnancy, as 
women’s prenatal health is causally related to children’s health, moth-
ers rely on their sense of their own prenatal health in justifying vaccine 
refusal.5 Illustrating this, Paula explains why she did not feel compelled 
to consent to infant vaccinations: “I had an extremely healthy pregnancy 
with her. Loaded up on all the vitamins and protein powders. . . . I was 
healthy and she was really healthy.” Thus, women perceive management 
of their maternal bodies— and deliberate efforts and ability to access 
sources of nutrition— as superior to medical interventions that physi-
cians, government agencies, or pharmaceutical companies might recom-
mend. As they see it, if a mother is healthy, her child will certainly be.

Healthy Bodies through Healthy Food

Many mothers also express confidence in their ability to mitigate risk of 
disease by managing their children’s nutrition more generally. In claim-
ing the superiority of homemade baby foods or organic products, they 
communicate their confidence in their ability to protect against illness 
through individual feeding strategies, as well as their acceptance of the 
moral and maternal responsibilities inscribed in healthism.
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Lauren, a mother of four, explains the role of food in her decision 
not to vaccinate: “We also are very conscious about how she eats and 
how, you know, that she eats mostly organic food. . . . I made all of her 
food at home the first— when she started solids, and so we try to keep 
her immune system strong in that sense as well.” Although there is no 
evidence that organic foods increase immunity to disease, mothers like 
Lauren describe their superior care by referencing their commitment 
to consuming high- quality, expensive foods and time- intensive ways 
of preparing them. Seeing feeding as inextricably linked to immunity, 
mothers consistently articulate a strategic intentionality in their choices 
as evidence that they are responsibly managing their children’s health 
without vaccines.

Tara, the mother of an unvaccinated child, insists that she avoids tox-
ins by managing “everything we can control” through organic and un-
processed foods. As we sit in a local vegan restaurant, she confidently 
explains,

We finally just moved into a house where we’re growing our own organic 
garden, which is nice. But we buy local as much as possible and organic. 
We don’t do premade. We make our own rice milk. We make a lot of our 
own stuff. We don’t do additives, food colorings. When we make Hal-
loween cookies, we make food coloring out of beets and semolina and 
carrots.

Lauren and Tara, like most mothers I interviewed, articulate the im-
portance of feeding the family as core caregiving responsibilities and key 
aspects of successful mothering. In claiming the superiority of home-
made baby foods, breast milk, or organic products, mothers communi-
cate their confidence in their ability to protect against illness, reiterate 
their sense of expertise and control, and highlight their advocacy for 
their children. They see these demanding and time- consuming prac-
tices as replacing the need for vaccines and protecting children from dis-
ease without expert intervention. They also locate control for children’s 
health with women, emanating from mothering practices that require 
the time, skill, and resources that come from privilege. Responsible only 
for their own children, they do not reference the privileges of their ac-
cess to time or food compared to children in other families.
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Healing through Nutrition

Some mothers express how food management did more than provide 
preventative care, but also could provide medicinal care. For example, 
Heather believes that her son’s health declined after receiving infant 
vaccinations. At age two years, he developed asthma and allergies. To 
address this, she began changing his diet. She describes the improve-
ments to her son’s health, and how managing his food and nutrition and 
seeking out healthcare from an alternative provider who believes in the 
importance of nutrition have made the difference:

That could partly be his age and it could partly be changes that we’ve 
made in our family lifestyle as well. We’ve done a lot of changes with our 
diet. I have him kind of on an anti- inflammatory diet for his asthma and 
[have] gotten a lot of supplements going, like fish oil and Juice Plus. . . . 
And [we’ve] been to see a doctor who specializes in those things as really 
kind of a natural approach to things, and he got us on some supplements.

Similarly, Katie treats her five- year- old son’s eczema and lack of con-
centration in school through diet modification. She explains,

His behavior is markedly different. When he has a lot of milk, he’s totally 
zoned out. Like, la la land. It’s almost like he’s drunk when he has milk, 
. . . which, I think, it’s a leaky gut thing. It’s almost like [it’s] released in 
his body like an opiate. So I’ve seen— and even my sister said— she’s like, 
“I kinda thought you were crazy,” but then she saw the difference in him 
after he had a bunch of milk.

Katie continues to explain her belief in her nutritional strategy, which 
also includes eliminating gluten, even as she does not get support from 
her family. “Yeah, people in my family think I’m kind of crazy. But you 
know, I’ve always sort of marched to my drummer, so it makes it eas-
ier to, you know: ‘Oh, look at Katie! Crazy Katie has her children on a 
gluten- free diet; that’s so crazy.’”

Katie’s husband disagrees with her efforts to consult occupational 
therapists, nutritionists, or other providers outside mainstream medi-
cine, as well as her choice to opt out of vaccines. He resents the addi-
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tional costs and doesn’t see evidence that any of these modalities work. 
To support these consultations, Katie works sporadically as a freelance 
writer and uses her earnings for her son’s care. She also reports that her 
mother often undermines her efforts when she goes over to visit: “She’s 
giving them milk and chocolate and everything else they’re not sup-
posed to have.” She elaborates, “Well, my mom thinks I’m weird. You 
know she’s— she’s very freaked out, like I— my son doesn’t— is off dairy 
and she will purposely give him milk in front of me, because she’s like, 
‘I’ve never heard of a child who can’t drink milk. That’s just your crazy 
thinking. Like, I don’t know where you get these ideas.’”

Katie articulates her advocacy for her son by managing his diet, even 
as she is undermined and criticized for doing so. Her willingness to 
work for wages solely to fund her son’s care suggests that finding sup-
port for diet management is significant to her. She describes her son’s 
health challenges in terms of “leaky gut,” a pseudoscientific explana-
tion based on the discredited research of the British physician Andrew 
Wakefield, who most famously erroneously claimed a causal relation-
ship between the MMR vaccine and autism through the gut. In choosing 
to breastfeed, manage nutrition, and seek out dietary solutions for al-
lergies, mothers like Katie articulate a view of themselves as committed 
to their children’s health and willing to advocate for it, even as they are 
challenged or undermined.

Managing Risk from Imagined Gated Communities

Many parents share the view that supervision is a way to guard against 
infection. Through intensive mothering practices, they evaluate risk 
and their individual ability to mitigate it through vigilance, as viruses 
or other sources of vaccine- preventable illnesses (and those who might 
carry them) can be spotted and avoided. Heather explains that her chil-
dren do not need all recommended vaccines because her caregiving 
limits potential exposure: “I was at home with them; they didn’t have to 
be in daycare. We were kinda attachment parenting- style, where I really 
didn’t separate from them at all. . . . Because of our lifestyle environment, 
[they’re] low- risk for some of these things.” Most mothers like Heather 
identify childcare staff and children who attend childcare as poten-
tial vectors of infection. They communicate their pride in practicing 
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attachment parenting (where mothers closely bond with their babies 
and prioritize physical contact and responsiveness day and night) and 
they value their abilities to avoid childcare settings, large or crowded 
spaces, and places where strangers may congregate.6 From their self- 
described commitment to care for their children’s bodies themselves, 
mothers emerge as accomplished risk managers, even as they rely on 
privilege to protect their children from these settings.

Although parents feel that they can control disease exposure, some 
anticipate that this will become harder as children age or travel, when 
they will have less ability to monitor their social worlds; they know that 
children will encounter increased risk of exposure as they will poten-
tially interact with more people. Lauren, for example, explains that her 
seven- year- old son wants to be a missionary and that illness, therefore, 
“is going to keep cropping up” in his life. Travel presents particular new 
challenges to parents’ abilities to manage social contact. Molly, for exam-
ple, admits she would reconsider her decision to opt out of all vaccines, 
depending on what countries she and her family visit. Although she feels 
she has thoroughly researched disease and vaccine risk in the United 
States, she acknowledges that this information doesn’t apply equally in 
all contexts. “Well, because I’d probably have to do all new research. . . . 
Where are we going? . . . Where are the outbreaks in that country and 
what are they of, and are they people that we’d be exposing ourselves to 
on a regular basis?” Similarly, Tara considers how travel would change 
her plans. She insists,

The only way I would consider a vaccine for him would be if we were go-
ing to travel to Africa or somewhere where there was a real— and it would 
have to be a real— imminent threat. And we probably would choose to 
just not go there until he’s a certain age, until his body has developed to 
a certain point.

In more general terms, Gabriela doubts that her preschool- aged son 
needs vaccines. She explains, “I feel that at this age and his exposure to 
the world, it’s not [necessary],” a view that would change, she notes, “if 
we travel more and as he gets older.” Yet, as they began planning a trip to 
Europe, Gabriela approached her physician to discuss what they might 
consider in terms of disease risk when traveling abroad. She recalls, “We 
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started talking to her about what we would need. We were flying through 
London. That’s one of the, you know, biggest— everyone in the world stops 
through Heathrow, and so she said, ‘Well, these are the things that he’ll be 
exposed to there. You need to be aware of that, including polio.’”

Although Gabriela considered the advice, she opted against vaccina-
tion: “Again, I decided to trust the fact that he was still primarily nurs-
ing” and not vaccinate. Yet Gabriela did seek out one vaccine, against 
tetanus, despite her discomfort with vaccines. Notably, tetanus is a dis-
ease that is not contagious— providing no herd immunity— but is ubiq-
uitous in soil and the environment. She explains her reasoning: “We did 
do one shot of the DTaP before that trip because he was starting to be so 
active outside and digging in the dirt constantly and, you know, walking 
and moving and that the DTaP was— I just wanted to be safe. That’s— 
that’s the only one I was able to do.”

Gabriela is certain that polio is a terrible illness and believes that if 
her son were facing sustained risk of exposure, she would want him to 
be vaccinated against it. She explains, “If I was going to travel with him 
someplace where there’s polio or some of these really devastating dis-
eases, I would definitely weigh the vaccination as the safer option than 
the exposure.” In thinking about this choice, Gabriela considers parents 
she knows who make different choices. “I have friends who have not 
chosen that. I have friends who live in India with their babies and no 
vaccinations, but they feel so powerfully about that that I feel like they’re 
safer than I would be with any doubt in my mind.” Noting her belief that 
intent and desire protect her child, she continues, “I have to really, truly 
believe what my choice is for him to be safe.”

In these narratives, parents place their children at the center of their 
risk calculus, and consider their ability to manage disease risk, which 
becomes more complicated as they envision travel to foreign countries, 
where it seems less controllable, more common, and as potentially de-
manding new strategies. Even as disease avoidance becomes harder, 
most parents express confidence in their abilities to manage it. Eliza-
beth, a mother whose children received no childhood vaccinations, 
faced these issues directly. Her process of changing her views on vaccine 
risk and necessity is informative.

In describing her decision to reject vaccines, Elizabeth explains that 
she and her husband “have a pretty ideal situation,” in that they both 
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worked from home while also employing a nanny. She compares her 
own situation to some of her friends “who knew in six weeks their kid 
was going into a [large childcare center] kind of environment where 
maybe your risk factors are higher.” In assessing risk in her home, she 
feels secure with her decisions. Yet, as she began planning a medita-
tion journey and vacation to India with her now- school- aged children, 
she recalibrated her thinking. She explains of her children, “They’ve 
traveled quite a bit outside of this country, but never to a Third World 
country— you know, that is in your face even more. So now we defi-
nitely feel like, ‘Oh, they need to be fully vaccinated. I’m not gonna 
take them to India and expose them.’” Elizabeth’s shifting perceptions 
of vaccines, like those imagined by others who provide similar descrip-
tions, illustrate the subjective meanings of disease risk and vaccine ben-
efit. As Elizabeth reflects on her “ideal situation,” she references the 
class privilege that allows her to secure an in- home (presumably vacci-
nated) nanny who could shield her children from infectious disease, as 
well as the choice to travel for her children’s enrichment. These choices 
underscore how access to resources shapes her views of healthcare as a 
consumer product, with vaccines serving as a kind of technology to be 
used according to individualized assessment, and facilitated by privi-
lege. Disease remains uncertain, but parents have confidence that their 
ability to identify risk, to choose when vaccines might be beneficial, 
and to use them on a schedule of their own design serves to manage 
these unknown variables.

As parents articulate their abilities to assess potential infection and 
protect their children from exposure, they draw on racialized narratives 
of disease. Perceptions of disease risk often represent anxieties about 
race and difference.7 The historian Leslie Reagan writes, “Infectious dis-
eases have never been confined to the body, for diseases are only under-
stood through culture and history.”8 These parents trust not only their 
ability to maintain social distance from others who might carry disease, 
but also their ability to use their privilege to discern when exposure to 
others might happen and under what terms. This is not to deny that 
disease risk looks different in different places, or that, until recently, 
wild- virus polio was present in India, while no case has been recorded 
in more than thirty- five years in the United States. Rather, this view of 
disease ignores epidemiological data that the majority of outbreaks of 
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vaccine- preventable diseases originate with unvaccinated children in the 
United States and those who have traveled in Northern Europe.9 Parents 
view their own children as consumers of travel and resources, but also as 
vulnerable to infection presented by others. Notably, none consider how 
their children might present risk to others— particularly to children with 
fewer resources or less access to care, including the undervaccinated, in 
the United States or abroad. These questions remain pressing to leaders 
in other countries, particularly those who host international events, like 
the Olympics or World Cup tournaments, but are outside the view of 
parents who cannot imagine their children presenting risk to others.10 
In so doing, they both claim privilege and then deny it exists by resitu-
ating risk management as individual processes that good parents take 
seriously.

The explanations parents offer for rejecting vaccines illustrate the 
importance parents assign to managing their children’s worlds and the 
invisible privilege it takes to do so. They construct imagined gated com-
munities, which, like their material counterparts, serve as symbolic and 
political ways of creating a safe haven from those deemed socially unde-
sirable, while allowing parents to align themselves with those they imag-
ine share their values, ideologies, and lifestyle.11 Vaccines are, at core, 
a technology of containment and a guard against both biological and 
social contagion.12 Parents who refuse vaccines aim to create a domestic 
sphere free from both state regulation and disease risk, neither contrib-
uting to public health nor acknowledging the broader communities in 
which they live. This parenting project, which focuses solely on one’s 
own children, allows parents to ignore how their unvaccinated children 
benefit from other people’s vaccinations and how their children might 
present risk to others.

One would assume that parents who see vaccines as risky would dis-
courage their use more broadly. Some did, but most parents I spoke with 
were more willing to assume that all parents are experts on their own 
children and should thus make their own decisions. As Lauren explains, 
“I would never ever tell anybody what to do because [what] if their child 
dies from measles or my child, you know, gets brain damage or dies of 
anaphylactic shock from vaccinating . . . I don’t push my opinion on 
anybody.” As such, vaccines remain an individual choice informed par-
ents should make.
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At times parents characterize other parents as inferior as a way to 
distinguish themselves and valorize their own practices. They often see 
other parents as failing to actively manage their children’s social worlds 
in order to optimize their health or manage risk and uncertainty. This 
is most observable as parents consider whether vaccines are appropriate 
for other children, even if not their own. For example, one mother of an 
unvaccinated toddler explains,

I think there are some vaccines that maybe some kids, maybe it’s okay 
for them to have, because maybe their parents don’t at all— aren’t at all 
educated and don’t— and compromise their systems. If you have a kid 
they’re going to be putting on antibiotics their whole life, their immune 
system, there’s already compromise. So maybe they do need to rely more 
on outside sources, because that is being done to them.

In accounting for how some children might need vaccines, parents can 
see the use of vaccines as a sign of weaknesses in other parents, or a nec-
essary crutch for those who fail to raise a disease- free child in a social 
world they have imagined as potentially free of risk. These seemingly 
uncommitted parents may lack financial, social, or educational resources 
to support the foods and lifestyle components parents who reject vac-
cines view as essential. They also may trust expert recommendations, 
which can be seen as a lack of independence. Yet as parents intensively 
manage their children’s lives, they can criticize others for lacking the 
same individualistic commitment to their own children, which in turn 
serves to celebrate their own superior care and commitment.

