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Context


Rebecca Skloot is a science writer and journalist whose work has appeared on Radiolab, PBS Nova’s ScienceNOW, The New York Times Magazine, O Magazine, and others. Initially a student who failed the ninth grade for poor attendance, Skloot attended an alternative high school and took courses at Portland Community College, where she first learned about Henrietta Lacks. After working as a veterinary technician for several years, she went on to study biology at Colorado State University with the intent of pursuing veterinary medicine. However, her career aspirations changed when she discovered she enjoyed writing. Although her father, Floyd Skloot, is a novelist and poet, Skloot never thought she would like writing herself until she took writing classes in order to meet her university’s foreign language requirement. After graduating with a degree in biology, Skloot opted to get an MFA in creative nonfiction from the University of Pittsburgh. The Immortal Life of Henrietta Lacks is her first book.


When Skloot first learned about Henrietta Lacks at Portland Community College, her father was undergoing experimental treatment for a viral brain infection as part of a research study. Her father differed from Henrietta in that he volunteered for the study, but Skloot’s deeply personal connection to medical research immediately aroused her curiosity about the woman behind the famous immortal cells. As Skloot encountered HeLa cells throughout her formal biology education, the lack of information on Henrietta continued to confound and intrigue her. Years later, while working on her MFA, she envisioned creating a book that explored both who Henrietta was and the scientific legacy of her cells. Skloot spent ten years researching and writing the book. In addition to the challenges she faced in her research, Skloot also faced a rocky road to publication. She cut ties with her second editor because the editor did not want to include the extensive portions on the Lacks family, which were important to her vision. The book finally sold at auction to the Crown Publishing Group in July 2003.


Skloot’s research on Henrietta Lacks differed from that of other journalists because of its focus on Henrietta and the Lacks family. Initially, the Lacks family was reluctant to share their story with Skloot because of their negative experiences with previous journalists and medical professionals and because they were wary of people who profited from Henrietta’s story while they continued to live in poverty. Skloot, however, wanted to be transparent with the Lacks family and share with them everything she learned, and she had to repeatedly earn their trust in order to continue her research. Because journalistic standards dictate against paying someone for their story, Skloot decided to repay the family by setting up the Henrietta Lacks Foundation at the time of the book’s publication. This organization provides financial support and education for descendants of Henrietta Lacks and other individuals who have been affected by unethical medical research. The organization also seeks to raise awareness of ethical issues within biomedical research, including consent and access to healthcare. Over the course of her research, Skloot developed a deep friendship with Henrietta’s daughter Deborah, who passed away in 2009. Skloot has remained in contact with several members of the family since the publication of the book.


The book was released to great critical acclaim. In 2010, the book won the Chicago Tribune Heartland Prize for Nonfiction, the Wellcome Trust Book Prize, and the Best Book of the Year Award from the National Academy of Science, among others. It was one of the best-selling books of the year and remained on The New York Times Best Seller list for more than seven years. In 2017, HBO released a made-for-television movie based on the book, directed by George C. Wolfe and starring Oprah Winfrey as Deborah Lacks, Rose Byrne as Rebecca Skloot, and Renée Elise Goldsberry as Henrietta Lacks. HBO called in members of the Lacks family to consult on the film, but not all family members were pleased. Lawrence Lacks refused the offers to consult and criticized the film’s portrayal of his family. He has asked that Skloot transfer the Henrietta Lacks Foundation to his control and that other Lacks family members stop speaking to the press without his approval. In 2017, he requested that HBO and Harpo Films each donate $10 million to a new foundation in his name, and in 2018 he and his lawyer put together a lawsuit to sue for guardianship of his mother’s cells.


The story of Henrietta Lacks is inextricable from American slavery, Jim Crow laws, and racial segregation. As a child, Henrietta grew up doing chores on the same plantation her ancestors had worked as enslaved people, and institutionalized racism continued to affect her life into adulthood. In the 1896 case of Plessy v. Ferguson, thirty-one years after the Fourteenth Amendment granted citizenship to former slaves, the U.S. Supreme Court declared it constitutional for public spaces to enforce “separate but equal” accommodations for white and black people. This ruling, among others, legalized racial segregation throughout the southern states and led to widespread inequality and violent discrimination. Even hospitals had segregated wards, and many hospitals did not treat black patients at all. Black Americans often waited longer for treatment of serious illnesses because of poverty and the inaccessibility of quality medical care. As a result of discriminatory healthcare practices, Henrietta Lacks had to travel twenty miles to get to a hospital that would treat her cancer.




















