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Chorea and Community in a Nineteenth-Century Town ALICE R. WEXLER



summary: The dominant historical narrative of Huntington’s disease (Huntington’s chorea) has portrayed the early American sufferers from this disorder as marginalized and viliﬁed. This article argues, however, that afﬂicted families in East Hampton, New York—the site of George Huntington’s mid-nineteenthcentury observations—were mostly accepted and integrated within the community, some of them as members of the gentry and active participants in local governance. As descendants of early English settlers in this multiracial town, these white Presbyterian families, some of whose members were afﬂicted with what was locally called “St. Vitus’s dance” or “that disorder,” were always deﬁned as “one of ours.” While this fatal inherited neurological illness became more secret and hidden toward the end of the nineteenth century, this article suggests that it was larger cultural and social changes, rather than factors intrinsic to the disease, that led to the shift. The East Hampton story suggests the ways in which speciﬁc historical circumstances in a community may shape the social meanings of even so severe a disease as Huntington’s, and that social integration of the afﬂicted families may have helped mitigate the suffering of the disease. keywords: Huntington’s chorea, Huntington’s disease, St. Vitus’s dance, magrums, megrims, East Hampton, George Huntington, disability studies



Historical study of families associated with an autosomal dominant genetic disease such as Huntington’s poses complex dilemmas relating to privacy and conﬁdentiality for their descendants, particularly in a society in which health, life, and disability insurers routinely deny coverage to those with this illness in our families. I wanted to confer historical agency on people who had been objects of eugenic scrutiny, especially since the authors of the early twentieth century eugenic family studies usually erased the voices of their subjects, denying them an independent point of view and authority over their own lives. I wished to see people in families with chorea as individuals with values, subjectivities, and knowledge of their own, not as ﬁgures in a eugenic parable. But to do so using historical names, or even initials, makes possible linkage with their living descendants. Changing the names, a common practice of historians when dealing with institutional records, is awkward in a community study in which people were not hospitalized and records consist of publicly available source materials. How does one cite archival sources or published material if the names in the text have been changed? (Changing the name of the town also seemed implausible, since George Huntington’s association with East Hampton is well known.) Omitting names altogether also precludes seeing these people as unique historical actors.
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The Woman Who Walked into the Sea On the morning of 10 June 1806, Jacob Smith (not his real name) of East Hampton, New York, awoke to discover his wife missing. He had come home the previous evening to ﬁnd her “ironing clothes, and apparently in health.”1 Leah Smith was a white woman of about forty-two, “much esteemed by her neighbors,” the mother of several children.2 The Smiths were among the oldest and wealthiest families in East Hampton village, at the heart of East Hampton town, a collection of farming and ﬁshing villages counting about 1,500 residents in 1800, including 119 African Americans, 68 slaves, and some 34 Montauk Indian families living in poverty at the edge of the villages. Founded by Puritans in the midseventeenth century, this deeply conservative, mostly Presbyterian town maintained strong New England traditions, despite its location in New York, at the far eastern end of Long Island, about a mile from the Atlantic shore. Both Smiths counted town founders among their ancestors. They were, in the language of a later local historian, “one of ours.”3 During the last two weeks of May, Leah Smith had sent for Dr. Abel Huntington, the new young physician in town, twice in one week. He had come to give her “advice,” and then returned to bring her medicines, quite a few in fact: he prescribed chamomile ﬂowers (often used as a tonic and antispasmodic), turpentine (a stimulant and laxative), and chalybeate powder number twelve (an iron supplement used as a tonic). But then she sent for him again, ten days later, on 7 June; this time he



Indicating which ones were thought by their neigbors and local physicians to have suffered from chorea may cast an unwanted spotlight on their descendants. But leaving out any indication of who among the nineteenth-century descendants may have been affected with chorea leaves all of them—and their descendants—open to scrutiny as possible sufferers. It also leaves potentially damaging diagnoses and misdiagnoses unchallenged in the literature. Many people in East Hampton urged me to use the actual names of their ancestors. This is who we are, said one woman. Keep the town intact, and don’t change anything, wrote another. This disease should not be a shameful thing, said a third, and it may help future historians to understand our people and happenings in greater depth. Ultimately I decided that avoiding possible risk to descendants was more important than historical transparency. I have therefore changed the names of family members, altered other revealing markers, and omitted identifying footnotes. Names of all other individuals remain unchanged. 1. Sag Harbor Gazette, 30 June 1806, unpaged. 2. Ibid. 3. “One of Ours,” a column in the East Hampton Star written in the 1950s by local historian Jeanette Edwards Rattray, Star publisher and editor. See also Records of the Town of East Hampton, Long Island Suffolk Co., N.Y., with Other Ancient Documents of Historic Value, vols. 1–5 (Sag Harbor: J. H. Hunt, 1887–1905); T. H. Breen, Imagining the Past: East Hampton Histories (New York: Addison Wesley, 1989).
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prescribed volatile tincture of digitalis, a stimulant, and also a box of laxative pills. If she conﬁded any fears to her physician, he did not note it in his daybook; he merely recorded charges of sixty-three cents which her husband would later pay with “cash and tallow to balance.”4 On the morning when he could not ﬁnd her, Jacob Smith mobilized a search through the town, inquiring in all the houses for her whereabouts. Finally they traced her footsteps “from the house thro’ ﬁelds of grain to the shore, a mile away.”5 The following day Dr. Huntington, who typically saw at least three or four patients a day, suspended his regular practice and saw only one person, Leah Smith’s young daughter, whose name he recorded in his daybook—an unusual entry since he would typically have written her father’s name. Perhaps Dr. Huntington held her and dried her tears, gave her chamomile tea to calm her sobbing, tried to reassure her that her mother would yet return. But Leah Smith did not return— not that day, nor the next nor any day after. Timothy Miller, a resident of East Hampton who recorded local deaths in his journal, noted that on 10 June, Leah Smith “walked into the surf and walked in and drowned.”6 Several weeks later the local newspaper, the Sag Harbor Gazette, printed the sad news that the body of “the unfortunate” Mrs. Smith had washed up on the beach at Montauk, some twenty miles to the east.7 Why had Mrs. Leah Smith walked into the sea? The Gazette offered an interpretation of the causes of her death, and with a more respectful and sympathetic tone than that which prevailed in other notices of deaths and disasters. According to the Gazette, Mrs. Smith took her drastic step because of “her extreme dread of the disorder known as St. Vitus’ dance, with which she began to be affected, and which her mother now has to a great degree. From some arrangements of her clothing,” the paper continued, “it appears that she had for some time contemplated her melancholy end.”8 ❖ Lay knowledge and practices of illness, especially mental and emotional illness, have always been elusive topics for historians. Yet scholars such as Emily Abel, Cornelia Dayton, Ellen Dwyer, Nora Ellen Groce, Howard



4. Abel Huntington Daybook, 23 and 27 May, 7 June 1806, Long Island Collection, East Hampton Library, East Hampton, N.Y. (hereafter LIC). 5. Sag Harbor Gazette, 30 June 1806. 6. Timothy Miller Journal, unpaged, LIC. 7. Sag Harbor Gazette, 7 July 1806. 8. Sag Harbor Gazette, 30 June 1806.
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Kushner, Roy Porter, Sheila Rothman, and Laurel Ulrich have developed a range of imaginative strategies for exploring such popular practices of disease.9 The story of Leah Smith opens a door onto such practices among laypersons and physicians in a nineteenth-century New England– identiﬁed town, offering glimpses of the lived experience—or what Clifford Geertz calls local knowledge—of the disorder that East Hampton folk named “St. Vitus’s dance” (and people elsewhere referred to as “St. Anthony’s dance,” “megrims,” or “magrums”).10 “St. Vitus’s dance” in the nineteenth century usually referred to a common childhood illness—Sydenham’s chorea or chorea minor —which was not inherited and was usually self-limiting. In East Hampton, though, it was the name people used for the disease that, by the end of the nineteenth century, came to be called “hereditary” or “Huntington’s” chorea after the East Hampton–born physician, George Huntington, who described it in 1872.11