Risk and Perceptions of Control

Throughout all these strategies— breastfeeding, managing nutrition, 
monitoring social contact, assessing potential vulnerability— parents 
overwhelmingly express a desire to manage their children’s health, 
despite the reality that not everything is entirely controllable. In this 
context, vaccines represent one individual choice that is within a par-
ent’s control. Just as parents describe their choice to reject vaccines in an 
unmanageable world of potential toxins, they may also reject vaccines 
because they overestimate their abilities to safeguard their children. 
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Throughout parents’ narratives of health promotion and disease avoid-
ance, we see how vaccine choices represent their perceived ability to 
manage uncertainty though individual effort.

Physicians who recommend vaccines often express frustration that 
they cannot convince parents that much of their children’s infection risk 
is well beyond their control. Kira, a pediatrician and mother of young 
children, suggests that parents’ efforts to manage and limit vaccine up-
take represents a broader effort to control children’s lives. Identifying 
the reality that vaccine refusal is most often practiced by white, college- 
educated mothers, many of whom have waited longer to have children 
so they could finish their education, she observes,

I think there is something very real about women delaying childrearing, 
and the women who delay childbearing are educated and professionally 
successful. And how they have gotten to their education and professional 
success is through study. So they feel like if I just “study parenting,” study 
these medical decisions, study it as hard as I’ve done in my real life, I can 
know X, Y and Z. And it’s not true about pediatrics, nor is it true about 
parenting. I mean it’s trial by fire. Like, you don’t know until you know. 
I tell folks, at four months you may or may not have a good sleeper and 
you didn’t control that; that was your baby. You don’t control the baby 
that you have. And that’s a very difficult concept, I think, for successful 
women, that they can’t control this.

Kevin, a parent and pediatrician, also describes his efforts to edu-
cate parents about the limits of their own abilities. Noting parents’ 
belief that breastfeeding or social management can protect against ill-
ness, he explains, “My basic response, without being judgmental about 
it, is that breastfeeding, not being in daycare, decreases your risk, but 
it’s not zero. You go out and you’re amongst people and your risk is 
slightly lower, but it’s not zero.” As he counsels parents, he explains 
that social interaction is inevitable, as is disease risk. “You can’t live in 
a bubble.”

Sarah, a parent and pediatrician, sees much of the dilemma over vac-
cine choice to be a problem of contemporary parenting. She explains, 
“That’s just a consequence of parenting that sort of goes along with all of 
this, that we want everything. We don’t want to get sick, we don’t want 
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to suffer, but we don’t want to suffer the consequences of treating every 
illness and preventing every illness either.”

Parents often referenced the lack of certainty in their children’s lives, 
yet saw vaccine risk as something they could control. Some acknowledge 
how information about risk is intrinsically imperfect, requiring them to 
make the best decisions possible with the information available. Molly, a 
mother of three unvaccinated children, describes her lack of faith in ex-
pert calculations of risk and the importance of choice— not just for vac-
cinations but for all parenting decisions. Molly sees many places where 
experts tell parents they are creating risk by not following expert advice. 
She describes these messages: “‘You’re choosing not to vaccinate, you’re 
putting your child in danger. That’s not okay.’ And yet, it’s my choice if 
I want to take the risk of having a home birth or if I want to take a risk 
of having a hospital birth. I feel like that has to be my choice as a parent 
to make.”

Molly acknowledges some of the inevitable uncertainty that accom-
panies parenting choices. “I could make a wrong choice, and every day 
I’m faced with that, you know? ‘Am I driving the right way to school?’ 
It gets overwhelming. Corn syrup? . .  .  ‘Wow, I just gave my kid two 
suckers. What?’ You know, so it can become all- encompassing.” Yet, 
even as Molly and others acknowledge the limits of perfect knowledge 
of risk— for them and experts— they return to the belief that they are 
the best qualified to make these determinations. If risk is unknowable 
and uncontrollable equally to them and those who recommend vac-
cines, parents claim expertise and focus on the ways they can individu-
ally maintain control and promote health: through diet, breastfeeding, 
social contacts, or evaluation of possible vulnerability. As parents, they 
are uniquely qualified to manage uncertainty for their children. As such, 
they insist it is their call to make.
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Vaccine Liberty

We stand at the moment, I believe at a defining moment in 
the history of this country. I think future generations will re-
member that this was the beginning of the end of the first re-
public of the United States of America. When a government 
and its politicians sold out the constitution and the people 
of this country to the properties and the pharmaceutical 
industry, and the parasites and the carpet baggers that at-
tach themselves to that industry in the interest of profit with 
the illusion of public health. While just behind the curtain 
is the sickest group of children in any developed country in 
the world. A group of children who apparently need to be 
sustained by the candy- coated offerings of the very industry 
that I believe put them there in the first place. We will not 
stop until this fight is won. . . . 

You have had something taken away from you as a people. 
And I am not talking about your rights in SB277. I believe 
it is your innate instinct for the well- being of your children 
that has been usurped by pediatricians and doctors who 
think they know better when they do not. There is no one 
who knows a child better than her mother. . . . So my mes-
sage to you, please people, is you must go back and you must 
trust your instincts. You must believe in yourselves as you 
have never done before. And do not let that be taken away 
from you. Because everything I have learned about vaccine 
safety and about autism in particular comes from you. It 
does not come from my profession. All they have taught me 
is what we don’t know. What I have learned from you is what 
we do know and what we should know. And what we should 
continue to pursue.

. . .  This is not a time to be frightened of anything at all. 
And I speak to my colleagues in particular. If in this battle, 
if you leave yourselves a lifeline, if you are concerned about 
your respectability, about what the mainstream media or 
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the bloggers say about you, about what your colleagues say 
about your status in this profession, then you are lost to 
this cause. You have to cut all of the lifelines. Because if you 
don’t, you will take the way back. If you cut those lifelines, 
then there is only one way and that is forward. . . . So do not 
fear. This is not a time to be afraid. Trust your instincts. I 
have been in this for 20 years and I will fight this battle until 
I die. Because your children are worth fighting for.
— Andrew Wakefield, Health Freedom Rally, Santa Monica, 
CA, July 3, 2015, in response to California’s SB277, which 
removed personal belief exemptions to vaccinations from 
state law.1

How do parents who reject recommended vaccine schedules deal with 
the negative feedback from other parents, friends, doctors, schools, or 
even their own family members? Such challenges informally commu-
nicate, sometimes aggressively, that parents have violated important 
social rules by rejecting vaccines. Social vitriol is a common topic on 
online discussion boards between parents who opt out of vaccination. 
For example, one mother writes of her challenges deciding when and to 
whom to disclose her decision to opt out of vaccination:

I’m actually having a hard time too, especially with sharing our choice if 
anyone ever asks, most of my really close friends and family just respect it 
and leave it alone (maybe secretly think we are nuts, but i’ll take that). . . . 
I’m tired of feeling nervous or anxious about this conversation coming up 
with play groups or new friends, parents who may be uncomfortable, or 
attack me because “their kid is in danger.”

Another mother notes similarly, “Our son is 2.5 and we haven’t vacci-
nated, nor do we plan to, but am I the only one who feels bullied about 
having made this decision? Or even scared?” 

In online discussions, mothers frequently post about their experi-
ences of receiving negative feedback for their vaccine choices. These 
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exchanges often follow particularly high- profile news stories— for ex-
ample, those covering recent outbreaks of vaccine- preventable illnesses 
and identifying pockets of children with very low vaccination rates. The 
public comments posted in response to these online news stories in-
sist that vaccine refusal creates risk in particular communities, a hurtful 
proposition to parents who reject vaccines but don’t see their individual 
choice as affecting others. Illustrating this, one mother described a sense 
of shock that one of her friends posted on Facebook a news article about 
record- high rates of measles.

The friend who posted this does not have children, and the article posted is 
probably the only vaccine- related article they’ve read this year, and some-
times I feel that the entire pharma- medical industry keeps their pockets full 
by fear- mongering. We are definitely in the minority in our circle of friends 
and are okay with that, but wow, sometimes it is just exhausting.

Referencing the same article, another mother writes, “I had two FB 
friends post the article, and each had about three responses. It felt like 
a bit of a witch hunt with responses such as ‘I am so nervous when my 
infant is around unvaccinated kids, my oldest is vaccinated so she is ok’ 
and ‘the Jenny McCarthy theory was debunked.’”

Social media often provide an outlet for social disapproval, where 
opinions can be freely posted and shared without actually seeing those 
they criticize. One woman explains,

A FB friend (who also happens to be a former coworker of mine from 
when I worked for big pharma— and he still does) posted this [measles 
story] today too. Along with some angry comment about “stupid people 
who dont [sic] vaccinate.” My children are not vaccinated and I won’t be 
bullied into it.

As rates of vaccine- preventable disease increase, blame placed on those 
who don’t vaccinate has grown in noticeable ways. The pediatrician Kira 
Watson also notices this trend and relates of her medical practice,

I’m starting to get more [questions] with [increasing rates of] pertussis 
in the last six months being such a hot topic in Colorado. I’m starting 
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to get more of this question. I didn’t used to get it: “What percentage of 
your practice is not vaccinated in the waiting room?” which I think is an 
awesome question. So that tells me people are really thinking about it dif-
ferently than maybe even five years ago.

Although parents share experiences of facing anger from those who 
disapprove of their choices, there is disagreement among them about 
how to best manage it. On one hand, some advocate for parents to po-
litely smile and ignore critics. One mother suggests in a forum,

I think it’s to the point where we need to keep quiet about our health 
choices if we are not within a like- minded community. I used to feel like 
I was a rebel and was educating people when the subject came up (not 
lecture- y or anything, just sharing in a simple way to show that “normal” 
people are thinking about these things), but now I just nod and smile if I 
am with a group that might not accept my views.

Another mother agrees, “Good input, especially about keeping our 
mouths shut and just smiling. Otherwise it’s just a problem. I’m sure 
most of us deal with it within our own family circles too. I have a retired 
[physician] mother in law; imagine how she feels about our choices!”

Parents perceive a division between those who are sympathetic to the 
position that vaccine choice is personal and those who are not— who 
see vaccine refusal as a rejection of public health and a willingness to 
introduce risk to others. Parents’ forum comments also represent the 
varying strategies they believe parents should use to manage informa-
tion about their choices. In contrast to those who suggest smiling and 
keeping quiet, others insist that parents who reject vaccines need to 
speak out about their choices to educate others. One mother of children 
who received some vaccines before she began questioning vaccine safety 
explains, “How I wish that someone cared enough to enlighten me. If 
someone would have just shared, I would not have made all the mistakes 
I made. The only people that were opening their mouths and giving me 
their advice & telling me what to do were the wrong type of people.”

In thinking through how to respond when others confront her about 
her vaccine choices, this mother describes her plan to dismiss them by 
accusing them of following recommendations blindly: “I’ve decided that 



Vaccine Liberty | 213

if anyone should outright attack me, I am going to ‘baaaa’ them. I’m 
going to just not bother w/justifying myself and just tag them for what 
they are:  ‘Oh, sheeepy, sheepy, sheepole, so sad that you’re a sheepy. 
Baaaaa, baaaaa.’” Sharing this view that those who follow expert recom-
mendations are less enlightened than those who reject vaccines— and 
are proverbial sheep— another mother offers, “We are fierce, indepen-
dent thinkers and intelligent. Tough skin comes with the territory, with-
out that you cave. I think we have it as our duty to keep our mouths wide 
open. If people don’t like what we say ‘F’orget them! You did your part.” 
As she recalls another woman who had shared her own process of com-
ing to reject vaccines, she relays a sense of gratitude:

I never knew or met anyone who didn’t vaccinate their child, until I met 
a chiropractor who kept those books around her office. She had monthly 
“Vaccine Talks” that were decidedly more on the “think again side”. She 
asked us to put as much research into both sides as we would into buying 
a new car or house. . . . She put the seed into my head. What would I have 
done if she kept her mouth shut?

From this experience, she explains, emerges a sense of obligation to 
proverbially pay it forward. This obligation overshadows any personal 
discomfort or disapproval she may face.

Social media also become a resource for those who feel an obliga-
tion to speak out about their own decision to reject vaccinations. One 
mother suggests,

FB is the easiest place to be completely frank about these things. I never 
hesitate to stir up trouble on web boards *when new moms ask* or seem 
to be searching. To not be completely obnoxious, and not cause too much 
trouble, I rarely say anything unless someone specifically asks a general 
question at mom’s groups about vaccination and even then, often I don’t 
say anything unless I’m asked directly.

This shared sense of obligation to speak out affirms parents’ sense 
of themselves as not necessarily stigmatized, but rather, wise in a world 
of others who remain unenlightened.2 In response, parents collectively 
advocate for what they see as the higher moral ground. Despite the dis-
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comfort that comes with disapproval— of feeling stigmatized— they re-
cast their views and actions with a shared sense of self- righteousness 
and a duty to speak out. In doing so, they often find themselves feeling 
vindicated as others behave badly. For example, one mother writes,

Yes, the vitriol is depressing— unnerving, didn’t realize it was that bad 
out there. Most people I know say things behind my back & then I hear 
about it later. At this point, they are way too afraid to say snide/nasty 
things to my face. I’ve heard 2nd hand, the “you are irresponsible, selfish 
parents . . .” But, yeah, I hear it second hand, and I know exactly who in 
our family/friends have said what, and eventually, they realize I know 
what they have said. And, when they realize that I know, they are the ones 
that are squirming.

In each of these narratives, parents understand themselves as indepen-
dent, thoughtful, and deliberate, in contrast to those who mindlessly ac-
cept expert advice. None of these negative interactions inspired parents 
who reject vaccines to question their views. Rather, these critical interac-
tions served as further evidence that they were on the right path in ques-
tioning vaccine recommendations and the providers who offer them.

Navigating Disapproval in Medical Systems

Parents who reject vaccination often want pediatricians to help care for 
their children in other ways, beyond immunization. Parents enter these 
encounters understanding that they will have to manage information 
about their rejection of vaccines. For example, one mother refuses to go 
to public health clinics because of their insistence on vaccination. She 
explains, “I’ve heard that they’ll send you card after card after card that 
you’re late, you’re, like, delinquent, and I have four kids and it would be, 
like, filling my mailbox.” Instead, she has found doctors who are flexible 
about vaccination, but many do not accept insurance and demand cash 
payments. She explains, “I’m at a loss. . . . I went to this other doctor 
[but] he doesn’t take insurance, so it’s quite a pretty penny out of our 
pocket.”

Parenting blogs and neighborhood listservs are filled with requests 
for advice on where to find “vaccine- flexible” pediatricians, with many 
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listing replies about doctors they like or advise avoiding. One mother 
recommends more optimistically that parents should schedule a meet-
ing with a pediatrician and then “ask your pedi if he/she vaccinated 
their own children. You may be surprised at the answer as many don’t 
or they delay, separate etc.” These replies identify the larger landscape in 
which networked parents, those more likely to have resources, approach 
physician selection as they would a service provider to be reviewed and 
vetted.

Outside the well- care context, when children are injured or sick, par-
ents often find themselves in encounters with doctors with whom they 
do not have a relationship. In many of these interactions, parents expe-
rience doctors as inflexible and unwilling to adopt treatment protocols 
that are out of the ordinary. Although they identify this inflexibility in 
other arenas, it appears most clearly in the context of vaccine decisions.