Plot Overview


In 1951, an African American woman named Henrietta Lacks discovered what she called a “knot” on her cervix that turned out to be a particularly virulent form of cervical cancer. The head of gynecology at Johns Hopkins Hospital, who was studying cervical cancer at the time, had asked the head of tissue culture, George Gey, to develop a culture of both healthy and cancerous surgical cell tissue. As a result, Gey asked for tissue samples from all cervical cancer patients, including Henrietta Lacks. At the time, no human cells had ever survived long in a laboratory, but Henrietta’s cancer cells, which Gey labeled as HeLa, survived. Meanwhile, Henrietta underwent treatment for her cervical cancer but succumbed to the disease, leaving behind her five children and husband. The Lacks family had no idea that doctors had taken her cells or that some of her cells were still alive. When the doctors at Johns Hopkins requested an autopsy, Henrietta’s husband, Day, hesitated, but relented at his cousin’s insistence when a doctor suggested that the information gleaned from the autopsy could someday help his children. It wasn’t until 1973, when a family friend who was a researcher mentioned that he worked on HeLa cells, that the family learned a part of Henrietta was still alive.


Gey’s culture of HeLa cells not only survived, but they also allowed scientists to conduct unprecedented research on disease and genetics, as well as develop new medical treatments and vaccines. At no charge, Gey gave samples of HeLa cells to any researcher who requested them. Over time, for-profit cell culture labs sprung up, mass-producing HeLa cells and other cell lines in order to more efficiently supply research labs. However, because HeLa cells were so hardy and grew so quickly, they had the potential to contaminate other cell cultures. In 1973, geneticists realized that if they could identify distinct genetic markers within HeLa cells, they could more easily identify which cultures had been contaminated. To that end, a geneticist at Johns Hopkins asked Henrietta’s children to have blood samples taken. The doctors didn’t make sure that the Lacks children understood why they were being asked to have blood drawn, and Deborah, Henrietta’s daughter, believed that they were giving her a cancer screening.


Meanwhile, because HeLa cells and cell culture promised so many advances in medicine, the media spread the story of the “immortal” cell culture and the mysterious woman behind the cells. Although a colleague of Gey’s published Henrietta’s real name in a small niche journal, most mainstream news outlets mistakenly gave her name as Helen Lane. In 1975, a journalist from Rolling Stone named Michael Rogers discovered Henrietta’s true name and contacted the Lacks family for an article he was writing about HeLa cells. The Lacks family was horrified to learn that other people were profiting from Henrietta’s cells. The experience reminded them of the terrible history of white doctors in the US conducting unethical research on black patients. Journalists continued to approach the family, including a BBC documentary team in 1996. Deborah hoped the documentary would bring Henrietta’s story to light and help Deborah learn more about her mother. Unfortunately, the documentary also attracted Sir Lord Cofield, a con man, to the family. Posing as a lawyer, Cofield claimed he could help the family sue Johns Hopkins Hospital. When the family discovered his scam, he threatened legal action against the family, terrifying them. Shortly after this episode, Deborah was admitted to the hospital with blood pressure so high it nearly induced a stroke.


In 1999, Rebecca Skloot attempted to make contact with the Lacks family as she began her research. Because of the history of white journalists contacting the family for stories without offering transparency or proper compensation, in addition to the very recent ordeal with Cofield, the family initially didn’t want to speak with her. However, Skloot kept trying to make contact and spoke with several cousins in the Lacks family. Because she knew that Deborah wanted to know more about who her mother was as a person, Skloot left messages on Deborah’s phone, sharing what she learned about Henrietta’s childhood. Finally, Sonny and Deborah Lacks agreed to speak with her. Deborah made Skloot promise to share all of her research and help her understand what happened to her mother. She also wanted to find out what happened to her sister, Elsie, who had been placed in a mental institution before Deborah was born. Skloot agreed, and Deborah regularly accompanied Skloot on her research trips.


In 2001, a researcher at Johns Hopkins invited the Lacks family to his lab. Accompanied by Skloot, Deborah and Deborah’s brother Zakariyya finally got to see where Johns Hopkins kept their mother’s cells, and even watched HeLa cells divide under a microscope in real time. Later that week, Skloot and Deborah went to the hospital where Elsie had been institutionalized and discovered that she’d been subjected to horrific abuse. Deborah’s blood pressure spiked from the stress of everything she had learned that weekend, and she began to behave erratically. Her cousin Gary performed a religious soul-cleansing ceremony on her in which he lifted the burden of the cells from Deborah’s shoulders. To Skloot’s surprise, Gary proclaimed that from then on Skloot would help carry the burden for Deborah. Deborah decided that she wanted to learn more about science in order to better understand what happened to her mother, but she didn’t have the money to pursue adult education. Instead, she focused her efforts on her grandchildren and her siblings’ grandchildren, encouraging them to go to school. Skloot remained in contact with Deborah as she wrote the book and promised to share the final manuscript before it went to press. Sadly, Deborah died in 2009, right as Skloot made final touches on the book before publication.




