9. Emily Abel, Hearts of Wisdom: American Women Caring for Kin, 1850–1940 (Cambridge: Harvard University Press, 2000); Nora Ellen Groce, Everyone Here Spoke Sign Language: Hereditary Deafness on Martha’s Vineyard (Cambridge: Harvard University Press, 1985); Cornelia Dayton, “‘A Burst Man’: Joseph Gorham Presents the Puzzle of Autism to 18th-century Cape Cod” (Paper presented to the Columbia Seminar on Early America, Columbia University, New York, N.Y., 11 May 1999); Ellen Dwyer, “Stories of Epilepsy, 1880–1930,” in Framing Disease: Studies in Cultural History, ed. Janet Golden and Charles E. Rosenberg (New Brunswick, N.J.: Rutgers University Press, 1992); Howard Kushner, A Cursing Brain?: The Histories of Tourette Syndrome (Cambridge: Harvard University Press, 1999); Roy Porter, Mind-Forg’d Manacles: A History of Madness in England From the Restoration to the Regency (Cambridge: Harvard University Press, 1987); Sheila M. Rothman, Living in the Shadow of Death: Tuberculosis and the Social Experience of Illness in American History (Baltimore: Johns Hopkins University Press, 1994); Laurel Thatcher Ulrich, The Midwife’s Tale: The Life of Martha Ballard Based on her Diary, 1785–1812 (New York: Vintage, 1990). 10. See Clifford Geertz, Local Knowledge: Further Essays in Interpretive Anthropology (New York, Basic Books, 1983). Many authors have cited William Browning’s 1908 claim that “magrums” was “a household word long in use up and down the Hudson River valley, especially amongst the Dutch and those in touch with Dutch inﬂuence” (William Browning, “Sketch of Rev. C.O. Waters, M.D.,” Neurographs: 1908, 1 [2], Huntington issue: 143) However, “magrums” is also a Lancashire dialect word meaning “in a state of temper or rage,” a meaning that accords well with symptoms of Huntington’s chorea: see Alan Cobham, A Glossary of Lancashire Words as Spoken in Mawdesley (www.mawdesley-village.co.uk/ dialect2.html#1). Some of the ﬁrst English medical reports of hereditary chorea in the nineteenth century came from the Lancashire region, suggesting the possibility that the earliest English families with the disease who immigrated to North America originally came not from East Anglia, as proposed by P. R. Vessie, but from Lancashire, bringing the word “magrums” with them. See Percy R. Vessie, “On the Transmission of Huntington’s Chorea for 300 Years—The Bures Family Group,” J. Nerv. & Ment. Dis., 1932, 76: 553–73. 11. Henry P. Hedges (1817–1911), an East Hampton native, attorney and judge, wrote in 1908 that this chorea was “known in my youth only as St. Vitus Dance.” (H. P. Hedges to George Huntington, 9 July 1908, Eugenics Record Ofﬁce Papers, American Philosophical
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Hereditary chorea, as Huntington described it, came on gradually in adulthood, usually beginning in the fourth decade of life. It was characterized by involuntary movements (chorea is the Greek word for “dance”) as well as by progressive cognitive loss and emotional disturbance. The involuntary movements resembled those of childhood chorea, but unlike that disorder, which usually began abruptly, adult chorea developed very gradually, “increasing by degrees, and often occupying years in its development, until the hapless sufferer is but a quivering wreck of his former self”; furthermore, in contrast to the typical childhood illness, the movements were accompanied by mental and emotional disturbance, or as Huntington put it, “the tendency to insanity, and sometimes that form of insanity which leads to suicide”—indeed, “in all the families, or nearly all in which the choreic taint exists, the nervous temperament greatly preponderates. . . .”12 Death came inevitably after ten to twenty years of slow decline. Most strikingly, the disease reappeared in generation after generation of “certain, and fortunately a few families.”13 More than almost any other condition, this one adhered to the widely shared nineteenth century assumption of both physicians and lay people that “like begets like.” By identifying a particular East Hampton family with St. Vitus’s dance as early as 1806, the story of Leah Smith allows us to ask questions about the meanings of this disorder before physicians had described it medically, and outside the context of asylum, hospital or clinic. It also pinpoints East Hampton as an important early site of the disease. Indeed, the town is a particularly appropriate site for exploring chorea in a communal setting since it was home not only to afﬂicted families but also to the Huntington family of physicians and writers who had access to the intimate secrets of the community. In addition, East Hampton was one of the important sites for the ﬁrst large-scale ﬁeld study of Huntington’s chorea in 1911 and 1912—some four thousand people, including nearly one thousand alleged “choreics”— carried out at the initiative of Charles B. Davenport, Director of the Eugenics Record Ofﬁce at the Cold Spring Harbor Biological Laboratory on Long Island. In this study, the family of Leah Smith also ﬁgured, actors in the local drama of chorea reported by her descendants and by other East Hampton residents to the eugenics worker, Dr. Elizabeth B.



Society, Philadelphia, Pa. [hereafter ERO Papers].) George Huntington was not the ﬁrst to describe hereditary chorea in the medical literature; however, most writers consider his 1872 account the most accurate and complete to that time. 12. George Huntington, “On Chorea,” Med. & Surg. Rep. (Philadelphia), 13 April 1872, 26: 317–21, quotation on p. 320. 13. Ibid.
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Muncey, who wrote their comments in brief biographical narratives (albeit ﬁltered through her own eugenic lens). Muncey named 166 people from East Hampton, living and deceased, of whom she diagnosed 53 as choreic. My own estimate, based on archival records and statements by East Hampton neighbors and relatives, as well as on a critical reading of Muncey, is closer to 30 people over six generations (including ﬁve from nearby Bridgehampton), spanning a period from the mid-eighteenth century to the early twentieth.14 Even before the Muncey study, moreover, correspondence among physicians interested in chorea elicited information from respected East Hampton ﬁgures naming those believed to be affected with this disease, and offering insights into its local meanings. Though far less common than epilepsy, “insanity,” “hypochondria,” “hysteria,” or “nervousness,” with which it was sometimes associated in eighteenth- and nineteenth century medical literature, hereditary chorea was considered “prevalent” in certain New York and Connecticut communities in the late nineteenth century.15 (Today the United States’ prevalence is estimated at 10 per 100,000, with perhaps 30,000 people affected).16 Because only certain families, according to George Huntington, were considered vulnerable to this illness, their lives may tell us 14. Elizabeth B. Muncey, “Huntington’s Chorea,” 1913; reprinted as “The ‘Classical’ Family of Huntington’s Chorea,” ed. Sheldon C. Reed (Minneapolis: Dight Institute for Human Genetics of the University of Minnesota, Minneapolis, 1963), mimeographed; manuscript notes in ERO Papers; Smith Ely Jeliffe, “A Contribution to the History of Huntington’s Chorea—A Preliminary Report,” in Neurographs (n. 10), pp. 116–20. While I accepted the judgments of East Hampton natives about individuals they believed suffered with chorea, I used Muncey’s judgments critically and tried to get a second local assessment before accepting her diagnosis of an individual as a valid reﬂection of community opinion. Muncey often recorded her informants’ comments sympathetically, but she used no neurological tests, and evidently confused dominant with recessive inheritance: she believed the disease was dying out due to “the admixture of new blood” and the marriage of affected individuals into unaffected families. Nonetheless, in 1964, Sheldon Reed reprinted her manuscript without critical commentary, suggesting that “it may be useful in helping the physician or genetic counselor to bring understanding to the descendants of the patients with appropriate adjustment to the facts of the heredity of this disease.” To his credit, Reed warned against depositing the Muncey manuscript in any public library, a caution unfortunately not heeded. 15. Landon Carter Gray, A Treatise on Nervous and Mental Diseases (Philadelphia: Lea Brothers, 1895), p. 343. In 1913, Elizabeth Muncey wrote that she believed the disease had been more common two hundred years earlier (that is, in the early eighteenth century), though she offered no evidence for this claim: Muncey, “Huntington’s Chorea” (n. 14), p. 2. 16. Huntington’s Disease Collaborative Research Group, “A Novel Gene Containing a Trinucleotide Repeat That Is Expanded and Unstable on Huntington’s Disease Chromosomes,” Cell, 1993, 72: 971–83, on p. 971.
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something about its social and cultural meanings. Rather than focus only on the afﬂicted individuals, I will consider the families in their relationship to the larger community, asking questions about acceptance and stigmatization, about origin stories and explanations, and the ways in which perceptions of the illness—within the families and in the larger community—may have shaped the lives of their members.



Reading St. Vitus’s Dance As Sander Gilman has written, the signs of illness, like any complex text, “are read within the conventions of an interpretive community that comprehends them in the light of earlier, powerful readings of what are understood to be similar or parallel texts.”17 At least from the medieval period in Europe, lay people associated disordered and uncontrolled bodily movement variously with epilepsy, madness, drunkenness, and idiocy. Sometimes they saw it as a sign of pain. Occasionally they understood it as symptomatic of demonic possession or as an effect of witchcraft. Very rarely, people saw such movements as an expression of sainthood.18 The so-called dancing manias of the thirteenth and fourteenth centuries, associated with European epidemics of plague, represented a speciﬁc pattern of excess involuntary movement which came to be called St. Vitus’s dance after the early Christian saint to whose chapels the sufferers made pilgrimages. Deﬁned both as a movement disorder and as a mental illness, the condition called forth multiple responses, and at times was regarded not as a disease but as the cure for a disease—the dance as therapy for mental malaise and anxiety.19 The term St. Vitus’s dance apparently entered Western medical literature in the ﬁfteenth century with the account of the German Renaissance physician Paracelsus, who described St. Vitus’s dance as a kind of chorea. (Paracelsus classiﬁed chorea naturalis as an organic movement disorder, in opposition to chorea lasciva and chorea imaginativa, which were disorders of the imagination and mind. ) Robert Burton included St. Vitus’s dance in his discussion of madness in the 1621 bestseller The Anatomy of Melancholy. But it was the English physician Thomas Sydenham, who, in 1686, equated St. Vitus’s dance with what he called chorea minor, the temporary



17. Sander L. Gilman, Disease and Representation: Images of Illness from Madness to AIDS (Ithaca: Cornell University Press, 1988), p. 7. 18. Esther Cohen, “The Animated Pain of the Body,” Am. Hist. Rev., February 2000, 105: 36–68, on pp. 36–37. 19. H. C. Erik Midelfort, A History of Madness in Sixteenth-Century Germany (Stanford: Stanford University Press, 1999), p. 37.
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and usually curable movement disorder primarily affecting children. Chorea minor came to be called “Sydenham’s chorea,” though Sydenham noted that this condition was “popularly called Chorea Sancti Viti,” suggesting that the name was already in common usage, a term drawn from local knowledge.20 In the burgeoning eighteenth-century medical literature on nervous disorders, the names “St. Vitus’s dance,” and (less commonly) “St. Anthony’s dance,” were generally equated with Sydenham’s chorea and increasingly observed as the aftermath of rheumatic fevers. William Buchan’s immensely popular Domestic Medicine, ﬁrst published in Edinburgh in 1769 and reprinted widely in the United States in the early part of the nineteenth century, described St. Vitus’s dance as a “particular species of convulsion ﬁts . . . wherein the patient is agitated with strange motions and gesticulation, which by the common people are generally believed to be the effect of witchcraft.”21 More broadly, the term denoted restless, ﬁdgety, nervous behavior. In Hallowell, New Hampshire, in 1785, the midwife Martha Ballard recorded treatments for “St. Vitas dance,” though she did not specify the symptoms.22 In short, the popular name “St. Vitus’s dance” and also the medical term “chorea” were applied to a wide variety of symptoms, so much so that William Osler, in 1894, described chorea as “a nosological pot into which authors have cast indiscriminately affections characterized by irregular, purposeless movements. In the whole range of medical terminology,” he lamented, “there is no such olla podrida [“rotten pot,” a Spanish stew—i.e., a hodgepodge] as Chorea.”23 In East Hampton, the name “St. Vitus’s dance” had come to include adult inherited chorea at least by 1797—the year Abel Huntington ar-