In one example, Lauren, a mother of four unvaccinated young chil-
dren, describes feeling surprised that her infant’s croup was taken seri-
ously and treated immediately at the emergency room:

She didn’t even make it through triage because she was, like— I don’t 
know, she was turning blue or she was choking so bad the nurse was 
like, “Come with me” and he’s, like, yelling for the doctor and the doctor 
comes running in and he’s grabbing her out of my arms and laying her 
down and they’re immediately getting steroids . . . and then getting out 
the nebulizer and nebulizing her. And they were so nice to me. It’s the 
nicest treatment I’ve ever had, and I thought, “Wow. I’m always coming 
[here]. Wow. Like this is the best emergency room doctor ever. This is the 
first time they’ve been treating me like a human being.”

When her son came down with the same illness a few days later, Lauren 
rushed to the same emergency room, thinking, “We’re just going to go 
to the hospital; hopefully we’ll get the same nice man to give the ste-
roids.” This time, with a toddler whose symptoms were less serious, they 
were stopped at triage and asked many more questions, including about 
vaccination. Lauren then asked for the same physician who had been 
kind a few nights prior. “Sure enough, he walks in and I’m so happy and 
he’s— you know, because he was so friendly— and he doesn’t even look at 
me.” Lauren tries to get his attention. “And I’m like, ‘Excuse me, excuse 
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me, but do you remember me? I was just here three nights ago?’” As she 
recalls, he then looked up from her son’s chart with a look of confusion. 
“I don’t understand— why is it that you vaccinated your daughter but 
not your son?”

In that moment, Lauren understood the difference in the treatment 
she had received. “Wow. This just explains everything to me right there. 
And I said, ‘We didn’t vaccinate my daughter— why do you think we 
did?’ And he said, ‘That wasn’t on the chart. I would have noted that.’” 
Lauren explained to him they had not gone through triage or patient 
intake. “Nobody ever asked me because they whisked me right in.” She 
remembers his look of disapproval. “And he said, ‘Nobody ever asked 
you that? . . . Well, that’s a problem,’ or something and he is just nasty.”

Rather than reassuring her this was the manifestation of “a nasty 
virus going around,” as he had with her daughter, he instead expressed 
concern about more serious issues, including diphtheria or epiglottitis, a 
symptom of haemophilus influenzae B or Hib, both vaccine- preventable. 
“We are going to admit him to the hospital. We are going to take all these 
X- rays. We are gonna do all this stuff.”

Lauren argued that the response was ludicrous. “Oh, come on. Like, 
my daughter was just in here. She was far worse off. You told me, ‘I’ll see 
you in three days,’ and here I am three days later.” She insisted that her 
son’s symptoms did not look like epiglottis, and that diphtheria was un-
likely. The physician admitted that his symptoms did not look like Hib, 
but could nonetheless be the beginnings of it and had to be ruled out. He 
was unrelenting. “And so he is just nasty and he’s like, ‘We’re admitting 
him to the hospital. This is what we’re doing because you didn’t immu-
nize.’ He was just flat- out, this is the way it’s gonna be.”

After experiences like these, many parents describe their efforts to 
steel themselves for future interactions with healthcare providers. Lau-
ren, for example, describes her preparations before she takes her son 
to the emergency room, particularly after experiences like the one de-
scribed above, in which an emergency room physician treated her better 
when he believed that she had vaccinated her kids.

So I go through and I read all the symptoms for everything so that I’m, 
like, fully brushed up. . . . And it’s been sad because there’s been times 
where I would have, like, rushed my child to the hospital, but I seriously 
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feel like I need to get out a book and find out, can they possibly blame this 
on me and not immunizing, and how do I defend myself?

In preparing for providers’ disapproval, parents like Lauren see them-
selves as adversaries to those they must also rely upon to help their chil-
dren, particularly in times of crisis. They enter these encounters with 
a view of medicine as inflexible and identify ways to navigate around 
providers, while maintaining a sense of themselves as good parents. Lau-
ren participates in a broad network of homeschooling families who do 
not vaccinate and whom she regularly asks for guidance. “I’ve asked all 
my friends who don’t immunize, ‘Oh, what do you do?’ ‘Oh, well, we lie. 
We lie.’”

Lauren understands her friends’ strategies, particularly in anticipa-
tion of disapproval from doctors. Yet she is uncomfortable with their ap-
proach, because she wants doctors to most effectively help her children 
when they need it, which she believes requires having accurate informa-
tion about their medical histories. Lauren knows that it would be easier 
to hide the fact that her children are not immunized, but doesn’t feel she 
can. “It’s solely, I just want what’s best for my children.”

Many parents who reject vaccines believe that in emergency room 
settings, their children are subjected to extra interventions and unneces-
sary invasive tests. Although these are presented as necessary to rule out 
vaccine- preventable illnesses, parents perceive them as punishment for 
their choices. Expecting this treatment, parents describe their laborious 
efforts to collect information and prepare. Patricia’s experience illustrate 
this. When her nine- year- old daughter complained for several days that 
she couldn’t sleep and was having difficulty breathing, Patricia, believ-
ing she had choked on a piece of carrot the day before, took her to the 
pediatrician, who sent her for X- rays. When doctors could not see the 
carrot on the X- ray, she was admitted to the hospital for additional tests 
and was prescribed antibiotics.

Although her daughter was partially vaccinated in the first few years 
of life, she had not at that point received a vaccine in over five years. 
Patricia recalls that the hospital pediatrician, upon learning she was 
partially unvaccinated, “immediately quarantined her and tested her 
for pertussis [whooping cough].” Patricia thought this was silly, but 
since she was pregnant at the time and grateful for the private room the 
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quarantine granted her daughter, she agreed. “I was like, okay, private 
room, I’m not gonna complain. Go ahead and quarantine us. Whooping 
cough? Whatever. . . . She choked on a carrot.”

Facing suspicion that lack of vaccines led to her daughter contracting 
pertussis, Patricia recalls the sense of relief when her daughter finally 
coughed up the carrot shard.

She finally, after all this, coughed up a sliver this long [holding her in-
dex finger and thumb apart] and I was the crazy person. I was like, “Oh, 
look. Look!” Thankfully there was a nurse in the room who witnessed the 
whole thing and knew I didn’t just bring it in. Because I was like, “Oh, 
where’s the doctor? I want to show him this! How did he miss this?” And 
then her oxygen returned to normal immediately and they checked us 
out. Upon checkout, the doctor says, “We’ll, um, we’ll let you know what 
the results of the tests were for the whooping cough.”

Stories like these were common among parents who opt out of vac-
cination but still seek medical care when they feel it is necessary. In each 
account, the individual doctor who doesn’t know them is demonized, 
described as inflexible and lacking in compassion and common sense. In 
dismissing them, parents reiterate their role as experts on their children’s 
health, even as they require medical attention from others.

Parents are not the only ones who face disapproval when children are 
unvaccinated. Pediatricians who have unvaccinated patients also believe 
that hospital- based pediatricians react negatively to their patients and, 
in turn, them as providers who facilitate those choices. Kevin, for ex-
ample, notes, “You’re talking on the phone to an emergency room doctor 
and you let them know that they’re unvaccinated, and sometimes you 
feel a little resentment.”

Similarly, Ben has observed negative attitudes toward his patients and 
their families when they encounter other providers. This was clear to 
him when he went to see one family whose child was admitted to a local 
community hospital:

My patient who was hospitalized— when I spoke to . . . the on- call phy-
sician— I know she had given them a really hard time because they don’t 
vaccinate their kid. Now, meanwhile, this is a child who is two and a half 



Vaccine Liberty | 219

years old, has never been sick once, totally unvaccinated— I guarantee 
you is healthier than this physician, because— eats organic everything, 
eats more fruits and vegetables than anyone I know. I mean, just basi-
cally got unlucky and got RSV3 and pneumonia and so got admitted to 
the hospital, and then the physician gave— actually gave me a hard time 
about them not being vaccinated.

Ben recalls speaking to the hospitalist, who “said something like, ‘You 
know, maybe you should try to get your patients to vaccinate more.’ And 
I said to her, ‘Was this a vaccine- preventable illness?’ And she was like, 
‘No.’ So I said, ‘What does that have to do with anything, then?’”

In the specific, these experiences illustrate how vaccine status be-
comes a central concern, even when the current health crisis is unrelated 
to vaccine- preventable disease. More generally, these interactions show 
how violation of the norms of vaccine participation are policed, even 
between professionals.

Refusing Patients Who Refuse Vaccines

Parents who seek out pediatricians who won’t mind if their children are 
deliberately unvaccinated are not always successful. One mother recalls, 
“I was searching for a doctor that we could use and I called probably 
fifteen practices and asked, you know, ‘Can I bring my child here if 
they’re not vaccinated?’ ‘No. Absolutely not. What are you thinking?’ 
And things like that, so it’s hard to find a doctor that will even take you.”

Providers, faced with patients who have come to reject vaccines, are 
increasingly choosing to expel or exclude these families from their prac-
tices. In choosing to do so, they voice two overarching concerns. First, 
they note that they cannot provide high- quality care when patients and 
their parents do not trust their expertise. Second, these physicians argue 
that unvaccinated patients present a risk to other patients— particularly 
infants— in their practice and waiting rooms and they are unwilling to 
absorb that risk or place other children in jeopardy.

Many parents in this study describe being explicitly or implicitly 
made to feel uncomfortable as patients in a practice that inflexibly sup-
ports vaccination and refuses to accept parents’ own crafted health-
care plans. For example, Patricia recalls seeking out a pediatrician to 
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examine her daughter after she was delivered at home because she had 
a birthmark- like raised skin discoloration, later diagnosed as a heman-
gioma (a cluster of capillaries not uncommon in newborns that usually 
disappear over time without treatment). She recalls of her one appoint-
ment with that pediatrician,

She had some discoloration . . . on one side of her body, so I wanted a 
pediatrician to look at it, and that was the only thing we brought her in 
for. And he was— he gave us a lecture on vaccines. . . . He said, “Will she 
be getting shots at this visit?” I said, “No, we’re just here for this right now. 
He goes, “Well, are you doing”— he asked something about vaccines— 
and I said, “Well, at this time right now we’re not vaccinating right now,” 
and he said, “Oh, well, you probably shouldn’t come to this practice then, 
because all our clients are vaccinated.”

In Patricia’s story, similar to those that others parents recounted, phy-
sicians opt not to treat children for other conditions because of their 
parents’ vaccine choices. As parents recall the encounters, they describe 
the physicians as inflexible, condescending, and dismissive, seemingly 
unwilling to meet them where they are. Physicians presumably see these 
new patients as unlikely to be receptive to a trusting relationship, in light 
of their sense of resolve against vaccines when they enter. Yet physicians 
often describe themselves as willing to compromise, not because they 
respect the parent but because they want to protect the child by any 
means. Carrie, for example, explains her approach:

I do also have the philosophy of better some than none. And I am not an 
exclusionist. Like, I won’t say— although there is a small part of me that 
would love to say— “I don’t want to see you anymore if you’re not gonna 
do what I say.” But I don’t. I try to work with families, because you can’t 
punish the child for the parents’ poor decision making. So better to get 
some vaccines on than none.

The second reason to evict families from medical practices— risk to 
other patients— brings us to a case that was cited periodically in my re-
search, and returns us to Dr. Bob Sears. A measles outbreak drew national 
attention, in large part because measles had been declared eradicated from 
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the United States in 2000, but quickly reemerged in 2004. In 2008 eleven 
children in San Diego became infected; the infant who became the sick-
est was too young to be vaccinated. Critically ill, he was hospitalized and 
lost one- third of his body weight before finally recovering. He became 
infected in the waiting room of his pediatrician, Dr. Bob Sears. Dr. Sears’s 
office is organized like that of many pediatricians. It has a side for well 
patients and a side for sick patients, a distinction the measles virus failed 
to observe. Unlike most pediatricians, Dr. Sears endorses an alternative 
vaccine schedule and estimates that 20 percent of his patients are unvac-
cinated, while another 20 percent are only partially vaccinated.4 In an on-
line statement, Sears discussed the outbreak in which his measles- infected 
patient infected other children in his office:

I believe our nation can tolerate a certain percentage of unvaccinated 
children without risking the overall public health in any significant way. 
Since most children are vaccinated, our nation has enough “herd im-
munity” to contain outbreaks like this one. However, in the San Diego 
case, some infants caught measles before they were old enough to even 
be vaccinated. Fortunately, all cases passed without complications, as is 
usually the case with measles. So the question is, are unvaccinated parents 
putting the rest of our children at risk? Maybe a little. But in my opinion 
parents SHOULD have the right to make health care choices for their 
children. They should not be forced into vaccinating if they feel strongly 
against it.5

Sears was notably unapologetic about the baby’s infection in his of-
fice. He acknowledges that it was unfortunate, but holds that the paren-
tal rights of those who opt out are of greater importance than the rights 
of the parents of infants to be safe. The 2014 Disneyland outbreak tells a 
similar story. Those who were exposed at Disneyland traveled home. Ex-
periencing symptoms, they went to doctors’ offices and hospitals, where 
others were exposed, eventually infecting hundreds. These issues are not 
unique to measles and arise frequently with more common illnesses like 
pertussis, which reached a high of more than forty- eight thousand cases 
(and caused twenty deaths) in 2012.6

The pediatrician Sarah Cazan is supportive of parents who reject vac-
cines, having delayed them for her own children. She is also sympathetic 
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to her colleagues who eject unvaccinated children from their practices. 
“It’s pretty valid. I mean, I had— we— at that private practice that I was 
in— we had a patient who probably got pertussis in the waiting room.” 
Sarah’s sympathy for that policy is reinforced by her memories of that 
two- month- old baby, hospitalized and struggling to breathe, “gasping, 
not gasping, turning blue,” and her concern about whether the baby 
would suffer long- term complications.

Many parents would be surprised to know that the American Acad-
emy of Pediatrics (AAP) and the Centers for Disease Control and Pre-
vention (CDC) actually discourage doctors from evicting patients from 
primary care practices. As one CDC publication advises physicians,

When an infant is due to receive vaccines, nothing is more important 
than making the time to assess the parents’ information needs as well as 
the role they desire to play in making decisions for their child’s health, 
and then following up with communication that meets their needs. When 
it comes to communication, you may find that similar information— be it 
science or anecdote or some mix of the two— works for most parents you 
see. But keep a watchful eye to be sure that you are connecting with each 
parent to maintain trust and keep lines of communication open.

The statement continues, “Success may mean that all vaccines are 
accepted when you recommend them, or that some vaccines are sched-
uled for another day. If a parent refuses to vaccinate, success may simply 
mean keeping the door open for future discussions about choosing 
vaccination.”7

At the same time, national organizations also advise doctors to bring 
vaccines up at each appointment and to work to build trust and keep 
communication lines open. While parents may perceive this as badger-
ing, the AAP advises,

Health care professionals and parents are bound by the duty to seek med-
ical benefit for and minimize harm to children in their care. When faced 
with the decision to immunize a child, the welfare of the child should 
be the primary focus. However, parents and physicians may not always 
agree on what constitutes the best interest of an individual child. In those 
situations, physicians may need to tolerate decisions they disagree with 
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if those decisions are not likely to be harmful to the child. Although 
decision- making involving the health care of children should be shared 
between physicians and parents, parental permission must be sought be-
fore children receive medical interventions, including immunizations. 
Parents are free to make choices regarding medical care unless those 
choices place their child at substantial risk of serious harm.8

Barbara Loe Fisher, founder of the NVIC, advises parents to be wary of 
coercion from doctors who threaten eviction should parents refuse their 
vaccine recommendations. “If your pediatrician or doctor refuses to pro-
vide medical care to you or your child unless you agree to get vaccines you 
don’t want, I strongly encourage you to have the courage to find another 
doctor.” In these ways, the CDC, the AAP, and the NVIC are in agreement 
on the approach doctors should take in respecting parental choice.