Character List


Deborah Lacks Daughter of Henrietta Lacks. Deborah longs to know more about her mother and understand what happened to her. After years of mistreatment and miscommunication from reporters and doctors alike, the mystery around her mother’s cells, Deborah suffers severe health issues. As a result of these negative experiences, she is initially hesitant to trust Skloot. Due to a deep desire to understand, Deborah ultimately throws herself into the investigative process and makes herself an invaluable resource for Skloot’s research. Though she can’t pursue a formal education, she dedicates herself to pursuing the truth for herself and the next generation of the Lacks family.


Rebecca Skloot The author and narrator of the book, a freelance journalist researching the story of Henrietta Lacks. As she befriends the Lacks family through her work, she strives to find a way to tell Henrietta’s story without causing further harm to the family.


Henrietta Lacks A young black woman diagnosed with cervical cancer whose cell sample becomes the famous HeLa cell line. In life, she was known for being generous and caring. Not wanting to worry her family, she tries to hide the severity of her illness until she can no longer conceal the debilitating pain caused by her tumors. Her family doesn’t learn that her cells are still living and being used in research until twenty-five years after her death, leading to confusion and anger.


George Gey The head of tissue culture at Johns Hopkins in 1951, a scientific pioneer whose work creates the HeLa line. Gey prioritizes science over profit. He gives away samples of HeLa to any researcher who asks and even hesitates to publish articles about his work. However, his single-minded focus on research isn’t without consequence. Gey takes and distributes Henrietta’s cells without her knowledge or consent, a violation for which the Lacks family still harbors great resentment.


David “Day” Lacks Henrietta’s husband and cousin, a poor steel worker. Henrietta and Day grew up on the same tobacco farm with their grandfather, Tommy Lacks. Although Day is unfaithful in marriage, he cares for Henrietta and blames Johns Hopkins for her death. Day fears going to the doctor after he learns about Henrietta’s cells because he believes they will use parts of him for research too.


David “Sonny” Lacks Jr. Henrietta and Day’s middle son, the peacemaker of the family and the first Lacks sibling to meet with Skloot in person. He tries to convince Zakariyya and Lawrence that they cannot stop Deborah from wanting to learn more about Henrietta.


Zakariyya Bari Abdul Rahman (born Joe Lacks) Henrietta and Day’s youngest son, an angry man whose issues get him into legal trouble multiple times. Violently abused and isolated by a caretaker from a young age, Zakariyya has a tendency to lash out at the people around him. He goes to jail for murder, but the judge gives him a lenient sentence based on his understanding of Zakariyya’s history and psychological trauma.


Lawrence Lacks Henrietta and Day’s oldest son and the only child with memories of Henrietta. Lawrence is furious over what happened to Henrietta and tries to discourage Deborah from talking to anyone about HeLa. He talks often about suing Johns Hopkins.


Bobbette Lacks Lawrence’s wife, who eventually takes in Sonny, Deborah, and Joe and encourages Deborah to protect herself and stay in school. She is stern and opinionated, and she doesn’t trust the white medical establishment because of its history of experimentation on black people.


Elsie Lacks Henrietta and Day’s older daughter, who is deaf, has mental disabilities, seizures, and is institutionalized. She has a special bond with her mother, who visits her weekly until she becomes too sick to do so.


Sadie Sturdivant Henrietta’s cousin and good friend who used to go dancing with her. When Henrietta first notices her tumor, Sadie is one of the first people she confides in. She has fond memories of Henrietta.


Howard Jones Henrietta’s gynecologist, who sees her through treatment to the end. He insists on numerous occasions that the medical care Henrietta received was identical to what a white patient could have expected. An admirer of George Gey, he helps pen the first article that includes Henrietta’s full name.


Richard Wesley TeLinde A doctor at Johns Hopkins and an expert on cervical cancer who wants to prove that noninvasive cervical cancer often becomes invasive. His research requires cell samples from both infected and healthy cervical tissue, which leads to Gey taking tissue samples from Henrietta.