20. Thomas Sydenham, Schedula monitoria de novae febris ingressu (London, 1686), p. 28 (my translation). 21. William Buchan, Domestic Medicine, 2d ed. (London: Strahan Cadell, 1772), pp. 551– 52. 22. Ulrich, Midwife’s Tale (n. 9), p. 11. In 1785, in Hamlet parish, near Salem, Mass., a woman died at the age of ﬁfty-six “of St. Anthony’s dance, had it for 12 years” (Vital Records of Ipswich . . . [Salem: Essex Institute, 1910], 2: 548); this case very likely was hereditary chorea. (I am grateful to Cornelia Dayton for this reference.) 23. William Osler, On Chorea and Choreiform Affections (Philadelphia: Blakiston & Sons, 1894,) p. B. On the difﬁculties for nineteenth-century physicians in distinguishing the different types of movement disorders, see Kushner, Cursing Brain (n. 9), esp. pp. 32–39. See also James Boswell’s famous 1791 description of Samuel Johnson as suffering from “that distemper called St. Vitus’s dance” ( James Boswell, The Life of Samuel Johnson [New York: Random House, 1952], p. 41); modern scholars believe Johnson’s symptoms resembled the modern Tourette syndrome.
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rived there and found it “well established.”24 Still, it seems clear that while this community recognized the hereditary transmission by the time of Huntington’s arrival, this pattern may not have stood out as central for lay people, or even for local physicians, in the eighteenth or early nineteenth centuries, as it did for late nineteenth- and twentieth-century medical writers. Nineteenth-century physicians and laypeople alike considered heredity to inﬂuence most diseases. The notion that “like begets like” was central to most people’s thinking about illness. According to the historian Charles Rosenberg, by the end of the eighteenth century, such chronic ills as cancer, gout, consumption, and mental illness were all seen as largely hereditary in origin.25 Throughout the nineteenth century, however, most people thought in terms of an inherited predisposition, or diathesis as physicians came to call it. (To be considered directly inherited, an illness had to show up in the newborn infant or young child. Such disorders were thought to be rare, while ailments resulting from inherited predispositions were common.) While individuals might inherit a general family predisposition or diathesis for an illness, triggering factors also played a critical role in determining whether someone with such a predisposition actually developed symptoms. Moral as well as medical considerations ﬁgured here, and those from families regarded as having a “nervous temperament” or other predisposing constitutional factors still had substantial ability to shape their own fate, especially since most people considered that traits acquired by parents could be passed on to the offspring—the so-called Lamarckian view of inheritance. In short, until the latter part of the century, heredity (or “ancestry” as people often called it) was only one of the complex mix of factors which inﬂuenced an individual’s likelihood of illness. In popular thought, at least until the latter part of the nineteenth century, heredity was not destiny.



24. See George Huntington, “Recollections of Huntington’s Chorea as I Saw It at East Hampton, Long Island, During My Boyhood,” J. Nerv. & Ment. Dis., 1910, 37: 255–57, on p. 255. The origin stories told by East Hampton people also indicate local belief in the hereditary transmission of the illness. Irving W. Lyon, a physician who had grown up in Bedford, Westchester County, N.Y., another major site of afﬂicted families, emphasized in 1863 “the deep-seated popular belief in the hereditary nature of the disease” (Irving W. Lyon, “Chronic Hereditary Chorea,” Amer. Med. Times, 1863, 7: 289–90). In the 1899 edition of his medical textbook, William Osler cited the East Hampton physician Edward Osborne as saying that the disease had existed in that town “for fully two centuries,” suggesting that people had been aware of its hereditary transmission since the early 1700s (William Osler, The Principles and Practice of Medicine, 3d. Ed. [New York: Appleton, 1899], p. 1090). 25. Charles E. Rosenberg, “The Bitter Fruit: Heredity, Disease, and Social Thought in Nineteenth Century America,” in Perspectives in American History, vol. 8, ed. Donald Fleming and Bernard Bailyn (Cambridge: Harvard University Press, 1974), pp. 198, 202.
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In this context, George Huntington, while describing the gloomy prognosis of someone already afﬂicted with chorea, offered a major ray of hope to the unaffected members of these families in what was perhaps his most important insight. “Unstable and whimsical as the disease may be in other respects, in this it is ﬁrm,” he wrote; “it never skips a generation to again manifest itself in another; once having yielded its claims, it never regains them.”26 In this it differed from “the general laws of so-called hereditary diseases, as for instance in phthisis, or syphilis, when one generation may enjoy entire immunity from their dread ravages, and yet in another you ﬁnd them cropping out in all their hideousness.”27 With hereditary chorea, this atavistic recurrence was absent: once the child of an afﬂicted parent reached advanced age without the symptoms, “the thread is broken and the grandchildren and great-grandchildren of the original shakers may rest assured that they are free from the disease.”28



Status, Class, and Stigma In his 1872 presentation before the Meigs and Mason Medical Society in Middleport, Ohio, the twenty-two-year-old George Huntington, newly graduated from the College of Physicians and Surgeons in New York City and beginning his medical practice in Pomeroy, Ohio, chose to discuss childhood chorea as his ﬁrst scientiﬁc presentation. Almost as an afterthought, he appended to his account the brief description of hereditary chorea, “which exists, so far as I know, almost exclusively on the east end of Long Island”; he had “drawn . . . attention to this form of chorea gentlemen, not that I considered it of any great practical importance to you, but merely as a medical curiosity, and as such it may have some interest.”29 Was it because the disease was incurable that it lacked importance to his fellow physicians, since they could do little about it? Was it that the community back in East Hampton—at least that part that was not afﬂicted—regarded it similarly, as a curiosity of certain families? Was it perhaps that an illness seemingly conﬁned to such a small geographical region had little general medical importance?



26. George Huntington, “On Chorea” (n. 12), p. 320. Huntington accurately described what was later called dominant inheritance: each child of an affected parent had a 50 percent risk of inheriting the disease gene and eventually becoming ill; but a child who did not inherit the faulty gene would be spared, as would his or her descendants. 27. Ibid. 28. Ibid. 29. Ibid., p. 321.
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While Huntington’s casual attitude bespoke a certain fatalistic response to the disorder, for the sufferers and their families—as he emphasized—St. Vitus’s dance had always been deeply dreaded. As he famously wrote in 1872, the affected families spoke of it “with a kind of horror,” and never alluded to it “except through dire necessity, when it is mentioned as ‘that disorder.’”30 (Another eminent East Hampton native, Judge Henry P. Hedges, who was born in 1817 and lived all his life in the villages of eastern Long Island, recalled that from his youth he had always heard of it as St. Vitus’s dance.)31 Still, George Huntington described the afﬂicted individuals as generally resigned to their fate. “Nowadays,” he wrote, “its end is so well known to the sufferer and his friends, that medical advice is seldom sought.”32 Yet, if some individuals reacted with resignation, others, like Leah Smith, did seek medical treatment, from local physicians such as Abel Huntington or his son George Lee Huntington, and possibly also from local midwives such as Molly Hand (d. 1800), or from Indian healers in the area. Occasionally they took refuge in suicide, an act which elicited mixed responses ranging from censoriousness—“how much we have to pray ‘Lord lead us not into temptation,’” wrote the Main Street diarist Fanny Huntting in 1856 when she learned of a neighbor’s second attempt to cut his throat with a razor—to sympathy and sorrow.33 “He was a victim of incipient chorea, knew it, possibly had been waiting for it,” wrote George Huntington of a man who hung himself in his blacksmith shop: and well knowing the character of the foe he must meet, the so dreaded, the long expected, the conquering, he cut short the taper and his life went out. Other victims had sought the same refuge again and again by drowning. Others, of a different nervous organization perhaps, lived on if not content, still seemingly reconciled to Fate, until mind and body both exhausted they fell asleep.”34



Though we cannot know precisely what motivated Leah Smith to take her desperate step—whether it was “extreme dread” of St. Vitus’s dance as the newspaper averred, fear of becoming like her mother who had the



30. Ibid., p. 320. 31. Henry P. Hedges to George Huntington, 9 July 1908, ERO Papers. 32. Huntington, “On Chorea” (n. 12), p. 321. 33. Diary of Frances Huntting, 15 December 1856, LIC. 34. Huntington, “Excerpts from a Paper read at a regular meeting of the New York Neurological Society, 7 December 1909,” possession of Charles Gardiner Huntington III, Simsbury, Conn.
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disease “to a great degree,” a manifestation of the severe depression that was a common early symptom, or even something entirely unrelated— her representation in the newspaper suggests a rational woman much esteemed by her neighbors, hard-working at domestic labor, a respected wife and mother in the community. Suicide by the late eighteenth century was commonly interpreted as a symptom of mental disorder rather than as a criminal act—felo de se —as it had been earlier.35 Yet the Sag Harbor Gazette emphasized Smith’s rationality, alluding to the “arrangements of her clothing” which suggested she had contemplated the act “for some time.”36 In short, Mrs. Smith responded to her situation with an act as understandable as it was unfortunate. Hers was “a melancholy end,” but it was neither criminal nor crazy. How, then, did the children, grandchildren, and great-grandchildren of Leah and Jacob Smith fare in East Hampton, with this haunted history they carried with them? In this community where family and ancestry loomed large, what can the descendants of Leah Smith tell us about the social and cultural meanings of this disease?37 One indicator of these