Although the AAP directs physicians to work with parents and to re-
spect parents’ concerns, the organization also makes available a strongly 
worded form that parents who refuse vaccination can be asked to sign 
should a provider feel it is necessary to document the refusal and their 
efforts to persuade the parents. The form asks parents to acknowledge 
that they have read the CDC- issued information, have discussed vac-
cinations with their child’s doctor or nurse, have received answers to all 
their questions, and understand the possible consequences of rejecting 
vaccines on schedule, which include the following:

•	 Contracting	the	illness	the	vaccine	should	prevent	(The	outcomes	of	these	
illnesses may include one or more of the following: certain types of can-
cer, pneumonia, illness requiring hospitalization, death, brain damage, 
paralysis, meningitis, seizures, and deafness. Other severe and permanent 
effects from these vaccine- preventable diseases are possible as well)

•	 Transmitting	the	disease	to	others
•	 Requiring	my	child	to	stay	out	of	child	care	or	school	during	disease	

outbreaks

The consent form also asks parents to sign the following statement:

My child’s doctor or nurse, the American Academy of Pediatrics, the Ameri-
can Academy of Family Physicians, and the Centers for Disease Control 
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and Prevention all strongly recommend that the vaccine(s) be given ac-
cording to recommendations. Nevertheless, I have decided at this time to 
decline or defer the vaccine(s) recommended for my child, as indicated 
above, by checking the appropriate box under the column titled “Declined.”

I know that failure to follow the recommendations about vaccination may en-
danger the health or life of my child and others with which my child might 
come into contact.

I know that I may readdress this issue with my child’s doctor or nurse at any 
time and that I may change my mind and accept vaccination for my child 
anytime in the future.

I acknowledge that I have read this document in its entirety and fully under-
stand it.9

This form aims to help the 85 percent of pediatricians who report en-
countering a parent who refuses or delays one or more vaccines and the 
54 percent who report encountering a parent who refuses all vaccines. 
The form is designed to help document that they have informed parents 
that their choices are ill- advised. Yet the wording is alienating to parents 
and impedes the other professional goals specified elsewhere of build-
ing a relationship of trust and respect between a parent and provider.10

Sarah is critical of doctors who use the AAP form. She recognizes 
how it might be appealing to some physicians, even as she sees it as dis-
respectful to parents:

My colleague who is a pediatrician wants to post that— something like 
that letter, “We firmly believe” so that she can not have to have that con-
versation at every well- care [appointment]. And I really think that telling 
a parent that this decision, which is keeping [them] awake at night, is 
so— so not important to me. It’s not the way that I care to practice.

Kevin describes his approach in his private practice: “We have a vac-
cine refusal form that we wrote up, which is less inflammatory than the 
AAP’s, but I honestly don’t even always have them sign that. I sometimes 
get— I document in my notes that we talked about the risks and benefits 
and that I recommend the vaccines.” Worrying that the form can po-
tentially foreclose discussion, Kevin continues, “If I do end up giving it 
to them or they get it from someone else, I just say, ‘This is just that we 
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talked about this and this is your decision at this point. You can change 
it at any time.’ But that does take a lot of time.”

Parents see the form or documentation about them, even in chart 
notes, as damaging to the physician- parent relationship. Many under-
stand where the physician practices are coming from, but also explain 
how hurtful being described as noncompliant can feel. One mother 
explains,

So that’s a prevailing way of thinking in the medical community, which I 
kind of understand because of liability, and then they have the problem of 
if they have told you to do something and you don’t do it, and they don’t 
have it documented, . . . [but] they have to put all this awful terminology 
in your chart like “patient refused to comply with my orders,” . . . then 
when you request your medical records and you see the horrible things 
that they’ve written about you, you leave.

Parents, even those not evicted from practices, must decide whether and 
to what extent they want to continue to wrestle in difficult discussions 
with their children’s providers in hopes of developing a relationship of 
equals. Most describe this as somewhat futile and give up.

The Right to Opt Out: Perceptions of Personal Belief Exemptions

To access schools, camps, or childcare settings, parents either need docu-
mentation from health providers stating that their children have received 
all recommended vaccines or must find a way to exercise an exemption 
as permitted by the laws in the state where they live. As parents share 
information about doctors, parenting, nutrition, and vaccines, they also 
devise complex strategies to circumvent vaccine requirements while still 
ensuring their children access to these child- centered activities.

All fifty states offer some form of exemption, even as parents see 
these exemptions as inadequate. Parents share information online 
and in person about how to navigate requirements and how to opt 
out within the framework of exemptions that vary across states. In all 
states, parents may opt out of vaccination for their children for medi-
cal reasons. However, using this requirement is difficult since it often 
requires documentation from a medical provider that a child is vulner-
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able to adverse reactions from vaccination. In all but three states (Mis-
sissippi, West Virginia, and as of 2016, California), parents can exercise 
an exemption for religious beliefs that oppose vaccination. Most states 
require a statement to the school or childcare setting— both public and 
private— describing the religiously held beliefs. Research suggests that 
the use of religious exemption does not match data on religious belief 
or vaccine choice and has increasingly become a tool by which nonre-
ligious parents opt out of vaccination requirements.11 Parents in about 
eighteen states may use an exemption based on personal or philosophi-
cally held beliefs. Claiming an exemption ranges from a signature on 
a form, to a signed affidavit or essay, to signatures from pediatricians 
verifying that parents have been educated about risks of opting out. 
These requirements vary by state. Because vaccine refusal is relatively 
uncommon, parents from around the country often share information 
and offer advice online, which means they sometimes embrace strate-
gies geared toward parents in other states to meet legal and regulatory 
frameworks that don’t apply to them. Nonetheless, this information 
shapes their perception of state policy.

First, parents resent how little information is offered about the avail-
ability of exemptions. Even in states that permit exemptions, parents 
are hard- pressed to get information about their availability. This is not 
particularly surprising, considering the strong preference that states 
have in limiting the size of their unvaccinated population. One mother 
describes her frustration:

I work at my son’s [Waldorf] school, and we are legally not allowed to 
discuss the exemption forms if people don’t ask for them. . . . I still re-
member the panic I felt when I got the letter (before I started working 
there) stating that he would not be admitted if his vaccines weren’t up to 
date. I called, saying, “Isn’t there an exemption?” And of course there is, 
but the thing that pisses me off is that we’re not allowed to say it! I mean, 
we can say it after they ask, but not technically before.

Margaret also expresses her frustration with hearing how much par-
ents who want to exercise a personal belief exemption are discouraged 
from doing so by school personnel who communicate vaccine man-
dates but not options for exemption. She insists, “The only ‘mandatory’ 
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requirement for schooling is— is to fill out the no [vaccine] schedule. 
But they never disseminate that information unless they’re pressed. . . . 
And I kept hearing this from other parents. Parents would say, ‘They’re 
telling me my child can’t go to school.’”

In an effort to advocate for other families, Margaret, whose own chil-
dren are young adults who remain entirely unvaccinated, sometimes 
intervenes with schools.

And I’d call them up and I’d act ignorant. I’d act like I didn’t know any-
thing about it. And, sure enough, they’d say, “Oh, yeah. You have to have 
vaccines.” And I’d say, “Well, no, you don’t.” And so I think it’s really es-
sential that parents become really informed and educated. No matter 
what decision they make, that’s their choice, but choice and our rights to 
do what we feel is best for our children is essential.

Second, parents— even those who have permitted some 
vaccinations— laboriously manage information about them for fear of 
jeopardizing claims to an exemption. Heather’s explanation of how she 
registered her son for kindergarten illustrates this. At that time, her son 
had had one vaccine, not the full required series. Yet she chose not to 
disclose this to school personnel.

According to them, he’s had none, . . . [be]cause in this state, you know, 
we have personal exemption, but the way it was explained to me was that 
you can’t just list one vaccine, because if they’ve seen that he’s had one 
vaccine [you cannot claim an exemption]. Basically, I have an immuniza-
tion card that I keep in my records at home, and my school has a different 
immunization record. Because if you have one vaccine, then they can 
make the case that, “Oh, you don’t really object to vaccines on principle, 
so you need to do it the way we tell you to do it.” And they take the choice 
away. So as far as they know, he hasn’t had any.

Similarly, Anna explained her efforts to get only tetanus for her son 
without that vaccine being entered in the statewide vaccine registry that 
records immunizations so schools or childcare settings or other health 
providers can easily verify vaccine status without requiring parents to 
submit paperwork.
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Tetanus was the first thing that I wanted to make sure he had because 
that’s what he’s most likely at a young age to pick up. But I make sure— the 
way I did it is I went to the health department, . . . as opposed to a family 
doc where they have to keep records and submit it to the state. If you go 
to the health department they give you the card yourself.

Both Anna’s and Heather’s stories illustrate their commitment to exer-
cising their own preferences for their children’s healthcare, alongside 
a sense of entitlement to use public education resources. It also speaks 
to a fear of state surveillance. In many states, parents who consent to 
some vaccines may no longer claim a religious or philosophical exemp-
tion, since the state assumes that the belief would apply to all vaccines, 
not some. In fact, Colorado does allow objection to individual vaccines 
(which many states do not allow). As one Colorado public health offi-
cial explains to me, their agency would prefer to have children partially 
vaccinated rather than completely unvaccinated if parents feel concern 
about only some vaccines. Yet, as parents share information and read 
online, they share a perception that the state works against parents and 
come to see potential risks of disclosing to the state. In keeping “real” 
vaccine records at home while maintaining control over what infor-
mation is submitted to the school or state- monitored vaccine registry, 
parents demonstrate the importance of having freedom of vaccine 
choice and their fear of having it taken away, even if that is unlikely in 
their own state.

Conditional Rights to Opt Out: Strategizing Religious 
Exemptions

Parents frequently discuss the stress of figuring out how to exercise an 
exemption, particularly in states that are more restrictive. These are 
often laborious processes, sometimes requiring legal consultation or 
complex strategies for challenging school personnel. One mother’s story 
on a parenting blog in search of advice is illustrative. In an effort to show 
her daughter that had gained immunity from her first MMR vaccination 
and should therefore not be required to seek out others, this mother 
sought out titer testing to check levels of antibodies in her daughter’s 
blood. While tests showed that her daughter had developed immunity 
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against measles, it also indicated that she lacked immunity to mumps 
and rubella. Having submitted the paperwork, she desperately reached 
out online:

Not thinking, I gave the lab sheet to the school nurse and it had the 
other test results on it— it showed a negative titer for mumps (I should 
have blacked this part out). The school district doctor is saying with the 
knowledge they have from the lab sheet I turned in, that my daughter 
must get another dose of the mumps since she doesn’t have immunity 
to it. Essentially, it means she needs another dose of the MMR. Do you 
know any argument I can make that might help me in this situation?

Although she recognizes she may have been able to claim a religious 
exemption at some point, she fears she jeopardized that: “I don’t know if 
I can even use the religious exemption at this point since I’ve explained 
all this to the school nurse and she relayed it to the district doctor.”

Facing challenges to claims of religious exemption, parents often 
encourage each other to find new ways to communicate their objec-
tions. One mother advises, “If the MMR mumps uses aborted fetuses 
or something, you might be able to say it’s against your religion. I don’t 
remember which ones do or not, but even being Catholic could allow 
you to slide out of that one.”12 Another mother at a luncheon I attended 
encouraged others to claim they have rethought their faith after starting 
vaccines: “You can always find Jesus.”

Parents— overwhelmingly mothers— often advise each other to hire 
attorneys and consult experts on exemptions. Yet they simultaneously 
communicate their resentment at having to do so. One mother explains 
in an online discussion,

The worry about getting into schools, having to be careful about how 
we formulate our religious exemption letter, the constant politics regard-
ing consent and schools. Its awful! I feel like I’m walking on eggshells 
sometimes. . . . I just hope that people can humanize everyone’s personal 
choice and leave it alone.

In these ways, parents align interests over a sense of curtailed free-
dom. As public health expects individuals to acknowledge their in-
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terconnections when it comes to disease risk and community health, 
parents here experience this as a process by which their own parental 
choices— informed by their sense of expertise— are limited. As one 
mother explains in exasperation, “Oh my goodness— so outrageous. 
there should not even be a legal issue w/vaccines. Either you want it or 
you don’t. Shouldn’t have to justify yourself.” This online discussion, and 
others like it, illustrate parents’ sense of entitlement to their own choices, 
free of community question, obligation, or approbation.

A large body of research shows how low- income communities live 
with heightened surveillance and state scrutiny.13 For privileged parents, 
vaccine resistance is one of the few issues that result in the social vitriol 
and state surveillance that are usually reserved for poor families. Many 
linked this experience to other losses of privacy and autonomy. For ex-
ample, Marlene, whose children never received vaccines, explains her 
resentment of state intervention in families’ lives:

There really is a general attitude to move towards womb to tomb tracking, 
the national ID tracking and immunization tracking, where all of your 
data— all of your data about any immunizations— is tracked in a federal 
system from birth to death, and you know our state legislators were really 
busy trying to change things.

When I ask her how this happens, she elaborates:

Well, just continue to put more control in the hands of the govern-
ment. It’s the thought that the people aren’t smart enough to take care 
of themselves, so we need the government to do it for us. And I guess I 
just believe a lot in individual responsibilities and rights. See, I know I’m 
responsible for my kids.

Cast in this light, state intervention in vaccine choice, supervision of 
individual health, and public health monitoring through data collection 
feel invasive in their lives and violate their views of themselves as solely 
responsible and best qualified to evaluate what their children need.
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State Power and Enforcement of Vaccine Compliance

Schools and childcare settings are the most obvious places where state 
mandates for vaccines are enforced. Yet the state also has the power to 
quarantine unvaccinated children— even those whose parents declare 
exemptions that allow their kids to attend school— when outbreaks 
occur. Carolyn, a mother of three unvaccinated children, has experi-
enced this government power firsthand. When a measles outbreak was 
reported at the school where her unvaccinated children attend, county 
health officials placed them in quarantine, ordering them to stay 
inside the house and away from others. As is routine with outbreaks 
of vaccine- preventable illnesses, public health officials commonly 
quarantine children who are not vaccinated and then offer them pro-
phylactic vaccines. Should they consent to the vaccine, they can return 
to school. If they do not, they will remain in quarantine. Carolyn recalls 
being angry. “So what they did is that they lined up everybody and 
gave everybody more shots and if you didn’t get shots, then you were 
supposed to go home.” As Carolyn sees it, the school’s response was 
illogical, and the school officials’ effort to line up unvaccinated kids 
increased rather than decreased the risk of infection. “The crazy thing 
is then if we’re exposed, then everybody else [in line or in the school] 
is exposed.”

Parents who reject vaccines are generally skeptical that prophylactic 
vaccination (or ring containment, where those surrounding the infected 
person are strategically vaccinated) works. Carolyn continues, “Even 
though they got their shot, they’re still exposed and they’re still passing 
it around if there’s an epidemic. But because we didn’t comply and get 
the shot, we were confined to our house.” Carolyn’s children were sent 
home from school immediately; she remembers a teacher expressing 
sympathy for her position. “They were supposed to go on a field trip the 
next day and the teacher gives me all the homework and everything and 
she’s like, ‘You know what? They’re— we’re all exposed, so I don’t know 
why you have to stay home.’”

Sharing a sense of indignation and feeling galvanized by the teach-
er’s support, Carolyn opted to attend the field trip in spite of the quar-
antine order; it did not go well. “So I went to the field trip and there 
were two nurses that were mothers of the kids in the class, and so they 



232 | Vaccine Liberty

went and called Social Services— or not Social Services, they called the 
health department to send me home. And when they did, they tacked 
something on my door that said we’re quarantined for a week.” As she 
considers the experience, she feels like the disciplinary response and 
public health posting were largely symbolic: “They knew themselves 
that I was not any more contagious than anybody else. It’s just, we did 
not comply.”

