For Justine William
https://youtu.be/Tg2NQxVMRks

Bressing Uzoma
https://youtu.be/aXB6aM94F4U


Re: Week 7 Discussion 2: African Nova Scotian Families
by Chinonye Okeke - Wednesday, 14 February 2024, 8:44 AM
I have never heard of Henrietta Lacks story in the past. I was in shock reading her story and learning about what she experienced and how she was exploited by the health system. The story reminded me of the Tuskegee Syphilis Study. According to the World Health Organization (WHO) (2023), everyone has the right to health and other health-related human rights. WHO’s Constitution also recognizes that every human being has the right to the highest attainable standard of physical and mental health. Henrietta was denied her basic human rights, highest attainable health because her medical complaints were not taken seriously. She was treated unjustly was not given the proper health care she deserved.
Henrietta’s story saddens me and makes me feel emotionally exhausted. It is disheartening to read about her story and learn about what she went through just because of the color of her skin. If doctor’s listened to Henrietta’s complaints she would not have endured the pain she did. Comfort measures should have been provided to her especially when doctors discovered a malignant tumor on her cervix. According to the Centers for Disease Control and Prevention (CDC), (2023) black women are more likely to die from cervical cancer than other women in the United States. Also compared to members of other races, Black and African American people have higher rates of getting and dying from many kinds of cancer (CDC, 2023).

I do believe we have progressed some but we have a long way to go before there is health equality for all. Because Henrietta was African American her medical complaints were not taken seriously. Despite Henrietta’s passing, her basic human rights were denied when her cells were used for further research without her consent. According to Herman (2022) people of color and other oppressed groups are unfairly impacted by the numerous injustices in the US health system. Due to the disparities, some communities have lower health outcomes, gaps in health insurance coverage, and restricted access to services (Herman, 2022). The affordable care act has improved access to healthcare, but the differences in health outcomes between Whites and people of color remain concerning (Herman, 2022).
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Re: Week 7 Discussion 2: African Nova Scotian Families
by Monica Muiruri - Wednesday, 14 February 2024, 10:12 PM
Case 3: Henrietta Lacks
1. Have you heard of Henrietta Lacks in the past?
I first heard about the story of Henrietta Lacks while we were exploring the history of unethical research in the United States. This account helped me recognized the evident medical distrust and skepticism towards research within the African American community, as Baptiste et al. (2022) affirm. The stigma of these experiments persists even now. Regardless of our awareness of Henrietta Lacks, the enduring consequences of unethical behaviors associated with this research are still felt.
2. How does her story make you feel?
The story of Henrietta Lacks elicits different emotions, such as a sense of empathy and outrage. Specifically, I empathize with her condition as she sought medical attention due to a painful mass in her cervix. She later returned to the health facility because of experiencing considerable pain and showing no signs of improvement, which even prompted her to insist on admission and did not leave until her demise (The Johns Hopkins University, 2024). I am outraged at how cells from her tumor were extracted several times for research without her consent or awareness, which demonstrates the case of injustices and ethical breaches in medical research. The concept of informed consent involves providing an opportunity for people to freely decide whether to participate in research by providing them with comprehensive information about the study (Hoverd et al., 2021). Thus, Lacks’ account demonstrates a failure to comply with relevant ethical principles, such as respect for justice, beneficence, and autonomy. It is prudent that researchers provide participants with a copy of informed consent in which there is clear and comprehensive information about the research of interest in such a manner that participants make well-informed decisions voluntarily and without coercion or undue influence. I think it would have been appropriate to compensate her family for this exploitation and research.
3. In your opinion have we truly progressed since her story?
I think there has been a notable progress since Lacks’ story, especially in terms of ethical standards and legal frameworks regarding informed consent and patient rights in research. While the harvesting and utilization of Henrietta Lacks’ cells for research were deemed acceptable and lawful during the 1950s, the regulations safeguarding research participants have progressed over time (The Johns Hopkins University, 2024). Accordingly, Johns Hopkins has endorsed legal reforms since 1951 aimed at safeguarding research subjects and adheres to these requirements, including those pertaining to informed consent. Overall, the narrative surrounding Henrietta Lacks, her relatives, and the establishment of HeLa cells has spurred policy reforms, including significant regulatory changes suggested in the United States concerning informed consent for biospecimen research. In the United States, federal guidelines (referred to as the Common Rule) were established following disclosures of severe research misconduct involving susceptible groups; these guidelines were primarily formulated to safeguard individuals from physical risks associated with experimental research (Beskow, 2019). These regulations outline requirements for informed consent and supervision by an institutional review board that, with few exemptions, must be adhered to in federally funded research. Accordingly, oversight from an institutional review board and informed consent are obligatory when a researcher engages with an individual to gather biospecimens expressly for research purposes. However, if a researcher utilizes biospecimens that have already been procured for another objective, no interaction or intervention with the individual occurs. Moreover, a key strategy to maintain confidentiality involves eliminating direct identifiers and substituting them with a code, along with taking additional measures to ensure that researchers cannot access identifying details. For instance, agreements for data use and material transfer can restrict access to the code-to-identifier key (ensuring the code cannot be deduced from personal information; consequently, Lacks’s cells today would not bear the label HeLa), and prevent any attempts to reidentify the sources of the samples. 
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