35. “By the end of the eighteenth century, melancholy behavior followed by suicide was almost uniformly connected with mental illness in England and in the new United States” (Howard Kushner, American Suicide [New Brunswick: Rutgers University Press, 1991], p. 17). But see also Joseph Lathrop, Two Sermons on the Atrocity of Suicide, Sufﬁeld, 1805, and Samuel Miller, The Guilt, Folly, and Sources of Suicide: Two Discourses Preached in the City of New York, February 1805; also coroners’ inquest on Lucretia Petty, 14 July, 1810, “by which it appears that she feloniously hanged herself (a felo de se)” (Coroners’ Reports, Suffolk County, N.Y., Oyer and Terminer, Suffolk County Court Center, Riverhead, N.Y.) Suicide in East Hampton may ipso facto have given rise to suspicions in the community about the possibility of St. Vitus’s dance. Geographical proximity, rather than genealogical proof, suggests the hypothesis that St. Vitus’s dance came to East Hampton from Fairﬁeld County, Connecticut, where other early American families with the disease have been traced. In any case, I agree with Jeliffe, who proposed in 1908 that both the Westchester County and the Long Island families with Huntington’s chorea “sprang from an original Connecticut source” ( Jeliffe, “Contribution” [n. 14], pp. 122–23). 36. Sag Harbor Gazette (n. 8). 37. Rosemarie Garland Thomson suggests that Mary Douglas’s conceptualization of cultural strategies for dealing with the “aberrant” or “anomalous” is applicable also to an analysis of the social construction of people with disabilities, a group which might also include those with chorea and those belonging to families associated with the disease. These cultural strategies include assigning the anomalous ﬁgure to one standard category or another, thereby reducing the person to one particular identifying trait, usually, but not always, the one considered “deviant”; avoiding the anomalous ﬁgure altogether through segregation or marginalization; eliminating the anomalous ﬁgure, as the modern eugenics movement attempted to do; labeling the aberrant ﬁgure as dangerous; and using anomalies in ritual “to enrich meaning or to call attention to other levels of existence.” This conceptualization is useful in thinking about the ways in which a community such as East
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meanings is the public participation of Leah Smith’s male descendants over several generations, as reﬂected in their patterns of holding ofﬁce. The election of East Hampton men to positions such as town supervisor, trustee, clerk, or tax assessor at the annual April town meeting offered an important measure of local status and authority.38 Church ofﬁce was another measure of prestige, particularly that of deacon. Seating arrangements in the church also reﬂected status, since pews were rented in the nineteenth century for amounts varying according to location. Ownership of property, particularly landed property, further indicated class status in this farming community, since those men who took leading positions in town affairs were often, though not always, among the largest property owners. (No women, nor Indian nor African-American men, could attend the town meeting or hold ofﬁce, even those who owned property.) Jacob Smith was among the wealthiest men in the town, with assets, in 1801, exceeding $3,000, mostly in land; of the 302 taxpayers in East Hampton that year, he ranked among the wealthiest 5 percent. Thirty years later, in 1831, Mr. Smith’s property, including nearly 400 acres of land, was worth over $4,000, putting him among the wealthiest 8 percent. He was also one of the most active in local governance, serving as assessor, overseer of highways, and town trustee for many years. Just as he held local ofﬁce in the town, so too his sons, grandsons and some greatgrandsons continued this tradition of public participation. These descendants of Leah and Jacob Smith were consistently elected to ofﬁce— from the lower positions such as sheep pounder and commissioner of public highways to more important ofﬁces such as town trustee and town supervisor. In fact, they belonged to the inner circle of the gentry families who rotated important town ofﬁces among themselves.



Hampton dealt with a recognized familial disorder—and perhaps with other disabilities— in their midst. While individuals might respond in idiosyncratic ways, “culture, in the sense of the public, standardized values of a community, mediates the experience of individuals. It provides in advance some basic categories, a positive pattern in which ideas and values are tidily ordered.” See Mary Douglas, Purity and Danger: An Analysis of the Concepts of Pollution and Taboo (London: Routledge, 1966), pp. 40–41; also Rosemarie Garland Thomson, Extraordinary Bodies: Figuring Physical Disability in American Culture and Literature (New York: Columbia University Press, 1997), pp. 33–35. 38. At the annual town meeting in early April of each year, the white property-owning men of the town elected thirteen trustees, many of them descendants of the founding families or members of more recently arrived but wealthy or inﬂuential families such as the Huntington physicians. The trustees met throughout the year, to deal with all matters of local importance, including laying out of highways, organizing the sale of public lands, adjudicating boundary disputes, hiring teachers for the school, and assessing taxes for supporting the poor.
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For example, one descendant served several terms as town trustee before developing symptoms of chorea. Another became a highly respected whaling captain and, beginning in his early twenties, sailed on voyages to the South Atlantic, to the North and South Paciﬁc, and around the world, after which he moved to a land claim in the west. A third, like his father, also served as town trustee. Two others married whaling captains. (When the husband of one died relatively young, leaving her with only a house and home lot, she supported her family by working as a seamstress in the homes of her East Hampton neighbors.) Yet another married a poor but well-liked farmer and occasional whaler, a man who held many ofﬁces including trustee and constable. Of their children, several daughters married into other old established families, with husbands who also were elected to many local ofﬁces. Another member of the family was elected deacon on the Presbyterian church the year following his older brother’s death with St. Vitus’s dance, and—perhaps in an effort to stave off the illness in his family—he remained a deacon for forty-one years. Married to the daughter of another gentry family, he was well known for his piety, trudging along Main Street to attend church even as a man in his eighties. According to George Huntington, “although fully entitled to be a choreic, he never became one, and none of his posterity have ever developed the disease, nor have they ever become insane.”39 At least one of the posterity began holding major local ofﬁce at a young age, serving many terms as town supervisor. His daughter married a man whose family had played many important roles in the community and traced their origins to the earliest town founders. In short, these descendants of Leah and Jacob Smith remained among the gentry of the town throughout the nineteenth century. Marriage, of course, could pose complex dilemmas, especially in a town acutely aware of “ancestry” and “posterity,” where the gentry families had traditionally intermarried and the laboring or “Bonaker” families did so as well.40 Typically, old New England towns consisted of many people related to each other through generations of marrying neighbors and cousins. Some evidence suggests that in certain communities in Westchester County, New York, and in Fairﬁeld County, Connecticut, socalled magrums (or megrims) families were indeed ostracized when it 39. Quoted by Charles S. Stevenson, “A Biography of George Huntington, M.D.,” Bull. Hist. Med., 1934, 2: 53–76, quotation on p. 72. 40. See Groce, Everyone Here (n. 9), p. 40. “Bonaker” originally implied lack of sophistication and education, a pejorative term that since the 1930s has been adopted as a term of pride, indicating that one was born and raised in East Hampton.
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came to marriage. According to Irving W. Lyon, a physician who had grown up in the 1840s and 1850s in the Westchester County town of Bedford, parents in non-affected families threatened to disinherit their children if they married into one of the afﬂicted clans.41 Half a century later, Elizabeth Muncey also referred to “the public sentiment that has existed for years against marriage into the affected families.”42 Social status and wealth may have been offsetting factors; as an early-twentiethcentury descendant of an afﬂicted family in Greenwich wrote, “If there was money, they married in spite of the magrums.”43 I have found little evidence that Lyon’s observation about the ostracism of the families applied in East Hampton. None of the East Hampton natives who wrote about the illness in the nineteenth and early twentieth centuries—George Huntington, Henry P. Hedges, or the physicians Edward Osborne and Clarence King—alluded to such stigmatization. Nor did Elizabeth Muncey, in 1911, record any similar statements from her informants (some of them descendants of Leah Smith), who included knowledgeable people such as the town clerk, the East Hampton librarian, and the longtime Presbyterian minister. None of these people echoed Lyon’s remark that “the disease was regarded by many as disgraceful,” or that acknowledging a connection with it was “injurious to one’s reputation and prospects in life.”44 Like their neighbors, most of the children, grandchildren, and great-grandchildren of Leah Smith did get married, to spouses from East Hampton and to spouses “from away”—usually from neighboring towns, or from towns where East Hampton folks had previously immigrated, such as Beekmantown, near Plattsburgh, New York. It is difﬁcult to imagine, in this small rural town, that prospective spouses would not have heard of St. Vitus’s dance in the family into which they were marrying, especially since marriages often took place as a parent was in the last stages of the disease, or recently deceased.



41. Parents in unaffected families “have repeatedly been known to interdict marriage alliances between their children and those believed to be tainted with the megrim diathesis, under the severe penalties of disinheritance and social ostracism” (Lyon, “Chronic Hereditary Chorea” [n. 24], pp. 289–90). 42. Muncey, “Huntington’s Chorea” (n. 14), p. 2. Davenport, who wrote an inﬂuential analysis of Muncey’s ﬁeld material, did concede the possibility that “there is now [1916] a greater selection against marriage of persons belonging to choreic strains than formerly, or voluntary abstinence is greater” (Elizabeth B. Muncey and Charles B. Davenport, “Huntington’s Chorea in Relation to Heredity and Eugenics,” Am. J. Insanity 1916, 73: 195–222, on pp. 212–13). 43. Belle Ferris to Mrs. Henry, 17 December 1931. Ferris Family Papers, Greenwich Historical Society, Greenwich, Conn. 44. Lyon, “Chronic Hereditary Chorea” (n. 24), p. 289.
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Muncey recorded only one local account, apparently dating from many years before her visit, of a parent’s effort to prevent a marriage on account of fears about the disease. In 1800, according to Muncey, the parents of a young woman in a neighboring village allegedly tried to forestall her marriage “on account of the heredity of chorea, which was even then recognized.” (She married the man anyway.)45 But Muncey reported this story more than a century after the event, so it is difﬁcult to know the extent to which these twentieth century reports may have represented modern projections onto the past or retrospective regret on the part of descendants—especially since not only the husband but several of his children later developed the disease. Moreover, in nineteenth-century East Hampton, parents opposed the marriages of their children for a wide range of reasons, related to the ﬁnances, age, race, and social class of prospective spouses.46 In a community where family remained the central marker of personal identity, distinctions among and even within families could be nuanced and subtle, indicated partly in names suggesting the political economy of space within the town. There were Springs, Pantigo, and Sag Harbor Smiths; Bradleys of Lily Hill, Amagansett, and Main Street; Hamiltons who lived in Newtown Lane and Northwest. In the 1890s, after the construction of a railroad bridge on the north side of town, there were those who lived “upstreet”—the gentry who lived on and near Main Street—and those residing “under the bridge”: laborers, modest farmers, and ﬁshermen who lived farther north and east. Each locale had its particular class, cultural, racial, and social resonance. The disease would have been an additional layer operating within this larger social grid.