Parents who experience direct surveillance from public health or 
child welfare agencies see state action as a means to punish their non-
conformity, in an effort to bring them into line. For parents whose non-
compliance is punished or examined by the state, these experiences are 
significant in defining their relationship to the state as an adversarial 
one. Marlene believes that child protective service agencies might in-
vestigate her family; she said defiantly, “I’m willing— my husband and 
I are willing— to take responsibility for the choices we’ve made be-
cause we believe in what we’ve learned about the bigger picture [about 
vaccination].”

The pediatrician Ben Kirkland sees how vaccine resistance represents 
larger questions about healthcare and the state.

I think there’s a real distrust of the medical system and a real distrust of 
the government in general. I think that’s part of it. . . . I think that people 
don’t feel like it’s [the government’s] 100 percent looking out for their 
good, and if it is looking out for their good, it might not be looking out 
for their individual good, but for the sort of greater good, and that doesn’t 
always make sense to people. So I think there’s in a way a healthy dose of 
skepticism.

In these ways— from limiting access to schools and childcare setting 
parents have selected for their kids, to managing social disapproval 
or evictions from pediatric practices, to the possibility of quarantine 
or CPS investigation— resistance to vaccination highlights the role of 
state power in daily life. Yet distrust of the state also fuels vaccine 
refusal.
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Circumventing Social and Legal Enforcement

Parents who opt out of vaccination for their children do so in a social 
and legal context in which their decisions are met with disapproval and 
even legal sanction. They continue to view themselves as experts on their 
own children and feel that their primary obligation is to their own chil-
dren. As such, they sometimes find it surprising when they encounter 
punitive responses and providers’ unwillingness to accommodate their 
choices. As advocates for their own children who have devoted time 
and resources to educating themselves on vaccines and making deci-
sions they believe are in their children’s best interests, parents often feel 
misunderstood. Yet collectively, through discussions, forums, and social 
networks, they challenge this stigma and instead identify an obligation 
to share what they know with other parents whom they view as unen-
lightened, or to advocate for other parents like them. This may mean 
communicating their decisions to others, sharing information about 
how to best manage legal requirements for school attendance, or sug-
gesting how to navigate legal intervention in their families. As parents 
with resources, they can also suggest ways to work around providers 
who are inflexible and might refuse to provide their children care, or to 
advise each other on how to find physicians who will work with them to 
find common ground, by which they mean acknowledge their expertise 
as parents.

Unlike most other health interventions, vaccination is enforced by 
the state and mandates a certain level of surveillance into family life. 
Although low- income families are often subjected to state surveillance, 
this is an unfamiliar experience for those who are white and have educa-
tion and resources. As privileged parents, they want to live comfortably 
in their privately held beliefs and among their personally set priorities, 
while also insisting that their children are entitled to fully participate in 
educational institutions or organizations that offer children opportuni-
ties for social engagement.

As one mother explains succinctly,

My child’s vaccination status is no one’s business other than mine and his 
father’s. . . . By state law, I do not have to vaccinate him. And that should 
not preclude me from ANYTHING. School, medical treatment, or oth-
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erwise. And I certainly do not believe that is grounds for CPS knocking 
on my door.

In viewing the state and its obligations as unreasonable invasion, 
while simultaneously viewing schools and other childcare settings as op-
timization opportunities to which they are entitled, parents highlight the 
role of personal choice and individual investment in their own children. 
Throughout, these parents seldom express how their personal choice 
comes at the expense of other children.
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What Do We Owe Each Other?

Children who do not receive all their vaccines on the schedule set by 
federal advisory groups pose a challenge for public health systems. 
Although this book examines parents who deliberately reject or delay 
vaccines for their children, the most common reason that children 
are not fully vaccinated nationally is not vaccine refusal, but missed 
appointments or lack of access.

One pediatrician describes her publicly insured patients who are un-
dervaccinated: “They might not know the schedule and not know when 
to come in. Or their [child] has been hospitalized forever so they missed 
it, or that they’re just going— for families who have lots of social issues, 
or they can’t afford to make it here travel- wise.” These children remain 
at increased risk of infection, have higher rates of in- patient admission 
to hospitals when they become sick— even more than children who are 
unvaccinated by choice— and may have families least able to afford the 
time needed to care for sick children.1

The parents in this book are not these parents. The parents in this 
book are the ones who have resources, who never forget about vaccina-
tions because they devote a great deal of time and resources to thinking 
about them. Yet the children whose parents intentionally refuse vaccina-
tions live in the same communities as the larger group of children who 
lack access or fall behind because of parental limitations in time, money, 
access, or information. The undervaccinated, rather than the unvacci-
nated by choice, are already most vulnerable to health challenges and 
perhaps become even more so when they share grocery stores, malls, 
parks, community spaces, or schools with an increasing number of un-
immunized children. These different children are inevitably connected 
as members of communities share risk of disease as well as benefits of 
immunization, even in ways that are not always visible.
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Free Choice and Free- Riding

Parents who refuse vaccines perceive risk to their own children to be 
measurable and manageable, which makes claims that their children 
increase risk to other children seem illogical. Despite public claims that 
an outbreak is only “a plane ride away” as vaccine rates drop below herd 
immunity levels, the parents in this study continue to see vaccines as an 
individual choice. One mother insists, “If those kids that are vaccinated 
are truly protected, what chance— why would you be threatened by my 
child who is not vaccinated?”

This kind of response— that if you think vaccines work and vaccinate 
your own children, then unvaccinated children pose no threat— is ubiq-
uitous among parents who reject the logic of public health and instead 
see vaccines as a technology each parent can freely choose or reject. This 
view ignores the reality that some children are unvaccinated because 
they lack access, are medically fragile, or are too young. It also denies 
our interdependence.

Also hidden is the reality that children who are unvaccinated by 
choice benefit from others’ immunity. Public health officials refer to 
the “free- rider” phenomenon as one that allows a portion of chil-
dren to reject vaccines without risk of infection because they are 
essentially protected by the herd— the large segment of the popula-
tion that is vaccinated. Parents who opt out are often confronted by 
those who disapprove of them, who erroneously assume that they 
are unaware of their role as free- riders, but would assume greater 
shared responsibility if only they knew. In fact, many of the parents 
I spoke with (although not all) are aware of their families’ status as 
free- riders, but insist that their responsibility to their own children 
takes precedence.

Some are upset by the accusations that their children are free- riders, 
claims that violate their sense of themselves as good people. Consis-
tently, that guilt is assuaged by a belief that they are protecting their 
children. One mother explains, “I know that if nobody had their chil-
dren vaccinated, there would be polio and there would be diphtheria 
and there would be everything else, and I recognize that, but at the same 
time I feel like my children, for whatever reason, [would] have some 
kind of adverse reaction to vaccines.”
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Many parents acknowledge that the ability to opt out is a luxury, 
and recognize that it would be riskier to do so if everyone made the 
same choice. Yet concern for their children outweighs concerns for herd 
immunity. One mother explains how she weighed free- riding against 
shared responsibility:

I think that ultimately my husband and I felt like we were making a little 
bit of an elitist decision, meaning that we’re banking on the fact that most 
of the rest of the country is vaccinated. . . . If you believe that there is a 
potential adverse effect of vaccinations, then you’re riding off the fact that 
everybody else is exposing their kid to those potential adverse effects. So 
your kid no longer really is at risk. . . . That was the most compelling of 
the counterarguments we heard, for sure.

There must be a balance between efforts to promote population 
health, from which we all benefit, and support for the concepts of con-
sent, bodily integrity, and individual choice in healthcare. These issues 
are complex and representative of a wide array of public health issues, 
not just vaccines. Yet they are central to understanding when and how 
we assume risk to support the most vulnerable among us. What do we 
owe each other? Our privilege to participate in civil society is arguably 
inextricably linked to our obligation to protect that community, even at 
some personal potential cost.

Vaccine resistance then represents an individual sense of entitlement 
to use public resources without shared responsibility to others. As par-
ents claim individual expertise and the right to make their own choices, 
they do so while continuing to claim that their children are entitled to 
public resources like publicly funded education or use of public spaces 
like parks, while opting out of public obligation. At heart, the willing-
ness to be free- riders while demanding access to community resources 
may be one reason why parents who opt out experience high levels of 
vitriol and disapproval from others.

Expecting resources without contributing to community health rep-
resents a certain breach of responsibility. One vaccine policy researcher 
and pediatrician suggests that there is social significance in these in-
dividual choices and supports parents’ rights to exercise them. How-
ever, she also argues that children who opt out of community health 
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programs like vaccination are not entitled to community participation, 
including public schools:

This is a social contract. There are things provided to you and things you 
have to do. I don’t know where that got lost. I think that’s a very impor-
tant thing to understand, whether these people don’t perceive or how they 
don’t perceive it applies to them, particularly vis- à- vis public school. Why 
should kids who are unimmunized be in public school? I have a problem 
with that. I actually don’t have a problem with saying, “You know what? 
If you’re not immunized, you’re not going to be in public school. You can 
homeschool and we’ll help you.” To me, that’s a reasonable statement. 
Why are you allowed to put other people’s kids at risk? I think that it’s 
a complicated situation, but I actually think the whole idea of the social 
contract is being lost.

The rhetoric of a social contract was common, but not without con-
tention. As one opponent of vaccines announced to a cheering audience 
of like- minded people at a national meeting in opposition to vaccine 
mandates, “I don’t remember signing a contract!”

Outside the vaccine context, there are few places where our social 
contract with each other is debated so regularly and openly. We seldom 
hear reference to social contract when discussing school funding, votes 
on bonds, taxes, traffic safety, public assistance, fracking, social secu-
rity, or environmental policy. Even the significant public health pro-
grams that limit smoking in community spaces are more often framed 
as efforts to protect individual rights, rather than an expression of our 
communal investment in one another’s well- being. Yet proponents of 
vaccines on all sides and ideologies insist we have a social contract that 
vaccine refusers violate. Even the libertarian- leaning Cato Institute ref-
erences our social contract:

There is no reason to be vaccinated against non- communicable diseases if 
you don’t want to. If you believe that your small chance of getting tetanus 
isn’t worth the (very, very) much smaller risk of crippling Guillain- Barré 
syndrome after the vaccination, that’s your business. But vaccination for 
communicable diseases is part of a social contract that maintains civil 
society with a general ethic that no one has the right to harm someone 
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without serious provocation. The fact that someone else may avoid vacci-
nation gives no license to avoidably infect that person, however foolhardy 
he or she might be.2

Parents most certainly should advocate for their children, but tak-
ing advantage of opportunities involves obligations to invest in others’ 
children too, obligations that are arguably higher for those who have 
the best access to high- quality food, healthcare, schools, housing, and 
resources. Vaccines highlight the interplay between community risk and 
benefit, even as these same extensions of a social contract exist more 
broadly.

Building Trust in the Search for Middle Ground

Vaccine resistance is not new and is unlikely to go away. Yet public 
health agencies and pediatric providers can build greater trust in vac-
cine safety and claims of necessity. Their strategies will not change how 
privileged parents trust their own expertise over others’, but might— for 
those who feel uncertain in their decisions and feel their children face 
risk with or without vaccines— give them ways to trust public health 
more and participate in community immunity. These recommendations 
won’t resolve distrust of the public sector, but might begin to close the 
gap in a polarizing debate.

Stop Marketing Vaccines as Only for Individual Benefit

As shown throughout the book, parents insist that they are experts on 
their own children and are best suited to evaluate what their children 
need. As consumers, they weigh perceptions of the likelihood of infec-
tion, their understanding of the severity of the illness, the risk of vaccines, 
and whether they believe that the vaccine will decrease or increase those 
risks. Parents consider disease prevalence, vaccines’ efficacy, or pos-
sible adverse effects of vaccines, including perceived weaknesses in their 
children’s general health. Parents’ insistence that they are best qualified 
to make healthcare decisions for their children draws on deep cultural 
expectations by which parents generally and mothers specifically are 
defined as uniquely responsible for children’s health.
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Since the early nineteenth century, advertisements to promote the 
vaccine against diphtheria drew on maternal responsibility and self- 
interest, rather than community well- being (as smallpox had).3 The 
vaccine of course did achieve herd immunity, which is why churches, 
schools, cities, insurance companies, women’s magazines, health depart-
ments, and charitable organizations all promoted the vaccine. Yet their 
effort to persuade women that vaccines were a responsible choice good 
mothers make has proven durable. Current vaccine campaigns illustrate 
this, like the CDC’s National Infant Immunization Week’s slogan, “Love 
them. Protect them. Immunize them”;4 or the campaign by the national 
organization Every Child By Two, which advises, “Being a parent is a big 
responsibility, and the best thing you can do for your child’s health is to 
learn the facts so that you can make the best choices” (emphasis added).

Efforts to mobilize vaccination by appealing to parents’ love for their 
children communicates that vaccines are for individual benefit. This 
ignores the reality that public health systems invest in vaccines and 
promote them at great cost because they promise societal, not just in-
dividual, benefits. This frame, for example, undermines claims for vac-
cines like rubella that largely protect fetuses and pregnant women in 
the community but provide little individual benefit to young children, 
and virtually none to boys. Privileged parents who sift through myriad 
sources of information to feel informed and in control accept the re-
sponsibility but don’t necessarily reach the conclusions that the phar-
maceutical companies or public health agencies believe are self- evident.

Own Uncertainty

Pediatricians, public health officials, and even popular media present a 
uniform narrative that vaccines are an absolute good.5 As a result, those 
who question vaccine safety are dismissed as heretics. This in large part 
owes to the significant impact vaccines have had in lowering infectious 
diseases, even eradicating some, and improving community health. 
Yet medical practitioners know that these interventions do introduce 
some level of risk: manufacturers have erred in vaccine production and 
people have been harmed, but even when vaccines are made perfectly, 
they sometimes don’t work or sometimes trigger an adverse reaction. 
Although much data suggest that parents dramatically overestimate the 



Conclusion | 241

risks of vaccines, many providers and public health groups might be too 
eager to dismiss these risks and shortcomings for fear of encouraging 
parents to opt out.6 Asserting the dominant narrative that vaccines are 
always good, we lose the ability to discuss these uncertainties, which, 
in turn, fuels distrust of authority and a broader misunderstanding of 
science.

Pediatricians who aim to support parents in making their own 
choices know they cannot provide sufficient assurances to parents who 
fear all possibilities. For example, Sarah supports her patients and their 
families, even when children develop whooping cough or other vaccine- 
preventable disease, but is clear that she cannot promise parents that ev-
erything will always work out. Rather, she acknowledges the uncertainty 
inevitable in both vaccines and disease and thus wants parents to make 
their own decisions— in consultation with her— and feel empowered in 
their choices:

If your decision has made you fearful, . . . that’s a really tough place to be 
as a parent. To be so in the middle of and surrounded by fear, . . . I can’t 
appease you. I cannot say you’re not gonna get exposed to pertussis and 
you’re not gonna get sick. . . . I can also not say to you that I guarantee you 
shots aren’t gonna make you sick— I just can’t.

The unknowability of children’s lives is a source of anxiety for a large 
number of middle- class and affluent parents who believe that with care-
ful cultivation, intentional consumption, and laborious attention, their 
children will thrive.7 Rather than communicating a sense of certainty 
that can be earned through consumption or vigilance, we may be better 
served by acknowledging how specific outcomes are unknowable, even 
as all risks are not equal.

Stating that some risk is unknowable should not distract from the 
battery of data that we do know a great deal. The minute risk vaccines 
present can be interpreted in the context of known risks. This leads to 
uncomfortable acknowledgment that some diseases have not been seen 
in decades, but require continued vaccine to stay away, as is the case with 
polio— though most parents who read extensively already know that— or 
harder conversations about why parents who do not fear illness or missed 
days at work should take the vaccine against varicella seriously. Continu-
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ing to find ways to acknowledge parents’ fears and build toward a sense 
of what is known, knowable, and beyond prediction may help.