Mary Kubicek Gey’s assistant who cultures Henrietta’s cells. She realizes the gravity of her work when she assists with Henrietta’s autopsy and notices her painted toenails. The image of Henrietta’s red toenails brings home the reality that the cells she cultures are from real people.


Margaret Gey George Gey’s wife, a nurse who establishes strict sterilization protocols in the Geys’ lab. Because of her practical and meticulous nature, she takes care of the day-to-day details of running the lab.


Roland Pattillo A professor of gynecology at Morehouse Medical College. Pattillo organizes a symposium on Henrietta Lacks and first puts Skloot in touch with the Lacks family. He worries about the welfare of the Lackses and so takes the time to quiz Skloot on her knowledge of scientific racism.


Christoph Lengauer A researcher at Johns Hopkins who reaches out to the Lacks family in order to show them HeLa cells. Unlike other researchers, Lengauer approaches the Lackses with compassion and respect, even admitting Johns Hopkins’ wrongdoing. He explains the science to Deborah and Zakariyya and promises to answer future follow-up questions.


Gary Lacks Deborah’s cousin, a deeply religious man who believes he can channel God when called upon to do so. He performs a soul-cleansing ceremony on Deborah to relieve her of the burden of the cells, and he gives Skloot the responsibility of sharing the burden.


Michael Rogers A journalist for Rolling Stone. He is the first person to alert the Lackses to the fact that people are profiting from HeLa cells, and his article on their family guides Skloot’s research.


Hector “Cootie” Henry Henrietta’s cousin. He is very religious and believes that Henrietta’s cancer isn’t a natural occurrence but is created by spirits or by doctors.


Victor McKusick A geneticist at Johns Hopkins who asks for blood samples from the Lacks family for research. He refuses to explain genetics to Deborah and instead gives her an autographed copy of his book.


Susan Hsu McKusick’s postdoctoral student who takes blood samples from the Lacks family. Because English is her second language and she is given little direction, she fails to communicate clearly with the Lacks family, and they don’t understand what the blood samples are to be used for.


Sir Lord Keenan Kester Cofield A smooth-talking con artist who pretends to be a lawyer in order to scam money from the Lacks family. He attempts to sue Johns Hopkins and the Lackses for refusing to allow him access to Henrietta’s medical records. His manipulative behavior causes fear and stress for those involved.


Ethel A cruel woman in Turner Station who is jealous of Henrietta. She moves in with Day after Henrietta’s death and heaps emotional and physical abuse on the Lacks children, especially Zakariyya.


Galen Ethel’s husband, who sexually assaults Deborah and threatens her boyfriend.


Gladys Lacks Gary’s mother and Henrietta’s sister. She disapproves of Henrietta’s marriage to Day.


Chester Southam A cancer researcher who injects patients with the cancerous HeLa cells without their consent. He justifies his research with the belief that disclosing his injections will only confuse and frighten his patients.


Emanuel Mandel Director of Medicine at the Jewish Chronic Disease Hospital in 1963. He allows Chester Southam to inject patients with HeLa cells and bullies the doctors who object, causing them to resign.


Stanley Garter The researcher who identifies that most human cell cultures are contaminated with HeLa cells by noticing specific genetic markers exclusive to African Americans. He is unknown in the field at the time and bravely shares his findings at a conference.


Samuel Reader The owner of Microbiological Associates, who created the first for-profit cell distribution center.


Monroe Vincent Samuel Reader’s business partner, a researcher.


Cliff Garrett Henrietta’s cousin, who shows Skloot the graveyard where Henrietta is buried.


Tommy Lacks Henrietta’s grandfather, a tobacco farmer and patriarch of Lacks Town.


Fred Garret Henrietta’s cousin who encourages Henrietta and Day to move to Baltimore.


John Moore A cancer patient who attempts to sue his doctor for patenting his cells without permission.


Michael Gold Author of Conspiracy of Cells, who publishes details about Henrietta’s medical records without the Lacks family’s permission.


James Pullum Deborah’s second husband, a preacher.


Courtney Speed The owner of Speed’s Grocery in Turner Station, a community organizer who attempts to set up a museum dedicated to Henrietta Lacks.


Alfred “Cheetah” Carter Deborah Lacks’s first husband, who beats her.


Albert Lacks A white slaveowner who leaves his property in Clover to his black descendants, thus creating Lacks Town.


Johnny Pleasant Henrietta’s father, who abandons his ten children after the death of Henrietta’s mother.


Eliza Pleasant Henrietta’s mother, who dies giving birth to Henrietta’s younger sibling.
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