45. But see Audrey Tyler: “There has never been any evidence presented to the authors that at-risk persons were, or are, discriminated against in their choice of marriage partners” (Audrey Tyler, “Social and Psychological Aspects of Huntington’s Disease,” in Huntington’s Disease, ed. Peter S. Harper, Major Problems in Neurology, no. 22 [Philadelphia: W. B. Saunders, 1991], pp. 179–203 on p. 186). 46. For example, in 1815, Hedges Miller “executed himself” with a shotgun when his father—for reasons not speciﬁed—opposed his marriage to Caroline, the woman he was engaged to marry ( Jeremiah Mulford to John Dominy, 1 August 1814, Dominy Papers, LIC). Cornelia Huntington, George Huntington’s aunt, expressed the hope in her diary that a dear friend would not fall in love with “the charming Tuscarora invalid,” suggesting the way in which race structured sexuality in nineteenth-century East Hampton, though she herself protested against such “prejudice” (Cornelia Huntington Diary, 1826, p. 9, LIC). And when the parents of Ed Terbell forbade him from seeing Ella Osborne, a friend explained to her correspondent that “She is older than he is, and I suppose they want him to do better, that is more money” ( Julia Parson to John Sherrill, Parson Papers, 23 March [n.y.], LIC).
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How typical were the relatives of Leah Smith of the families afﬂicted with St. Vitus’s dance? Were there others, lower in economic status, who were more vulnerable to stigmatization?47 To what extent was the Smith’s high social status an exceptional case among the affected families? I do not wish to overstate this history. Leah Smith was the only one among seven surviving siblings to marry into another elite East Hampton family—in contrast to her mother’s generation, in which at least three of the seven siblings married elite spouses. (Indeed, in marrying someone “from away,” Leah Smith’s mother had taken an unusual step. Moreover, after her husband died, in 1777, the widow, who was only thirty-eight, did not remarry as most widowed women did: she remained single, paying her own taxes, and living in a house she owned near the center of town— possibly a legacy from her father.) Two of Leah Smith’s siblings also married spouses “from away” and moved to other Long Island towns. The youngest married an East Hampton artisan who died relatively young, while she herself lived on as a widow into her nineties. She spent the last long years of her life with the family of her son who became quite wealthy and was active in town affairs. Another sibling crossed class lines to marry a tenant farmer and day laborer. Her sons and grandsons were seamen, ﬁshermen, modest farmers, and day laborers, later working in the ﬁsh oil and guano factories of Napeague. Her daughters and granddaughters married ﬁshermen and farmers. They lived in the smaller villages of Amagansett and Springs, or out on Montauk, some twenty miles to the east.



47. The literature of Huntington’s disease includes many claims that “the disease is particularly frequent among the lower socioeconomical strata of society” (G. W. Bruyn, “Huntington’s Chorea—History, Clinical and Laboratory Synopses,” in Handbook of Clinical Neurology, vol. 6, ed. P. J. Vinken and G. W. Bruyn [Amsterdam: North-Holland Publishing Co., 1968], pp. 298–378, cited on p. 304). But most authors today acknowledge that the disease itself “courts a lower-class existence,” since it cuts off opportunities for advancement, disturbs family life, and entails heavy burdens on relatives compelled to care for their disabled kin (Mary B. Hans and Thomas H. Gilmore, “Social Aspects of Huntington’s Chorea,” Am. J. Psychiatry, 1968, 114: 93–98, on p. 97). Nonetheless, some data suggest that the class and occupational status of affected families does not differ from that of the general population (T. Edward Reed and Joseph H. Chandler, “Huntington’s Chorea in Michigan: Demography and Genetics,” Am. J. Hum. Genet., 1958, 10: 201–25, on p. 213); also Tyler, “Social and Psychological Aspects of Huntington’s Disease” (n. 45), p. 183. Addressing the eugenic expectation that families with an hereditary disorder must be poor, uneducated and abject, Davenport included a note on “Genius in Families with Huntington’s Chorea,”conceding that “our family histories contain a surprisingly large number of effective men and women who have done important work in the world. This may be merely because our study has been made on three or four high-class families” (Muncey and Davenport, “Huntington’s Chorea” [n. 42], p. 211).
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Since they were less visible in town affairs, these nieces and nephews of Leah Smith are more difﬁcult to track than her children and grandchildren. One nephew, a seaman and sailor, developed the disease in his forties or ﬁfties, according to George Huntington; by 1870, he was “without occupation,” an indication that he probably had become disabled. Years later, George Huntington recalled this man and his son, “a picture of robust health when I knew him as one of the ‘bigger boys,’ now dead of the disease.”48 Two of the sons served in the Union Army during the Civil War. Both were wounded and received pensions for disability. Like their relatives, they married local women. Both had children who also married and raised families. It is symptomatic of the intersections of class and chorea in this community that when one grandson married the daughter of a well-to-do family in town, her relatives were apparently more upset that she had married the hired man than that the husband’s grandfather had suffered from St. Vitus’s dance. (Of course, the husband’s father did not then have the disease, and never developed it. But in the early 1880s, when the grandson married, his father was just forty and could still have developed symptoms later on.) In any case, a few years prior to the marriage, the father served as town trustee for several terms, suggesting his inclusion in the governing circles of East Hampton over a period of several years. An uncle, too, was elected constable for several years. By this time the grandfather had died, and the disease was beginning its course in the next generation. The fact that the father at this moment was elected town trustee may suggest the lack of signiﬁcance the community attached to his family’s association with St. Vitus’s dance and the relative absence of stigma associated with the disease. It is possible, of course, that the enactments of stigma, and signs of ostracism, were extremely subtle, below the radar screen of this historian. Perhaps not all the neighbors knew the full story, as indeed, in the late twentieth century they did not. Possibly parents who worried about St. Vitus’s dance couched their objections to prospective marriage partners in terms other than the disease. The symptoms of chorea could be quite variable, and given their slow development over many years, diagnoses by neighbors and family members must often have been uncertain and subject to debate.49 Moreover, stigma may be expressed in responses that



48. Huntington, “Excerpts” (n. 14). 49. Benign tremors, benign familial chorea, and Alzheimer’s disease may have been locally called St. Vitus’s dance and reported as such to Muncey. It is also unclear whether Muncey consistently recorded community perceptions, or if she sometimes made her own
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stop short of avoidance or ostracism. Attributing danger and menace to the disabled other is also a common form of stigmatization, and anomalous bodies are often perceived as threatening or menacing because they appear out of control.50 Indeed, according to psychologist Lerita Coleman, fear is “stigma’s primary affective component . . . what gives stigma its intensity and reality is fear.”51 Certainly some East Hampton natives recalled feelings of fear at their ﬁrst childhood sight of chorea, as we shall see.52 Still, this history, however partial and limited, challenges the inﬂuential historical narrative of Huntington’s chorea in the United States laid out by the eugenic-minded Connecticut psychiatrist Percy R. Vessie in two oft-cited articles from the 1930s. According to Vessie, the early American ancestors of twentieth century sufferers had performed “a sorrowful march of victims to the scaffold, exile and social ostracism”;



independent diagnoses on the basis of her informants’ descriptions. At the very least, Muncey indicated that she interpreted some popular names, for instance palsy and “the shakes,” as indicative of Huntington’s chorea, although her descriptions of symptoms sometimes suggest other disorders. Local opinions also occasionally conﬂicted: “There are contradictory reports of his condition,” Muncey wrote of one man. “The family says he is simply nervous, but several friends say that he is beginning to show signs of chorea” (Muncey “Huntington’s Chorea” [n. 14), p. B-8). On differential diagnosis see Oliver Quarrell and Peter Harper, “The Clinical Neurology of Huntington’s Disease,” in Huntington’s Disease, ed. Peter S. Harper, Major Problems in Neurology, no. 22 (Philadelphia: W. B. Saunders, 1991), pp. 67–75. 50. See Rosemarie Garland Thomson, Extraordinary Bodies (n. 37), p. 36. 51. Letitia M. Coleman, “Stigma: An Enigma Demystiﬁed,” in The Disability Studies Reader, ed. Lennard J. Davis (New York: Routledge, 1997), pp. 216–31, on p. 225. According to Sander Gilman, “How we see the diseased, the mad, the polluting is a reﬂex of our own sense of control and the limits inherent in that sense of control. Thus the relationship between images of disease and the representation of internalized feelings of disorder is very close” (Sander Gilman, Disease and Representation [n. 17], p. 3). 52. “The response to novel stimuli in an ambiguous situation may depend on the emotional displays of the caregiver,” writes Coleman. “Self-referencing is instrumental to understanding the development of stigmatization because it may be through this process that caregivers shape young children’s responses to people, especially those who possess physically salient differences” (Coleman, “Stigma” [n. 51], p. 220). Joseph Osborn, a white East Hampton native, evoked this process when he recalled in his memoir the fear he associated with “an old colored man called ‘Jason Hoopiter,’”[Jupiter] who would come to the kitchen for food carrying on his back “a pack, bag, or wallet, and I stood in considerable fear of him”—not, writes Osborne, from any ill nature on his part, but probably from Osborne’s parents’ threat “‘to look out or Jason would put me in his ‘bag’” (The Autobiography of Joseph Osborn, typescript, n.d., p. 3, LIC). In contrast, George Huntington’s initial encounter with chorea was mediated by his physician father, who evidently explained the condition in a way that stimulated his curiosity and interest.
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these scoundrels, outcasts, and suspected witches were guilty of such “crimes” as quackery, public prostitution, drunkenness, pauperism, theft, illicit sale of liquor, and “public denunciation of the governor.”53 Feared, ostracized, and haunted “by memories of ancestral witchcraft, family feuds, and politics,” members of these families intermarried over many generations, multiplying the occurrence of the disease.54 “So terrifying to observers were the repulsive aspects and ferocious irritability of the victims,” wrote Vessie, “that parents in New England down to the present day teach their children to fear, hate, and shun these ‘living examples of sin.’”55 East Hampton histories tell a different story, one in which members of the afﬂicted families were integrated within the community, sometimes held high ofﬁce in the town and church, mostly married and raised families, labored, loved, and lived out their lives (though a few of them opted to take their own lives before the disease took them). Vessie’s narrative had little relevance to the lives of the “certain, and fortunately a few families” whom George Huntington had observed as a boy in midcentury.56