Create Greater Transparency in Vaccine Policy

In the course of this research, I discovered how little is known about 
how vaccine schedules are set. This leads to the widespread mispercep-
tion that children receive too many vaccines and concerns about new 
ones. Although most parents see some vaccines as useful, like the one 
against tetanus, they perceive others, like influenza or varicella, to be 
unjustified. Arguments for herd immunity as a reason for increasing 
vaccination also ring hollow as new vaccines that are largely for indi-
vidual benefit— like HPV— are proposed for mandates.8 One state 
vaccine policy maker acknowledges during our interview that early 
efforts to require HPV in some states damaged parental trust of all vac-
cines. Although he supports the widespread use of the vaccine, he argues 
that states must prioritize easily transmitted infectious diseases in their 
mandates:

I believe that contagion should be considered. So, for example, HPV is 
not contagious in the classroom and should not come to have a school 
regulation based on a vaccine that would save lives but is not at all related 
to education. And I think in some ways they [mandates] have been mis-
used as a coercive tool and it’s going to come back and have a negative 
effect by people that are opposed to vaccines.

Parsing out when vaccines should be required is complicated. For 
those who believe that vaccines are intrinsically good, the more vac-
cines the better. Disease causes uncertainty and vaccines can prevent 
that, as terrifying diseases for which there are not vaccines remind us. In 
the fall of 2014, enterovirus 68 (EV- D68) infected thousands of children 
throughout the United States, and at least a dozen children died. More 
perplexing, in Colorado and then around the country, about seventy- 
five of the children infected between the ages of one and eighteen de-
veloped signs of paralysis and limb weakness.9 Although the CDC is 
uncertain whether EV- D68 caused the paralysis, the virus belongs to 
the same family of enteroviruses as polio. Polio too appeared as a mild 



Conclusion | 243

virus in some and a paralyzing one in others, and like polio, most of the 
kids who showed signs of paralysis were otherwise healthy. Healthcare 
workers with whom I spoke from the Children’s Hospital of Colorado, 
the first hospital to describe clusters of paralysis with EV- D68 infection, 
all describe their sense of disbelief, frustration, and the inexplicability of 
the variation of symptoms between children— even siblings. “We know 
how to make vaccines against enteroviruses,” one exasperated hospital- 
based physician mentioned.

There is little doubt the families of affected children would welcome 
a vaccine that would have protected them from the difficulties they 
now face. Parents who live in fear of the uncertainty of disease might 
also embrace a new vaccine. Yet I wonder how the families of the other 
children— who developed respiratory symptoms that resolved in seven 
to ten days— would feel about another vaccine against an otherwise in-
nocuous disease. Might the calculus look different if they were offered 
a vaccine against Ebola, a disease that also created panic in the United 
States in the fall of 2014, despite no domestic transmissions of the virus 
beyond a few healthcare workers in U.S. hospitals?10 The U.S. prom-
ise to pharmaceutical makers that they are protected from legal claims 
“related to the manufacturing, testing, development, distribution and 
administration” of new Ebola vaccines, which will likely also be eligible 
for expedited approval, will also matter as parents weigh the necessity, 
safety, and trustworthiness of that vaccine.11 Parents must be given a 
clearer understanding of the processes involved in companies’ decisions 
to pursue vaccines against some illnesses over others, to add vaccines 
to what is seen as an already crowded schedule, to seek long patents on 
new vaccines that the state might require, or to secure immunity from 
liability.

Address Profit Incentives

The decisions to pursue vaccines against some diseases but not others 
reside largely with pharmaceutical companies, which as publicly traded 
companies, are legally bound to attempt to earn a profit. Several websites 
that oppose vaccine mandates detail the profit motives that appear to 
be inextricably linked to vaccine policy. This connection undermines 
the trustworthiness of vaccines. One vaccine policy researcher and 
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pediatrician recognizes this: “Well, you know, a lot of these problems 
are created by the fact that we have a market system, the marketplace is 
responsible for vaccine development and vaccine delivery. That carries 
inherent problems. Until we want to change that, we’re going to have 
those problems.”

Many parents who object to the widespread use of vaccines under-
stand some of how vaccines are made and scheduled and feel distrust-
ful of who makes them and which agencies regulate them to ensure 
safety. In one simple example, the vaccine researcher and pediatrician 
Paul Offit is often referred to online as “Paul Profit” since his research 
led to the creation of the most widely used vaccine against rotavirus, 
which made him a great deal of money. He is a vocal advocate for 
vaccination, participates in policy discussions, and speaks out against 
those who oppose vaccines. He described to me their efforts to dis-
miss him:

You’re gonna always have that group of people who think there is a big 
conspiracy. I mean, I think I’m the poster boy for that conspiracy. They 
see me as simply in it for the money, which is ridiculous. First of all, 
explain the logic to me. I work twenty- five years in development of a vac-
cine so I can make money, so I can lie about that, make a vaccine that has 
the capacity to save two thousand lives a day, so I can make money, so I 
can lie about vaccine safety so I can hurt children?

Offit recognizes that he is seen as “part of the vaccine industry, or 
pharmaceutical company, pharmaceutical- doctor complex”; he receives 
hate mail regularly and threats occasionally. Offit’s vaccine is credited 
with preventing more than 1.5 million emergency room or doctor visits 
and over $924 million in healthcare costs between 2007 and 2011 in the 
United States alone.12 Those who are grateful for lifesaving vaccines re-
spect him and see him as a tireless advocate for public health who puts 
himself in front of the issue at some personal cost. Offit as an icon in 
this debate provides one example of how challenging it is to pull apart 
for- profit vaccine development, expertise, and parental distrust.

That a handful of for- profit pharmaceutical companies manufacture 
all the country’s vaccines (and cannot be sued in state or federal court 
because of liability protection granted by Congress in 1986) drives sus-
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picions. Despite vaccines’ place in the marketplace, the relative profit-
ability of vaccines is subject to debate. One researcher explains to me, 
“Vaccines are not big money makers, for an obvious reason. They’re 
something you take once for a few times in your lifetime. You know, 
they’re not like lipid- lowering agents or neurological drugs.”

Offit too insists that vaccines represent a small portion of profits to 
pharma. Comparing the vaccine against rotavirus, which is still patent- 
protected, to other pharmaceutical products, he explains,

Rotavirus makes about $500 million a year roughly. . . . That’s not much 
money. Lipitor is a $13 billion a year product, that is one of several lipid- 
lowering agents. When you’re taking a drug every day and you have an 
adult population that’s taking it every day, that’s huge, as compared to— I 
mean there’s 300 million people in this country, there’s a birth cohort of 
3.5 million people. That’s nothing.

Many public health advocates argue that the limited profitability is 
why so few companies manufacture vaccines. One ACIP member com-
pares vaccines, which frequently face shortages, to other products that 
serve no public health goal, like products to treat hair loss:

If Propecia ever went down because of a manufacturing problem, we 
would not have a potency product shortage, or a hair loss product short-
age, because the infrastructure there is solid. But look what happens with 
vaccines. At the end of every ACIP [meeting], we go through vaccine 
shortages, because there’s at most two companies that make any vaccine. 
Some companies are just one. . . . If it was such a great market, where are 
the other companies?

Vaccines represent about 10 percent of pharmaceutical company 
revenue, which may be one of the reasons few companies manufacture 
most vaccines. Yet older vaccines provide stable income from products 
that require little research, development, or marketing, and are legally 
mandated to be consumed, all of which makes parents skeptical. Critics 
of vaccines search the motives of manufacturers for signs of trustworthi-
ness, with pharmaceutical companies often coming up short. Identifying 
how to address these concerns more directly and with more transpar-
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ency would help to allay fears about vaccine safety, even as they are un-
likely to entirely solve them.

Earn Trust in Regulators

Members of the ACIP design vaccine schedules; then, often with the 
endorsement of national medical organizations, states adopt those rec-
ommendations and enforce them through school attendance. Whether 
parents see vaccine schedules as reliable is often tied to perceptions of 
the members who create recommendations. One factor that undermines 
trust is the revolving door between government and industry.

The concept of a revolving door, by which members of a regulated 
industry subsequently join regulatory agencies, or regulators leave and 
join a regulated industry, is not new and has been discussed for more 
than fifty years.13 In 2005 the Revolving Door Working Group, com-
prising members of trade organizations, nonprofits, consumer advocacy 
groups, and government accountability groups, found that the revolv-
ing door “increases the likelihood that those making policies are sym-
pathetic to the needs of business— either because they come from that 
world or they plan to move to the private sector after finishing a stint 
with government.”14

The revolving door is one way of explaining how regulations fail and 
how widespread conflicts of interest may go unchecked. This is yet an-
other source of parents’ distrust of vaccine safety. For example, the ACIP 
includes researchers who have conducted basic research that has created 
vaccines, been paid to run clinical trials to license vaccines, or consulted 
for pharmaceutical companies. Even when members of the commit-
tee have an identifiable financial interest in the vaccine under review 
and are not allowed to vote, they may still participate in— and arguably 
influence— discussion.15 Pharmaceutical companies also hire former 
government officials without time between public service and private 
contract. Although on the surface, this seems reasonable, it allows par-
ents to extrapolate that there had already been a close relationship be-
tween the parties who might otherwise be adversaries. Julie Gerberding 
provides one clear example.

An infectious disease specialist, Dr. Gerberding joined the CDC 
in 1998 and became acting director in 2001, then permanent director 
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in 2002. In this role, she “led the agency during more than 40 emer-
gency response initiatives for health crises including anthrax bioterror-
ism, food- borne disease outbreaks, and natural disasters, and advised 
governments around the world on urgent public health issues such as 
SARS, AIDS, and obesity.”16 She is well respected and has been honored 
with numerous awards, ranging from Time magazine’s 100 Most Influ-
ential People in the World to a government award for distinguished 
service. In 2009 Gerberding left the CDC and became president of 
Merck’s vaccine division. She is simultaneously a member of the In-
stitute of Medicine (IOM), the health arm of the National Academy of 
Sciences, which is an independent organization, charged with advising 
the government and private sector on scientific knowledge (includ-
ing vaccine safety). Her IOM profile describes her accomplishments at 
Merck, which include overseeing “Merck’s current portfolio of vaccines, 
planning for the introduction of vaccines from the company’s pipeline, 
and accelerating efforts to broaden access to Merck’s vaccines around 
the world.”17

Gerberding’s move from one of the most powerful governmental po-
sitions in the country for health policy and public health regulation to 
Merck, one of the largest vaccine manufacturers in the world, does little 
to assure parents who already distrust vaccines that the safety of vac-
cines is appropriately evaluated, monitored, and enforced— or that calls 
for more vaccines in response to, say, outbreaks, disasters, or bioterror-
ism are reasonable or impartial.

This close relationship goes far beyond vaccine policy but is illustra-
tive of the broader entanglement of for- profit corporations and the state. 
U.S. Supreme Court decisions like Citizens United v. Federal Election 
Commission (2010), which recognized First Amendment free speech 
rights of corporations; or Burwell v. Hobby Lobby (2014), which con-
stitutionally protected the religious beliefs of privately held for- profit 
corporations, including the right to block healthcare coverage for indi-
vidual employees who wish to use contraceptives as part of their health 
insurance; or the 2015 decision Michigan v. Environmental Protection 
Agency (2015), which requires the EPA to consider costs to companies 
before regulating toxic emissions, further erode individual trust that the 
government has placed individuals’ needs above those of corporations. 
Parents’ anxieties about the seeming proliferation of chemicals and lack 
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of environmental regulation of toxins also reflect this. The increasing 
number of government and corporate partnerships, including the FDA’s 
“pay- to- play” model, which requires pharmaceutical companies to fi-
nancially support the agencies that regulate them, undermines faith in 
public institutions charged with ensuring public safety. In these ways, 
parents who on one hand embrace their roles as neoliberal consumers— 
committed to individual choice— also express distrust in neoliberal state 
policies that have eroded consumer protection and regulation.

Eradicate the Culture of Mother Blaming

There is no way to examine these meticulous and laborious healthcare 
decisions without considering how they are situated in a culture in 
which mothers are presumed to be responsible for children’s well- being 
and blamed for children’s failures. Not surprisingly, these mothers take 
this to heart. They reconfigure professional lives to practice what they 
think is good mothering and to be available to intensively invest in their 
children— be it with nutrition, education, or healthcare. Throughout, 
they work to define themselves as good mothers in contrast to those 
who fail to invest similarly in their children; the time and resources 
employed remain invisible.

The norms dictating that mothers should question more, ask more, 
and invest more become observable as mothers speak of regret. When 
they recall following expert advice rather than their own sense of in-
tuition, they express remorse. For example, one mother who delayed 
vaccines explained her sense of failure: “You know, as a mother, I really 
wish I would have taken my instincts more seriously at the beginning, 
because I think actually going to alternative health [providers] would 
have been a benefit to anybody.” Statements like these— from parents 
whose kids fared well with the care they did receive— show how moth-
ers evaluate their success by examining the process of reaching decisions 
and their relative sense of control. This makes sense in light of how 
women also evaluate the quality and success of childbirth experiences 
in terms of their sense of control, their perceived ability to exercise what 
they described as their natural wisdom during the birth experience, and 
their ability to limit medical interventions.18 With vaccine resistance, we 
see that these pressures on mothers are boundless.
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Mothers understand the significance of decisions for their children 
and feel responsible for making good ones, messages that have been 
communicated in U.S. health promotion campaigns, parenting maga-
zines, and social interactions for decades. They are willing to work hard 
to step away from the herd and are proud of their ability to do so. One 
mother left a demanding job she felt was damaging to her health and 
well- being to instead focus on her child. She sees herself as having freed 
herself from social pressures that pushed her into a toxic workplace, as 
well as those that expect parents to follow vaccine recommendations, 
and now aims to set her own path:

I still have judgments about just doing stuff blindly, but I don’t have 
any bottom- line decision about whether it is better to immunize your 
kids. . . . I don’t know, but that is the choice that I made. I don’t have any 
judgment other than the judgment against stupidity and people just, like, 
do it because everybody else does. What everybody else does really isn’t 
working for the world at large, at least within this country of ours.

Mothers who refuse vaccines rely on a complex combination of infor-
mation, intuition, and relative confidence in their own natural ability as 
mothers to make good decisions for their children. They do not always 
tout their way as best, but reiterate the individualist nature of parental 
decisions— and outcomes. As one mother explains, “Just to blindly fol-
low or not follow doesn’t seem wise to me, because ultimately I would 
be responsible.”

Mothers who reject vaccine recommendations and challenge medical 
experts are most likely to have resources on which to draw. The gen-
dered work of mothering requires women to actively strategize in sup-
port of their own children, but not necessarily all children, sometimes 
embracing and other times rejecting expert advice. They do so on their 
own terms, largely without fear of state intervention in their families. 
This is not to say they do not experience social disapproval or challenges 
in interactions with healthcare providers or schools. However, these un-
pleasant interactions carry limited consequences for them. What is clear 
is that as mothers face social vitriol for opting out of public health, they 
also face criticism for other outcomes, including disabilities they fear 
their children could develop, learning disabilities that could manifest, 
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or behavioral problems schools will ask them to address. Shifting the 
cultural rhetoric so mothers are empowered to make informed decisions 
for their children while not assigning them all the blame for possible 
outcomes might create a kinder landscape for all mothers, which in turn 
might allow mothers to trust others with their children— and in turn, to 
share responsibility for others.