Public Space, Secrecy, and Silence In one of the foundational scenes of the disease, George Huntington in 1909 recalled a dramatic boyhood encounter: Driving with my father through a wooded road leading from East Hampton to Amagansett, we suddenly came upon two women, mother and daughter, both tall, thin, almost cadaverous, both bowing, twisting, grimacing. I stared in wonderment, almost in fear. What could it mean? My father paused to speak with them, and we passed on. Then my Gamaliel-like instruction began; my medical education had its inception. From this point my interest in the disease has never wholly ceased.”57 53. Percy R. Vessie, “Hereditary Chorea: St. Anthony’s Dance and Witchcraft in Colonial Connecticut,” J. Connecticut State Med. Soc., 1939, 3: 596–600, quotations on pp. 596–97. 54. Vessie, “Transmission of Huntington’s Chorea” (n. 10), p. 565. 55. Vessie, “Hereditary Chorea” (n. 53), p. 599. 56. In the 1960s and 1970s, Vessie’s genealogies were discredited, but his allegations linking chorea with witchcraft and “criminality” continue to be cited. Moreover, his ahistorical approach to early American culture has never been challenged. See Mary B. Hans and Thomas H. Gilmore, “Huntington’s Chorea and Genealogical Credibility,” J. Nerv. & Ment. Dis. 1969, 147: 5. In 1909, George Huntington reported being told that there were “but two cases existing in Easthampton Township at present. I was greatly surprised at this, and if true, it argues that the disease is surely dying out there, a thing devoutly to be desired.” Quoted by Stevenson, “A Biography of George Huntington” (n. 39), p. 72. 57. Huntington, “Excerpts” (n. 14).
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This account, probably referring to the late 1850s when George Huntington was eight or nine years old, touches on one of the most elusive questions in the social history of Huntington’s chorea—that is, whether the secrecy and silence which came to surround this disorder in the latter part of the nineteenth century merely continued earlier practices, or represents a change in the social and cultural meanings of the disease. Fragmentary evidence suggests that prior to the Civil War, people with St. Vitus’s dance were out and about in the villages, walking on the wooded paths where they might encounter their neighbors—though George Huntington’s surprise and “wonderment” also suggests that people with severe chorea were not an ordinary, everyday sight in public for all members of the community. At least for the early and mid-nineteenth century, scattered recollections suggest that chorea was visible in the villages of nineteenth-century East Hampton town, in people not only walking on the paths, but also working in their yards and shops, driving wagons, worshiping in church, and if they were men, gossiping in the store and ﬂirting with female passers-by. Take for example the recollections of Dr. Clarence King, like George Huntington also a physician’s son, but born nearly a decade earlier, in 1842. Clarence King lived for several years of his childhood in Amagansett, where his father Phineas Parker King practiced medicine. He recalled as an adult the powerful effect, when he was young, of seeing people with chorea. He especially remembered his fear and timidity “whenever I had to pass by one of these patients on the way to school.”58 Apparently this experience occurred often, and contributed to his later interest in chorea. He wrote his medical thesis on the topic in 1885, and published four more articles on chorea over the next thirty years. Or take the memories of a descendant of Leah Smith, who recalled her severely afﬂicted mother as she was in the late 1850s and 1860s: falling repeatedly and, in trying to draw water from the well in their yard, bending so low her nose practically touched the ground. According to the grandson, the daughter was just eleven when the mother died, so that she had had to take over most of the domestic chores of the house. Actually, the mother died ten years later, but this misrepresentation accurately suggests how the family must have experienced her illness, as a sort of prolonged dying. She may well have been one of the women



58. Clarence King, “Hereditary Chorea,” New York Med. Journal, 1885, 41: 468–70; “Another Case of Hereditary Chorea,” Med. Press of Western New York, 1885/6, 1: 674–77; “A Third Case of Huntington’s Chorea,” Med. News, 1889, 55: 39–41; “Hereditary Chorea,” Med. Record, 1906, 70: 765–68; “Hereditary Chorea,” New York Med. Journal, 1916, 1040: 306– 98.
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whom the young George Huntington saw on the wooded path with his father. There was also the woman whom Muncey’s informants recalled had once been “a great beauty” with pleasing manners; by the 1880s, she had become “the terror of the neighborhood,” a woman with a “violent temper, a vile tongue, and addiction to alcohol; choreic movements of a very severe type,” an account indicating that the neighbors certainly saw her. These brief portraits, and others, suggest that people with chorea were visible in public spaces, and that they evoked powerful responses from their neighbors, from fright and timidity to ridicule to fascination to sympathy and sorrow. Several accounts also show that people sometimes mistook chorea for drunkenness, particularly if they were unfamiliar with the disease. Indeed, their emotional responses to chorea may have been rooted partly in visual associations with drunkenness, especially in relation to images of stumbling and staggering, and sexually inappropriate behavior. In his 1872 essay, George Huntington described a public scene of two married men “suffering from chorea to such an extent that they can hardly walk, and would be thought by a stranger to be intoxicated,” yet they “never let an opportunity to ﬂirt with a girl go by unimproved. The effect is ridiculous in the extreme.”59 Huntington’s account suggests that sufferers may have been subject to public mockery or ridicule, their bizarre behavior a cause for taunts, particularly if they were thought to be drunk or were in fact drinking. One of Muncey’s informants described a neighbor as “a moderate drinker, and when he began to show choreic movements about ﬁve years ago, the neighbors thought he was drinking excessively. He is a teamster, and the movements are so pronounced that it is considered unsafe for him to drive.” Muncey herself described a man she called choreic—though according to George Huntington he was not afﬂicted—going about town, “jerking, twitching and reeling worse than a drunkard.” These narratives indicate that chorea, like the drinking behavior with which it was sometimes conﬂated, was certainly visible on the streets and paths of nineteenth-century East Hampton. By the end of the nineteenth century, however, a taboo had grown up around chorea. While the name “St. Vitus’s dance” had always been somewhat hushed—“I believe it is not much spoken of” wrote teenager Frances Sage to a friend in 1815—the latter part of the nineteenth century witnessed a shift toward increasing suppression and secrecy.60 William Osler’s unsuccessful effort in 1887 to visit a family caring for



59. Huntington, “On Chorea” (n. 12), pp. 320–21. 60. Frances Sage to Frances Dering, 1815, Dering Papers, LIC.
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afﬂicted members in East Hampton is symptomatic of the change. Osler, who was then a professor of clinical medicine at the University of Pennsylvania, had become fascinated by hereditary chorea through his research on Sydenham’s chorea, and he contacted the East Hampton physician, Dr. Edward Osborne, asking him to arrange a visit with some sufferers. But Osborne evidently met with resistance from the family in question. He telegraphed Osler not to come, indicating that if he visited East Hampton, he probably would not be able to see these people owing to their extreme sensitivity on the subject.61 No wonder that in 1895 a noted neurologist and former president of the American Neurological Association, Landon Carter Gray, complained of the “great superstition” surrounding this disease, which made it “very difﬁcult to obtain much information about it. I can name at the present moment at least a dozen towns within easy reach of New York,” he wrote, “in which it is very prevalent, and yet in which it is nursed as a dark secret.”62 Judge Henry P. Hedges conﬁrmed this sense of secrecy in a 1908 letter to his friend George Huntington: as he put it, “the subject is avoided by most people as distasteful.”63 The shift may have been rooted partly in the changing social milieu of East Hampton, which by the 1850s was starting to become a tourist destination. Especially after the Civil War, the growing number of summer boarders in town may have made the afﬂicted more hesitant about appearing in public, subject to the gaze of strangers, and their families more anxious to protect them from the scrutiny of outsiders. In addition, a change in medical thinking beginning in the 1860s—from an emphasis on the speciﬁcity of the patient (her age, race, gender, geographical locale) to a practice emphasizing universal categories of disease—may have heightened tendencies to identify certain families with this illness. They were now families “belonging to the disease,” as local parlance had it.64



61. William Osler, “Historical Note on Hereditary Chorea,” in Neurographs (n. 10), p. 113; idem, “Remarks on the Varieties of Chronic Chorea, and a Report Upon Two Families of the Hereditary Form, with One Autopsy,” J. Nerv. & Ment. Dis., 1893, 18: 97–111; William Osler to Smith Ely Jeliffe, 16 February 1905, ERO Papers. 62. Gray, Treatise (n. 15), p. 343. 63. Henry P. Hedges to George Huntington, 8 July 1908, ERO Papers. 64. Edward Osborne to Smith Ely Jeliffe, 27 May 1905, ERO Papers. Another factor may have played a role, as suggested by the anthropologist Mary Douglas’s analysis of thresholds of tolerance in Purity and Danger: An Analysis of Concepts of Pollution and Taboo (London: Routledge, 1966), p. 97. Douglas cites the study of a Canadian town where “behavior which a psychologist would class at once as pathological is commonly dismissed as ‘Just a quirk,’ or ‘He’ll get over it’ or ‘It takes all sorts to make a world.’ But once a patient is admitted to a mental hospital tolerance is withdrawn.” So long as St. Vitus’s dance, although dreaded, was
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More important, however, was the emergence of heredity in the late nineteenth century as an important conceptual and cultural category of its own, apart from ideas about growth and development. While the average East Hampton farmer or Amagansett ﬁsherman may not have been familiar with Francis Galton’s Hereditary Genius, a founding text of eugenics published in 1869, nor with August Weissman’s formulations of “hard heredity” in the 1880s, nor with the rediscovery of Gregor Mendel’s “laws” in 1900, the readers in this literate and educated community may well have grasped the increasingly pessimistic and deterministic tone of discussions of heredity in the popular press—discussions that reﬂected deepening social anxieties about modernity as well as revolutionary changes in the sciences. Beginning in the late 1870s, according to Charles Rosenberg, Americans explained phenomena as varied as class identity, criminality and “pauperism” in increasingly hereditarian and deterministic ways. The optimism and environmentalism of earlier decades gave way to a growing biological reductionism, and by the late 1880s, the eugenics movement had come into being in all but name.65 In a latenineteenth-century cultural milieu obsessed with questions of race and “degeneration,” people with a disease such as Huntington’s chorea would easily have appeared ever more frightening and threatening. One woman born in 1903 recalled from her childhood a severely afﬂicted man who used to “be out on his own and he used to come to see my father a lot, and we were always scared to death of him, because he shook so, you know. And one day, we found a dagger in our shingle in the back entryway, and my father always thought that he brought it there. But you never knew, of course.”66 By the early twentieth century, moreover, an organized eugenics movement that targeted Huntington’s chorea as an instance of the dangers of uncontrolled reproduction added to the emotional and social burden of



considered just a “curiosity,” as George Huntington described it, families may have been less self-conscious about exposing their affected members to public view. Once it became formalized in the medical literature as Huntington’s chorea and attracted medical attention from ﬁgures such as William Osler, sufferers and their families may have been more uncomfortable about this scrutiny, since such descriptions, including even George Huntington’s, almost always used pejorative terms such as “hereditary taint” and often included eugenic recommendations. 65. Rosenberg, “Bitter Fruit” (n. 25), pp. 223–24. See also Peter J. Bowler, The Mendelian Revolution: The Emergence of Hereditarian Concepts in Modern Science and Society (Baltimore: Johns Hopkins University Press, 1989); Daniel J. Kevles, In the Name of Eugenics: Genetics and the Uses of Human Heredity (Berkeley: University of California Press, 1989). 66. Martha Kalser to Alice Wexler, 23 October 1998.
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affected families. Representations of diseased heredity in popular accounts of eugenics would be cause enough for keeping the disease as hidden as possible. Certainly the language of eugenics, with its vocabulary of “hereditary taint,” echoed and reinforced the prevailing discourses of late nineteenth century racism, implying an association between illness and “racial” inferiority. Even then, however, members of the affected East Hampton families were sometimes willing to discuss the disease, even with outsiders such as Elizabeth Muncey when she visited in 1911 and 1912. Indeed, Muncey offered poignant glimpses of the worry and fear experienced by members of affected families, noting that one man so feared the onset of chorea that he had made his best friend promise to tell him when he saw any signs of the trouble. While he showed no positive symptoms, Muncey observed, his friends feared that his anxiety over the possibility would bring on the disease. Muncey’s success in talking about chorea with knowledgeable residents suggests that people both inside and outside the affected families were more open and interested in understanding the disease than the experiences of William Osler or Landon Carter Gray might suggest. Moreover, despite the growing secrecy and the occasional suspicion directed at people with visible symptoms, some afﬂicted individuals continued working and living their usual lives far into the illness, if they were able. But the danger for the affected families was not only that of social stigmatization. Beginning in 1895, states began passing laws prohibiting the marriage of persons with speciﬁed diseases and disabilities, including epilepsy and “insanity.” In 1907, Indiana became the ﬁrst of many states to pass legislation allowing compulsory sterilization of people in asylums and hospitals. By 1931, twenty-eight states had eugenic sterilization laws on the books, and many had active sterilization programs.67 Such programs no doubt heightened the anxieties of families already living in dread of the disease. Indeed, some people may have internalized eugenic ideology, believing that they had no right to marry, have children, or even exist.68 67. Philip R. Reilly, The Surgical Solution:: A History of Involuntary Sterilization in the United States (Baltimore: Johns Hopkins University Press, 1991), pp. 88–95. 68. In Breeding Better Vermonters: The Eugenics Project in the Green Mountain State (Hanover: University Press of New England, 1999), pp. 69–70, Nancy L. Gallaher points out the damaging impact of the Vermont Eugenics Survey on the targeted families, making them “more visible and more vulnerable to the broader fears and prejudices within Vermont communities.” Similarly, Wendy Kline observes that the objects of eugenic scrutiny may have “internalized this ideology and believes that they were unﬁt to reproduce. . . . By arguing that only select bodies were ﬁt to reproduce, eugenicists added unprecedented
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While sufferers from Huntington’s chorea usually did not enter an institution until the disease was considerably advanced, at which time they had completed their families, eugenic pronouncements emphasizing the need to stop reproduction of all potential “choreics” appeared often in the medical literature.69 As Charles Davenport put it in 1916, “A state that knows who are its choreics and knows that half of the children of every one of such (on the average) become choreic and does not do the obvious thing to prevent the spread of this dire inheritable disease is impotent, stupid and blind and invites disaster.”70 Even the so-called Meyerson Report on sterilization programs, a critical study carried out by a committee of the American Neurological Association in 1936, recommended that voluntary sterilization be considered for certain diseases, among which Huntington’s chorea ranked at the top of the list. Moreover, the Report proposed that “any law concerning sterilization should be applicable not only to patients in state institutions but also to those in private institutions and those at large in the community.”71 By this time, of course, the Nazi “Law for the Prevention of Genetically Diseased Offspring” had gone into effect in Germany, allowing for compulsory sterilization of individuals with certain “genetic illnesses,” of which Huntington’s chorea was one.72 (Estimates suggest perhaps 3000 to 3500 sterilizations of people with this disease took place in Germany. Huntington’s chorea was also among those disorders for which extermination was later indicated.73) The German sterilization law was widely discussed in the United States, often approvingly, and sterilization programs in the United States remained active into the 1960s. In this milieu in which eugenic sterilization was supported by a wide swathe of professional and pressure toward cultural uniformity and contributed to the increasing stigmatization of difference.” See Wendy Kline, Building a Better Race: Gender, Sexuality, and Eugenics from the Turn of the Century to the Baby Boom (Berkeley and Los Angeles: University of California Press, 2001), pp. 89–91; see Nicole Hahn Rafter, ed. and intro., White Trash: The Eugenic Family Studies, 1877–1919 (Boston: Northeastern University Press, 1988), for a critique of the genre of eugenic family studies. 69. Alan R. Rushton, Genetics and Medicine in the United States, 1800–1922 (Baltimore: Johns Hopkins University Press, 1994), pp. 83, 125. 70. Muncey and Davenport, “Huntington’s Chorea” (n. 42), p. 212. 71. Abraham Meyerson, James B. Ayer, Tracy J. Putnam, Clyde E. Keeler, and Leo Alexander, Eugenical Sterilization: A Representation of the Problem (New York: Macmillan, 1936), p. 179. 72. Robert Proctor, Racial Hygiene: Medicine under the Nazis (Cambridge: Harvard University Press, 1988), p. 9. 73. Peter Harper and Audrey Tyler, “Genetic Counseling in Huntington’s Disease,” Huntington’s Disease, ed. Peter S. Harper, Major Problems in Neurology, no. 22 (Philadelphia: W. B. Saunders, 1991), p. 367.
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lay people alike, the efforts of these families to keep the disorder secret and hidden was rational and self-protective.



Dis/Abling Narratives of Disease and Disability The idea that individuals afﬂicted with hereditary chorea have typically been stigmatized—regarded as possessed or guilty of witchcraft by their neighbors, their families ostracized and marginalized—has long been part of the historical narrative of Huntington’s chorea in the United States. I argue here that community responses to chorea have in fact been variable, and that afﬂicted families were not always stigmatized and ostracized. In nineteenth-century East Hampton, the afﬂicted families were integrated in the community and many of their members occupied places of status and prestige, in the town government and in the church. Certainly the evidence from local elections, church records, newspaper reports, obituaries, tax registers, and remarks in letters, diaries, memoirs, and daybooks, reveals that while the affected families here had always dreaded the illness, they were not ostracized or marginalized on its account. Though “an old Easthampton tradition” reported by George Huntington attributed the disease to an inherited curse, other sources in the community blamed outsiders for introducing the illness through marriage with East Hampton natives; these stories constructed the disorder as random and accidental, a “foreign” intrusion rather than the result of ancestral immorality or sin.74 The more recent trope of intermarriage as a cause of the disease tended to portray it almost as a badge of excess community, a tragic mark of too much communal loyalty.75 Certainly the