Ensure Reciprocity for the Herd

As discussed, parents who prioritize individual choice do so as free- 
riders. They can feel relatively secure opting out of vaccines in a 
community where a high portion of children are vaccinated and dis-
ease prevalence is relatively low. These parents free- ride off of others’ 
immunity and reject demands that they have an obligation to others. 
As one pediatrician explains, “I always tell people, too, especially with 
newborns, it really does take a village. You need help, you have to reach 
out and get help. The flip side of that is, you’ve got to protect that vil-
lage. You need to help with that village.” Vaccine- refusing parents do not 
express a sense of obligation to others. This may reflect larger ideologies 
that support individualist parenting, isolate families from each other, 
and create communities where the proverbial herd does little for the 
individuals, too.

To conceptualize vaccines as a social obligation or requirement fur-
ther erases individual choice. As children and their families increasingly 
face a growing number of generic bureaucracies, they feel constrained.19 
Government programs— including but not only for vaccine mandates— 
were enacted to ensure a minimal level of care for all families. Coun-
terintuitively, these same programs may shape relationships among 
unequals, coercing compliance for some, while broadening choice for 
others. Colorado’s enforcement policies illustrate this: despite liberal ac-
cess to personal belief exemptions, families who receive public assis-
tance may be required by federal agencies to demonstrate compliance 
with current recommended vaccines to maintain eligibility and avoid 
sanctions.20 Outside the vaccine context, we can see how families who 
receive public assistance face ridicule from those who reject the logic 
that we should support the most vulnerable among us, even with food. 
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They instead tout the importance of individualism or express resent-
ment that the state helps some families while doing little for theirs.

None of the participants of this study were receiving public assistance 
at the time we met. However, they share a broader view that more rigid 
requirements and increased bureaucracy serve organizational interests 
more than those of the people who seek care. This inflexibility— a one- 
size- fits- all approach— is seen as eliminating possibilities for more fluid 
and reciprocal relationships where individual preferences, goals, and 
needs are taken into consideration. The growth, for example, of charter 
schools, or school choice processes, which were also intended to cre-
ate justice for children in failing schools, are disproportionately used 
by white affluent families to individualize their children’s education.21 
We are left with a challenge: social equity programs usually come with 
expectations for social participation, yet choice remains most available 
to those with the resources to opt out when they so choose, while still 
claiming public resources they want.

In these ways, vaccine choices represent parents’ desires to carve 
their own preferences, away from the pack. This matters because they 
see the pack as failing individual families. Vaccine resistance emerges 
from broader distrust of the public sector and a sense that those charged 
with ensuring public safety and individual liberty fail to do so. This is 
a complex balance. Individuals want the ability to express unfettered 
preference, while also ensuring that each of their options is safe, reli-
able, affordable, and authentic. The latter requires regulation, while the 
former is often positioned as best facilitated by lack of regulation— and 
a prioritization of individual choice.

The most passionate opponents of vaccine mandates claim the im-
portance of individual choice. Challenging medical recommendations 
and state insistence on vaccines, the NVIC founder, Barbara Loe Fisher, 
insists that individual preference is key:

I do not tell anyone what risks to take and never will. The right and re-
sponsibility for making a risk decision belongs to the person taking the 
risk. When you become informed and think rationally about a risk you 
or your child will take— and then follow your conscience— you own that 
decision. And when you own a decision, you can defend it. And once you 
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can defend it, you will be ready to do whatever it takes to fight for your 
freedom to make it, no matter who tries to prevent you from doing that.22

For those who focus on the centrality of individual liberty, collective 
responsibilities seem irrelevant. These views insist on individual rights 
and responsibilities, but also reflect the social reality that families in the 
United States do not perceive community support to be improving their 
lives. Middle- income families see higher levels of economic downturns, 
and even when they participate in social institutions like public schools, 
they continue to see demands for more private investment.23 In short, it is 
difficult for families to identify how the herd is supporting their families, 
even as they are asked to accept risk for the benefit of others. Vaccine re-
quirements in the 1960s and 1970s were aimed to create access as part of 
the War on Poverty and Great Society programs. They aimed to equalize 
access to health for all children. Yet they have over time become perceived 
as a way the state requires public participation without also providing 
support that increases the well- being of all families. Gaining trust from 
families so they will feel responsible for protecting the herd requires sup-
porting them so they perceive that the herd is helping them too.

Vaccine Resistance in Perspective

Vaccine resistance, practiced most commonly by those with the greatest 
access to resources and education, raises fundamental questions about 
individual choice, bodily integrity, community responsibility, and indi-
viduals’ relationship to the state. These important questions are bigger 
than vaccine choice. However, increasingly we see parents who reject 
vaccines or rework medical knowledge to meet their own preferences 
presented as one side of a two- sided debate, even as they are signifi-
cantly lopsided positions, with many more than two sides. As healthcare 
providers, parenting blogs, and popular media call for greater dialogue 
about vaccines, it is easy to lose sight of the reality that most parents 
want vaccines and feel grateful that they are available. As one pediatri-
cian explains, “I would say that the large majority of our patients come 
in and say thank you very much for the vaccinations.”24

Many parenting blogs have arisen in the last few years in support of 
vaccination, including Voices for Vaccines, Informed Parents of Vac-
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cinated Children, Families Fighting Flu, and Shot of Prevention, which 
is cohosted by a mother who lost her child to pertussis. These and other 
sites, including those of government and advocacy organizations, in-
clude first- person narratives of parents whose children have been 
harmed by vaccine- preventable disease, who have changed their views 
on vaccines, or who share why they choose to vaccinate.25 They tell the 
stories of parents who made the wrong choice and lost their child, or 
came to see the light and accepted vaccines. Yet many of these also in-
clude a desire to protect all children, to do the right thing, or to avoid 
infection with diseases previous generations worked hard to defeat. 
Although individual benefit plays some role, there is a clear effort to 
acknowledge community responsibility. There are other signs that com-
munity responsibility may increasingly become a part of vaccine discus-
sion. One 2014 study found that more than 80 percent of parents believe 
that preschool children should be current on their vaccinations, with 
74 percent saying they would consider removing their children from a 
care facility in which 25 percent or more children were unvaccinated.26 
These views represent concerns for one’s own children, but also new 
institutional pressures to protect all children. Laws passed in California 
and Vermont in 2015 to limit personal belief exemptions may also sug-
gest that the tides are turning.

In the United States, at least 80 percent of new parents intend to fully 
vaccinate their children, and many follow the ACIP schedule.27 Even 
among those parents, however, as many as 25 percent express concerns 
about vaccine safety.28 Something happens as parents learn more about 
vaccines. My findings suggest that much of this emerges from larger 
cultural definitions of what it means to be a good parent, to fully invest 
in one’s own child, and to feel as though risk is controllable through 
vigilance, information gathering, and desire.

Although opting out remains an elite phenomenon, these broader 
questions of trust, community, individuality, and shared responsibility 
are not. In the course of conducting this research, I explored the corners 
of the debate— the one that holds vaccine- injured children and the other 
than holds children killed or disabled by vaccine- preventable illness. I 
see parents’ fear of the uncertainties that surround children, and I some-
times share them. I also recognize the pressures on parents to anticipate 
all possible outcomes and aim to control for them. As we share schools, 
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communities, resources, and risk, infectious disease cannot remain a 
private concern, nor can we rely on individual resources to protect our 
own children. We can do better and deliver higher- quality public health 
worthy of our collective trust, but in the end, we must find ways to pro-
tect each other’s children and support everyone’s family.



255

Appendix A: Methods

Billy— like almost all the parents in this study— was generous with his 
time. He invited me into his immaculate home, in which angel statues 
and lace doilies in almost every room illustrate the care he lavishes on his 
home and family, which includes his disabled teen son, elementary- aged 
daughter, and wife, who works full- time. His son, Christian, consumes 
most of Billy’s time and energy, as he lives in a minimally conscious state, 
showing some evidence of awareness of his environment, seemingly 
enjoying an electric fish tank, for example, but without the ability to inter-
act.1 When I came over to interview Billy, we began by watching videos 
of his son as a healthy nine- month- old baby, spinning and bouncing in a 
doorway hanging bouncer, much like the one my own kids had loved at 
the same age. We talked for several hours altogether— about Billy’s family, 
his background, his relationship with his wife. He told me how his son had 
developed a seizure disorder as a toddler and over several years of intrac-
table seizures, was left without any ability for voluntary movement or 
communication. Only years later did a neurologist suggest that Christian’s 
condition may have been caused by the now- discontinued DPT vaccine.

Driving home from Billy’s house, I was distracted by the details of 
his story. I was about to take my own then nine- month- old baby to his 
pediatrician for the same round of vaccines Billy identified as possibly 
causing his child’s seizures, even as the suspected vaccine had been re-
formulated years ago because of safety concerns. With my two older 
children, I had never questioned whether to consent to the federally 
recommended vaccine schedule. Yet Billy’s experience and my visceral 
understanding of his sadness and regret as a parent gave me pause.

Studying at Eye Level

My ability to empathize with Billy as a parent making the same choices 
is but one way that I was similarly situated to the participants of my 
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study. Most of these parents were around my age, of my race, and live 
in similarly middle- class worlds; most were college- educated and white, 
like me. As I listened to parents describe their process of rejecting vacci-
nation or regretting their prior consent to vaccines, I usually understood 
their feelings of vulnerability or guilt in watching a happy baby burst into 
tears and then glance up, bottom lip quivering, with a look that commu-
nicates shock and betrayal. I understood how much harder commission 
is than omission— to have solicited a potential risk (of an adverse reac-
tion), rather than passively accepting unknown risk (in this case, the risk 
of infection). Unlike these parents, I do not challenge vaccine recom-
mendations and do not regret having fully vaccinated my three children. 
Throughout this study, I was both an insider and outsider to these social 
worlds.2 This position raised new issues for me about what it means to 
“study across,” or at eye- level, questions with which I grappled through-
out the study.

This position was also salient for the participants. Many followed up 
by e- mail after our interview, called to check in, or communicated their 
goals for my work to me. Some made clear during interviews and e- 
mails that they had Googled me, read my articles, or checked my first 
book out of the library to evaluate my fairness in representing partici-
pants’ positions. As I have elaborated elsewhere, parents appeared to 
understand how researchers have the power to represent them and felt 
empowered to provide input not just on my efforts to capture their sto-
ries, but on how they would like to see me use the data as well.3

Studying Vaccine Policy, Practice, and Preference

I came to study vaccine resistance by following a path that was full of 
twists and turns. My first book, Fixing Families: Parents, Power, and 
the Child Welfare System, examined the experiences of parents and the 
expectations of the system charged with protecting children and rehabil-
itating families.4 After more than five years of following drug- addicted 
parents through the bureaucratic hoops that would more often mystify 
than help them regain custody of their children, I was tired. I searched 
for a new project topic that would allow me to continue to examine how 
families navigate state policy. In 2003, while I was a postdoctoral fellow 
in health policy at the University of California, San Francisco, I glanced 
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at the front page of the New York Times to see then- president George 
Bush receiving a vaccine against smallpox, a long- eradicated disease that 
his administration theorized could be used in bioterrorism.

In the months leading up to this photo, vaccines were a hot topic 
at my house as well. My husband, Dave, was completing his residency 
in pediatrics, and he and several of my friends at the medical campus 
where I worked were asked to get the new smallpox vaccine because they 
were likely first responders in these hypothetical bioterrorist attacks, but 
were too young to have been vaccinated against it as children. Dave and 
I discussed whether he could safely be vaccinated without shedding live 
virus near our children and questioned how safe the vaccine was.

Others’ questions of vaccine safety also filled out home, as Dave fre-
quently saw children admitted to the hospital with acute episodes of 
vaccine- preventable illnesses. Their parents always seemed to him to be 
surprised by how sick their children had become, adding to his frustra-
tion. One particularly memorable day, he worked later than usual. He 
was struggling to call the state poison control office to mobilize the ship-
ment of enough antitoxin from various locations to treat a boy who had 
been airlifted to the children’s hospital with full- blown tetanus: lockjaw 
and spinal curvature caused by the neurotoxins released into his blood-
stream by the bacteria found in soil all around him. Tetanus is rare due 
to high vaccine rates, and antitoxin, therefore, is hard to procure and 
very expensive. As Dave relayed the tragedy to me, he explained with 
disbelief, the child’s father “just kept saying that he really thought teta-
nus had been eradicated.”

The hypothetical risks of bioterrorism that evolved daily (from calls 
for duct tape on windows to pronouncements of vaccines for all early 
responders in disasters), my front- row seat observing pediatric trainees’ 
experiences at a publicly funded children’s hospital, and my own experi-
ence of navigating vaccines for my children (then an infant and a three- 
year- old) in a region with high levels of vaccine resistance collectively 
led me to this research and provided me an important viewpoint from 
which to observe this issue.

In the summer of 2003 I enrolled in an intensive course that pro-
vided training in clinical research, including research design, grant 
writing, institutional negotiations, and professional development. For 
the course I was assigned to a workgroup consisting mostly of U.S.- 
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trained physicians and a few other clinicians. The group included a 
Thai psychologist working on HIV and AIDS outreach in Bangkok, 
and two Ugandan physicians who were also affiliated with the univer-
sity’s AIDS center. Our group leader, a biostatistician, tried to thought-
fully provide feedback, even as my qualitative approaches challenged 
him. Each week, we presented our research topics to each other and 
looked for suggestions. Mine was uniquely and consistently met with 
confusion, not only because I am a sociologist who collects qualita-
tive data, but also because the topic made little sense to my summer 
colleagues. As one of the Ugandan physicians would announce with a 
furrowed brow, “I do not understand. They have the vaccines but they 
do not want them?” My affirmative answer would yield an additional 
confused look, with the phrase “I do not understand” repeated again 
and again. As I sat in a lecture hall with trays of catered breakfasts 
never seen in the halls of sociology, provided generously by the phar-
maceutical companies who sponsored the course, I was aware of the 
worlds I straddled.

By 2004, I had accepted a job in Colorado, a state with the lowest vac-
cine rates in the country, owing in large part to its permissive framework 
for vaccine refusal. Although I intended to begin data collection for this 
project as soon as I unloaded the moving truck, in fact it was not until 
2007, shortly after the birth of my third child, that I earnestly launched 
this study. I collected data over seven years, following the questions of 
vaccine resistance and choice everywhere they went.

Data Collection

This book draws on interviews with parents, healthcare providers, 
researchers, attorneys, policy makers, and advocates, as well as ethno-
graphic observations and content analysis. Collected between 2007 and 
2014, these data represent the multiple perspectives on a deeply divisive 
issue. Data from parents and most of the healthcare providers are from 
Colorado. Other data, from researchers, policy makers, attorneys, and 
authors, or from online discussions, draw from conversations that cross 
state lines or that shape national policy. When possible, I aim in the pre-
ceding pages to place data in their institutional and procedural context, 
identifying how these views fit within larger regulatory frameworks.
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Interviewing Parents

I began by reaching out to parents who reject vaccines, but quickly 
discovered that operationalizing this group was not a straightforward 
task. Epidemiological data typically treat parental rejection of vaccines 
as categorical, but I found that this is not a group with clearly delin-
eated lines of membership or absolute behavior. Parents constantly 
reassess the necessity of vaccines for their children, based on shift-
ing perceptions of need and risk. They also consider each child in the 
family differently, at different ages (see table of parent participants). 
So rather than approaching vaccine decisions as an all- or- nothing 
proposition, I instead included parents who reject some or all vac-
cines or who consent to vaccines on a schedule of their own design. 
In doing so, I explore how parents challenge expert advice and sub-
stitute their own judgment instead. Eighteen participants had at least 
one child who has not received any vaccines, or no more than one 
vaccine.5 Nine chose select vaccines for their children, opting out of 
a significant portion, and seven gave all vaccines but on a schedule of 
their own devising, which included decoupling vaccines usually given 
in combination, delaying consent, or spacing vaccines differently than 
recommended. Notably, parents may consent to vaccinate one child 
but not others, because they began questioning vaccines after start-
ing a traditional vaccine schedule, their children had another health 
condition they feared made them vulnerable to adverse reactions, or 
they considered their sons to be at higher risk or needing vaccines less 
than their daughters. They also might have selected vaccines they per-
ceived as protecting against a serious risk while rejecting others. There 
were no consistent patterns among parents who rejected all vaccines 
and those who consented to some. They engage in the same processes 
of assessing risk and benefit from an individualized perspective and 
sometimes move among categories, based on experience, research, or 
perceived needs of each child.