74. According to George Huntington, an “old East Hampton tradition” held that God had punished the descendants of those who had persecuted the founder of Rhode Island, Roger Williams, by inﬂicting upon them the disease of St. Vitus’s dance (William Browning, “Note on the Temporal, Geographic and Racial Distribution of Huntington’s Chorea,” in Neurographs (n. 10), pp. 150–51. This origin story has a glancing relation to genealogical fact, since the father of Leah Smith was in fact from Rhode Island. However, the “tradition” may have been invented after people forgot that it was the East Hampton–born wife of the Rhode Islander who was affected and not her husband. The story, however, served to exonerate the town of East Hampton by locating the blame outside the community. Other stories about the disease placed the origins elsewhere—for example, in Southampton: see Hedges to G. Huntington, 9 July 1908, ERO Papers. Such stories suggest local theorizing— and conversation—about the disease. 75. See King, “Hereditary Chorea” (n. 58), p. 468; Helen S. Rattray, “A Village at Odds with Its Glamour,” Newsday, 26 July 1999, p. A23. This origin story still has credibility, despite its lack of scientiﬁc validity, in part because it combines a traditional explanation of illness (“inbreeding”) with a modern mysterious disease. However, intermarriage is mostly
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East Hampton story of Leah Smith and her descendants shows that nineteenth-century sufferers were often regarded with sympathy by their neighbors, whose later silence and secrecy about the disease may have been protective rather than stigmatizing. The situation in East Hampton suggests comparisons with other diseases. In their critique of “the myth of the stigmatization of leprosy,” for example, Zachary Gussow and George S. Tracy have argued that leprosy has not always and everywhere been highly stigmatized; in Hawaii, for example, there was no stigma or disgust associated with the disease, nor any signiﬁcant pattern of opprobrium.76 As they put it, the late nineteenth and early twentieth centuries witnessed a major transformation in Western views of leprosy; “from a feared clinical entity,” they write, “it passed to the status of a stigmatized phenomenon.”77 The fact that leprosy was pronounced incurable, that it was considered contagious, that it produced deformity, and that it was “considered prevalent among and speciﬁc to populations and races considered by Western nations . . . to be inferior,” all contributed to the shift; in short, “an undesired, deforming, feared, and hopeless disease became stigmatized by Western racist views about the populations the disease was presumed to be speciﬁc to, and which they feared might spread to the West.”78 In contrast, Nora Groce’s historical ethnography of hereditary deafness on Martha’s Vineyard suggests that deaf people in this nineteenthcentury locale were entirely integrated in the community, so much so that hearing people as well as the deaf communicated in sign language,



irrelevant to autosomal dominant disorders such as Huntington’s disease, since just one copy of the deleterious gene, inherited from one parent, can cause the illness in the next generation—unlike recessive disorders, in which the child must inherit two copies of the deleterious gene, one from each parent, to actually develop the disease: since relatives are more likely than unrelated persons to share the same genes and pass them on, intermarriage does slightly increase the chance of transmitting recessive diseases to the next generation. 76. Zachary Gussow and George S. Tracy, “Stigma and the Leprosy Phenomenon: The Social History of a Disease in the Nineteenth and Twentieth Centuries,” Bull. Hist. Med., 1970, 44: 425–49, on p. 443. 77. Ibid., p. 440. 78. Ibid., p. 442. Many diseases have taken on the stigma of the groups that the dominant classes perceived to be most afﬂicted, as cholera did in its early nineteenthcentury association with impoverished Irish immigrants in the United States, and syphilis with African Americans wrongly supposed to be inherently more vulnerable. In contrast, disorders such as tuberculosis, or consumption in its nineteenth-century phase, became romanticized through an association with the elite, and with the artists and poets who wrote about it. Eighteenth- and nineteenth-century nervousness, too, became linked with intellectuals and the upper classes, acquiring a certain cachet.
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up until the early twentieth century. Historical factors particular to this community—the high frequency of hereditary deafness, and the close social ties among families whose ancestors had emigrated together in the seventeenth century from the Weald in Kent, bringing with them an indigenous sign language—helped create a bicultural society on the island in which sign language and speech were almost interchangeable.79 Similarly speciﬁc historical factors may account for the integration of families associated with Huntington’s chorea in nineteenth century East Hampton. Here, too, as in Martha’s Vineyard, the fact that the afﬂicted families had lived in the community for generations, tracing their ancestry to the town’s English founders in the mid-seventeenth century, may have given them the prestige of priority. In this community, it seems, genealogy trumped genetics, clearly marking these families as “one of ours.” As one commentator wrote of a similar community, “If you bear one of the original settler’s surnames you belong.”80 Particularly in a town anxious about its borders, where slavery survived into the 1820s, with communities of free African Americans both within the town (Freetown) and nearby (Eastville in the whaling village of Sag Harbor), with families of Montauk and Shinnecock Indians living in poverty on the periphery of the villages, the white racial identity of the afﬂicted families and the elite class position of at least some them undoubtedly shaped local constructions of chorea. In this multiracial town, where African Americans and Indians had always constituted a signiﬁcant presence—from around 12 percent of the population in 1800 to 7 or 8 percent in 1900—and where the white Presbyterian majority deﬁned African Americans, Indians, Jews, Catholics, and even Methodists as “Other,” the descendants of Leah Smith were insiders. (Although African Americans also suffered from chorea—indeed the disease was reported globally, in most races and ethnicities, by the early twentieth century— the sufferers in this community evidently all belonged to old white colonial families.)81 It was not simply that the affected families were accepted because they were members of old colonial families; rather, perceptions and representations of the disease may have been shaped



79. See Groce, Everyone Here (n. 9). 80. Ruth Moxey Martin, “Intermarriage of Blood Relatives in Three Old New England Communities,” in Genetics, Eugenics and the Family (Papers of the 2nd International Congress of Eugenics [New York: American Museum of Natural History, 1923], 1: 278). 81. In contrast, nineteenth-century towns such as Pound Ridge and Bedford, N.Y., and Greenwich,, Conn., were more racially homogeneous, with smaller numbers of people of color. In these towns, with fewer distinctions of race or religion, associations with chorea may have acquired greater salience.
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partly by its metonymical association with prominent old English family names in the community.82 There may have been other factors unique to East Hampton. Possibly its families expressed the disease differently from those in other communities. Certain families were famous for their longevity, a genetic trait that may have inﬂuenced the later onset of the illness and been associated with a more benign course and less marked mental changes.83 Gender too may have played a role. Though it struck men and women equally across large numbers of people, the disease in particular families often randomly afﬂicted one sex more than the other, shaping gender-related social consequences. The fact that Leah Smith and her sister suffered the illness may have meant that their families’ economic status was less damaged than if their husbands had been the ones afﬂicted. On the other hand, nineteenth century popular thought tended to hold the mother more responsible for transmitting so-called constitutional ailments to their children, and indeed for largely shaping the child’s biological inheritance, but the fact that both these women were apparently healthy and free of any symptoms during their years of childbearing may have lessened such tendencies. In addition, cultural factors such as the traditional Presbyterian conservatism of the town and its ministers with their sense of the world as a temporary abode, of life itself as fragile and uncertain, with death always imminent, may also have worked against the stigmatizing of families afﬂicted with this disease.84 That people here carried within themselves a deep attachment to the stability and order of their community, and a profound feeling of continuity with the past, surely shaped their acceptance of the families whose identity as old-timers was more salient than their vulnerability to St. Vitus’s dance. Timothy Dwight, president of



82. There is also the possibility that more-afﬂuent families were better able to hide the disease, so that neighbors actually did not know that people in certain families were affected. The number of people who did know, however, suggests to me that the knowledge was generally shared. 83. See Quarrell and Harper, “Clinical Neurology” (n. 49), pp. 50–53, on HD in the elderly. 84. Although Irving W. Lyon stressed the ostracism of affected families in the region of Pound Ridge, Greenwich, and Bedford, where he had grown up, even here the evidence is mixed. See, for example, the story of a white woman who died in Pound Ridge of “magrums” around 1800 or 1806, which was recorded sympathetically in a genealogy published in [1895]: “She was a young woman highly respected and lived to have a large family of children, but later in life was afﬂicted with that terrible nervous disease then known as ‘magrums’ (inherited as has been said from the English ancestry . . .)” (quoted in Muncey, “Huntington’s Chorea” [n. 14], p. B-67).
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Yale, captured the traditionalism of East Hampton culture in 1804, when he commented on the “commanding inﬂuence” of the people’s “own customs, especially those which have come down from their ancestors (and these are almost all that exist among them . . . .”).85 As late as 1875, one native son described the place as “a bit of the eighteenth century in the midst of the nineteenth.”86 The respect accorded the East Hampton families raises the question whether in communities where the prevalence of diseases such as hereditary chorea is high, as in the late-twentieth-century towns and barrios around Lake Maracaibo in Venezuela, acceptance of the afﬂicted and their families is likely to be greater than where the disease is rarer. According to the geneticist Peter Harper, “social acceptance of a disorder such as HD may paradoxically be better achieved in a relatively simple community with a high frequency of the condition.”87 Other scholars have suggested that in small-scale, relatively egalitarian nonWestern societies, where group cooperation takes precedence over competition and productivity is roughly the same for all members, disabled people have more social participation and physical protection than in hierarchical, highly competitive societies.88 While East Hampton in the nineteenth century was not an egalitarian society, being divided into gentry and laboring families as well as along lines of race and religion, it remained relatively small-scale throughout the nineteenth and into the twentieth century, with a population of no more than twenty-ﬁve hundred. The tradition of the town meeting helped to sustain a cooperative ethos even if, in practice, competition tended to prevail. Within this small-scale community organized around the town meeting and church, the old families afﬂicted with chorea may have encountered more acceptance than in a larger, more complex setting. Of course, hereditary chorea is a mental as well as a motor disorder, and Gussow and Tracy make the point that for mental illness, greater knowledge has generally been associated with more apprehension toward the disease, rather than the reverse. That idea tends to contradict 85. Timothy Dwight, Travels in New England and New York, vol. 3, ed. Barbara Miller Solomon (Cambridge: Harvard University Press, 1969), p. 218. Dwight also reported that “the hypochondria” was said to be “unusually frequent here, at Bridgehampton, and at Southampton,” precisely the places where St. Vitus’s dance was said to be prevalent (Dwight, Travels, p. 222). 86. Prentice Mulford, “East Hampton,” Sag Harbor Corrector, 6 February 1875, n.p. 87. Peter Harper, “The Epidemiology of Huntington’s Disease,” in Huntington’s Disease, ed. Peter S. Harper, Major Problems in Neurology, no. 22 (Philadelphia: W. B. Saunders, 1991), pp. 251–80, quotation on p. 261. 88. See Groce, Everyone Here (n. 9), p. 107.
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the notion that in communities with a higher prevalence of chorea, and therefore greater local knowledge of the disease, social acceptance would be greater than in places where the disease was a rarity. I argue, however, that a range of factors, including the afﬂicted families themselves, shaped the social and cultural meanings of St. Vitus’s dance and that possibly in communities such as East Hampton, social integration itself was a factor in mitigating the symptoms and the suffering of the disease.
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