Parents were recruited through what I think of as an “inconvenience 
sample,” since they were hard to locate and not always interested in par-
ticipating in research. I sent invitations by e- mail to colleagues, friends, 
and acquaintances, as well as listservs and online groups for home-
schooling, natural living, natural and home birth, extended breastfeed-
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ing, autism support, chickenpox parties, or vaccine education. Some 
participants were referred through others who were familiar with my 
research. At times, I brought whatever book I was currently reading 
on vaccine history or policy with me to children’s birthday parties and 
swim lessons, in hopes that a bored parent nearby would notice, ask, 
and offer to participate. Accessing the social worlds of these parents was 
easier because I was already there. Yet, as savvy consumers of science, 
they were not necessarily eager to participate.

Although snowball sampling is an important tool in qualitative re-
search, few parents referred other parents to me, explaining that they did 
not want their friends to know they had participated in research, even as 
their friends knew of their choice to refuse vaccines. Participants reside 
in Colorado, but live in or near different regions of the state, includ-
ing Denver, Colorado Springs, and Boulder, and the outlying suburbs 
around these cities. Some identify as politically or religiously conserva-
tive, while others express leftist views. These did not meaningfully shape 
their views, illustrating how vaccine questions are located at the places 
where left meets right.

I worked to recruit both mothers and fathers, though it became clear 
early on that children’s healthcare decisions remain largely maternal ter-
rain. Overwhelmingly, women claimed expertise and responsibility for 
this aspect of their children’s lives, underscoring how vaccine choices are 
gendered. Of the thirty- four parents I interviewed, five were fathers. All 
but one parent was white, which reflects the reality that vaccine refusal 
is more prevalent among white families.6 All but one parent identified 
as heterosexual. Parents had varying degrees of religiosity, but only the 
parents who were Christian Scientists said that religion informed their 
decision to reject vaccines. Some who identified as Evangelical Christian 
referenced ways vaccines violated their understanding of the Bible, but 
these were not their primary reasons for rejecting vaccines. Parents who 
worked for wages tended to work in elite careers or to have jobs with 
high levels of flexibility. This latter category included parents who run 
family- owned businesses or were professionals with limited work hours 
and great autonomy, including massage therapist, yoga instructor, art-
ist, birth coach, and writer. There were also large numbers of parents 
who did not work for wages. Parents ranged in age from twenty- six to 
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sixty, though most were in their thirties and forties. Only two parents 
did not have minor children at home. The diversity in ages means that 
I have captured parents’ narratives of their vaccine choices, not neces-
sarily as they are making them, but as they have made sense of them. 
Personal belief exemptions have been available in Colorado since 1989, 
so all parents had access to those exemptions while living in the state. 
The schedule of recommended vaccines set forth by the federal govern-
ment has changed slightly over time, which means that physicians have 
offered parents an increasing number of vaccines as new ones became 
recommended; however, those required by law for school attendance 
have changed only slightly during these children’s lives.7

Parents do not necessarily identify as activists on this issue, with only 
one mother and three fathers reporting participation in efforts to op-
pose vaccine mandates, going out of their way to convince others (out-
side their social network) not to vaccinate, or participating in advocacy 
organizations, lobbying efforts, or organized events. All others consider 
vaccines to be a personal choice for individual parents to make on be-
half of their own children. Four parents (Billy, Barb, Ruby, and Tracy) 
believe that their children were harmed by vaccination. In all four cases, 
they did not apply to the Vaccine Injury Compensation Program, so 
their claims of vaccine injury were not substantiated by a court, nor by 
medical experts. However, their observations of symptoms they attri-
bute to vaccination— including the onset of seizures, autism, fainting, 
prolonged pupil dilation, and loss of concentration— profoundly shaped 
their concerns and inspired them to reject vaccines for their other chil-
dren. Other parents fear possible serious adverse reactions, but their 
children do not have a history of them.

Interviews lasted between one and four hours and were recorded and 
transcribed verbatim. Interviews explored parents’ background, educa-
tion, relationships, pregnancy and birth experiences, choices about their 
children’s healthcare, and broader perceptions of and experiences with 
vaccination and healthcare systems. I coded and analyzed transcripts 
thematically, employing what the sociologist Kathy Charmaz calls “con-
structivist grounded theory,” where data are collected and analyzed “to 
learn participants’ implicit meanings of their experiences to build a con-
ceptual analysis of them.”8 All names of parents are pseudonyms.
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Interviewing Healthcare Providers

I interviewed healthcare providers to understand their experiences with 
parents in their clinical practices. I specifically sought out pediatricians 
who provide primary care, since vaccines and discussions of them con-
stitute a large part of their practice. I purposively sampled physicians 
who are known by parents to be “vaccine- flexible,” who are involved in 
vaccine policy locally or nationally, or who provide care to low- income 
families to see how their experiences differ from those who provide 
care to higher- income families. Complementary healthcare providers 
loomed large in parents’ stories of vaccine decision making, and as such, 
I interviewed several chiropractors who oppose the use of vaccines, a 
naturopathic doctor who participates in community educational events 
about vaccines, and a self- described energy healer who describes part 
of her practice as healing vaccine injuries. Several of these healthcare 
providers— both pediatricians and complementary providers— also 
discussed at length their own decisions to delay or reject vaccines for 
their own children. Therefore I discuss five of the fifteen healthcare 
providers also as parents who made decisions that differed from the 
ACIP- recommended schedule.

Interviewing Key Informants

Vaccine controversies travel beyond the boundaries of the state; I 
followed these questions nationally. I interviewed physicians and 
researchers involved in setting the national debate, which included 
serving as national advisory committee members, authors, vaccine 
researchers, or state advisors.

Additionally, I draw on interviews with others who shape vaccine pol-
icy and practice. This includes eleven attorneys who work in the National 
Vaccine Injury Compensation Program representing parents or working 
as special masters adjudicating cases, which provided insight into how 
actual injuries appear, what patterns exist, and how the compensation sys-
tem supports families. This system has fewer than a hundred attorneys 
nationally and only eight special masters who hear every case.

Other interviews with the head of a local autism support group, 
members of the state health department, and members of organizations 



Appendix A: Methods | 263

that oppose vaccine mandates fleshed out the context in which these 
controversies are analyzed. These interviews inform my analysis, but I 
draw on them less often than my interviews with parents and providers.

Observing Vaccine Choices: Ethnographic Observation and 
Content Analysis

In my efforts to understand how questions about vaccines move 
through different social spaces, I looked for places to observe vaccine 
discussions. Over several years I attended annual meetings of national 
organizations that oppose vaccine mandates or support natural living 
(which includes avoiding vaccination). I attended sessions, had lunch 
with parents, observed casual conversations, and spoke with organizers, 
presenters, and attendees. I also attended several different community 
educational events in different Colorado cities held by pediatricians for 
parents about vaccines. In these sessions, a pediatrician, naturopath, 
or chiropractor presents information about vaccine safety and neces-
sity as they understand it, and parents listen, ask questions, and discuss 
concerns.

In addition to in- person observation, I observed and analyzed online 
discussions about vaccine choice. These came from listservs, blogs, on-
line discussions on social media sites, and online posts. I never posted 
questions, nor did I participate in these forums. These discussions pro-
vided valuable insight into how parents who do not attend meetings talk 
to other parents about their concerns, strategies, and goals.

To understand more of the contours of regulation and expert knowl-
edge, I sought out places where vaccines are discussed by elites. To un-
derstand medical knowledge, I attended lectures and Grand Rounds 
presentations at the local children’s hospital about childhood vaccina-
tion. In doing so, I could observe how physicians talk to each other 
about parents who don’t vaccinate, how they define vaccine safety, ne-
cessity, and treatment of vaccine- preventable diseases, and what infor-
mation pediatric trainees receive.

The Institute of Medicine (IOM) has written several reports on vac-
cine safety and is touted as a neutral arbiter of expert knowledge. As 
such, I attended a full- day meeting at the IOM about vaccine safety 
to see how IOM members interact, how they discuss their work for-
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mally and in informal discussions over their ninety- minute catered 
lunch break or in hallways, and how staff view the IOM’s work, which 
I learned during casual conversations with them. I also listened in on 
national advisory committee meetings that allow observers to call in 
but not participate in the discussion and analyzed their documents. In 
the Vaccine Injury Compensation Program, I watched court hearings 
where expert witnesses, almost always physicians or medical research-
ers, testify about the relationship between a disability and the likelihood 
that it was caused by a vaccine; I also spent time with attorneys in their 
practices. In all, I have not represented the entire universe of vaccine 
decisions, but have tried to follow the question everywhere it went to 
present as many perspectives as I can.

Analytical Choices

In studying contested meanings of health, illness, and vaccines, I am 
writing from the spaces between parents’ perceptions and the mean-
ings favored in official circles. Throughout, I often draw on formal 
definitions from federal agencies and groups like the Centers for Dis-
ease Control and Prevention (CDC), the National Institutes of Health 
(NIH), and the IOM. There are many participants in my study who 
would question that choice. A meaningful discussion of points of dis-
agreement requires a common set of facts. Thus, I have accepted that 
while government agencies have a perspective, they represent public 
health goals and carry the legitimate authority of peer- reviewed science 
in their data and figures. I choose to use their information and terms. I 
have when possible triangulated data and figures from multiple sources, 
but I do accept CDC infection rates and NIH definitions of disease, for 
example, as reasonable representations of illness and incidence. A subset 
of parents who refuse vaccines also reject the validity of these sources 
and provide other studies they find to be more credible. When possible, 
I trace the citations and studies that purportedly challenge official sci-
ence, but often find these claims to be unsupported by data. I also found 
that articles citing studies that supported claims of the dangers of vac-
cines or superior health of unvaccinated children cited other secondary 
sources that cited more secondary sources, but seldom linked to con-
temporary scientific peer- reviewed studies, which rendered these claims 
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less credible. I accept that facts are contested, but also find some to be 
more credible than others. My acceptance of official organizations and 
norms of scientific inquiry marks a certain unbridgeable distance from 
which I reach out to parents, hear their stories, and present their views.

These differences in understanding of scientific method, research, 
and knowledge production are visible in Billy’s story above. Billy has 
come to feel certain that his son was harmed by vaccines. He receives 
support for this view. His son’s story and picture were displayed on the 
memorial bulletin board at an NVIC meeting, and several participants 
who are passionate in their opposition to vaccines referenced his family 
in our discussions. Yet no physician can tell him with certainty whether 
the DPT vaccine caused his son’s seizures, in part because seizure disor-
ders often develop without explanation. No official organization counts 
his son as a child who suffered a deleterious adverse reaction from a 
vaccine. Despite more than a decade of consultations, Billy will never 
receive any validation that his son’s condition was definitively caused 
by a vaccine. This does not detract from his certainty that it was. In 
my analysis, I work to present both parents’ perceptions and the places 
where their understandings are disconnected from expert knowledge.

Representing Participants

I reference all parents and most providers by pseudonyms. There are 
two participants I personally interviewed that I reference by their real 
names because they are important and divisive figures in the vaccine 
debate: Bob Sears, author of the best- selling Vaccine Book, which cre-
ated what is colloquially known as the Sears schedule, and Paul Offit, the 
creator of a vaccine against rotavirus, who is a public advocate for vac-
cination. When I reference public lectures, education events, writings, 
or trainings, I use the real names of the presenters, since these public 
events are publicly available.

At times, I made small insubstantial corrections to parents’ speech, 
removing extra utterances like “um,” “like,” or “you know.” I did this 
because the parents who reject expert advice are generally and errone-
ously portrayed as ignorant. Throughout the book, I did not want these 
speech details to detract from their ideas. I did not change any other 
words from their interviews.
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Finally, I did not accept any funding for this research beyond fac-
ulty development funds from the University of Denver, where I was em-
ployed during much of this research. Doing so, I feared, might create the 
perception that I was not neutral in examining this issue. I hope I have 
succeeded in presenting all sides of this emotionally laden issue with 
respect. I accept that many participants will not agree with my analysis, 
but I aspire for them to feel that I represented them fairly.

Parent Participants

Pseudonym Age
Relationship 
status

Number of 
children Employment Education

At least one child received none or only one of the recommended vaccinesa (n = 18)
Tara Milon 39 Married 1 Lay healer  MA

Molly Jones 35 Divorced/
repartnered

3 Doula Some college

Carolyn 
Kalman

47 Married 3 Homemaker BA

Janine 
Bouche

35 Separated 1 Sales BA

Lauren Tate 32 Married 4 Homemaker Some college

Anna Chase 31 Married 2 Acupunc-
turist

BA

Marlene 
Bryant

47 Married 4 Homemaker/
family 
business

High school

Patricia Etter 42 Married 8 Homemaker High school

Elizabeth 
Nowak

35 Married 2 Principal MA

Paula Parenti 55 Divorced 4 Part- time 
administra-
tive

Some college

Gabriela 
Luce

32 Married 1 Homemaker Some college

Margaret 
Spencer

54 Married 2 Family 
business

Some college

Ruby Caine 36 Married 2 Yoga 
instructor

Some college

Jackie Russell 60 Married 3 Volunteer BA

Billy Folsom 43 Married 2 Homemaker High school

Ken Strauss 32 Married 2 Computer 
programmer

Some college

Jake Kalman 46 Married 3 Chiropractor Doctorate

Tom Sanders 52 Married 4 Chiropractor Doctorate
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Children received some recommended vaccines (n = 9)
Leanne 
Boggess

32 Married 4 Homemaker BA

Gina Paquin 38 Divorced 1 Secretary BA

Heather 
Moss

32 Married 2 Homemaker/
birth coach

MA

Steph O’Neill 33 Married 1 Part- time 
administra-
tive

BA

Astrid Villa 41 Married 1 Full- time 
administra-
tive

MA

Katie 
Reynolds

41 Married 2 Homemaker/
freelance 
writer

MA

Sarah Cazan 37 Married 2 Physician Doctorate

Barb 
Schoenhorn

45 Married 2 Homemaker/
author

Some college

Ben Kirkland 38 Married 2 Physician Doctorate

Children received all on personalized schedule (n = 7)
Solange 
Khan

45 Married 3 Homemaker/
musician

BA

Tammy 
Shaffer

34 Married 1 Homemaker BA

Jane Silver 42 Married 1 Physician Doctorate

Kristin Mann 40 Married 2 Homemaker/
artist

BA

Melissa 
Pallamore

30 Married 1 Full- time 
administra-
tive

MA

Lindsey 
Easter

26 Married 1 Homemaker Some college

Tracy Teller 37 Married 3 Bus driver High school

a Some families opted for the tetanus vaccine, but not others. Notably, there is not herd immunity protection 
against tetanus.

Parent Participants (cont.)

Pseudonym Age
Relation-
ship status

Number of 
children

Employ-
ment Education
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“Recommended immunization schedule for persons aged 0 through 18 years— United States, 2015.” Centers for 
Disease Control and Prevention, http://www.cdc.gov/vaccines/schedules/downloads/child/0– 18yrs- schedule.pdf.

http://www.cdc.gov/vaccines/schedules/downloads/child/0%E2%80%9318yrs-schedule.pdf
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