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the death rate of improv

an oral hi . .
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< , more Vl.Vld p;ct.ur.e of what it meant as a lived, everyday experience to
study and practice medicine in early Communist China.!
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e L mi[ ; 15 t tl}ls in an expl.oranon of the history of professional’s;
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fessionals whenyinterfrl' et vy probl:.r_ns of “shared authority”: working with pro-
s ale‘;ee _ power “IS a factor and, conversely, our relationships
el il y E.Vlewed as .vulnerable”oral history subjects. Interwoven
g is discussion is the question of ethics, and we raise some of the ethical
challenges that arise within the history of medicine. o
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the interests of acaderr

history.” It also prompted many contributions to the growing crig; could now be shov
and medical professionals that arose, at least in part, from the wq wi‘;fihe approach in act’
and as a backlash against medicalization; the turning of the condjs 0 to war and

o T . erian analysis
life into medical issues, and some have claimed a corresponding so '

health professionals.”
For oral historians, including Saul Benison, subjectivity
increasingly important. An advisor on oral history for the U.S. Natic

| and

. chip between war ai®
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of Medicine, Benison in 1967 published an oral history memoir of until very recently, ::; "
" : . ; 2k " . itioner-cen ‘
ploneering virologist.® In praising the book, a reviewer in the Asmer sted by practitione Such triu

en advanced by war.

Review proclaimed that Benison “has clearly produced a new kind of hjs. 25 they are naively positi

ument that is at once the memoir of an important scientific figure and
of a historian-interviewer who has framed all the questions and set the
problems.” Within a few years, Benison was noting:
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Actually, the collection of half-truths, myths, and prejudices is as valuable for
history as pristine truth if they are appreciated and evaluated adequately. O
they lead to contradictions. In fact it is the contradictions that emerge from sugl
material which pose the nicest historical problems.’ h

Understanding the significance of subjectivity would not only lead to 1
ing half-truths, but also contribute to understandings of how medical kn
was historically and culturally made. By the 1980s, the construction of
knowledge had become a central concern to historians of medicine. It was in
ingly noted how the various medical professions and specialties differed i
views of the patient’s body, of diseases, and of medicine itself.?® By the early 1

for example, Lindsay Granshaw was writing about the differing perspectives of st Tomes.'s Thomps
geons, anatomists, and the rise of the specialty of rectal surgery.!! ; =1y Na?lcY h he found that
Among the theories of knowledge that have proved important to histori gicd, althious ner. That is,

spplementary marn e
-_.illiustrate OZ support fax:tstmg
fow examples of oral history Dt
based accounts. Instead, he four
;peciﬁc issues in the history of

medicine was social constructionism, in its many varieties. For Ludmilla Jordanova
social constructionism in the history of medicine had a particular character:
sympathetic understanding of the “actors” whose beliefs and actions were sha
by professional interests, power, technology, and the content and contexts of th
lived experiences. In this manner she identified the significance of the way languag P . roaches, mainl
was used in medicine. For Jordanova, the prize was “A historiography capable of st b1ograph1ca1 apph was also beg
explaining the imaginative reach of ideas of health, healing, and sickness.” Such "‘,5' T appro‘acd States, Tome:
historiography was set to produce an antimodernist or antiprogressivist narrative & e Do te the hiS\:ories c
that would be shared with other historians. '? b pro;
Social constructionism was used to counteract what its advocates saw as sci-
entism and Whig-like historical practices in existing accounts. But adopting an
explicit position that privileged society as an explanatory category (rather than
medicine or technology) signaled a particular disciplinary orientation. The history
of medicine has always consisted of constituencies that are somewhat similar to
those that have existed within oral history, what Dorothy Porter called “An eclectic
mix of amateur and professional historians.”** Adopting theories that emphasized
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was also implicitly arguing that the history of medicine cannot be left to clinicians,
‘working or retired.
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analysis, the same cannot be said of the interaction
medicine. ., untj] Very recently, this literature has been overwhelmingly
dominated by practitioner-centred accounts of how medicine ha benefited from

and been advanced by war. Such triumphalist reckonings are a5 implicitly
militaristic as they are naively positivist and Ppartial,'s

N subjected to at least 4

d sociological and historical
between war and

t medicine did not simply service modernity,
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as well as whole ljfe history interviews,
50 beginning to be adopted in social science-type surveys,
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ories of particular Organizations, including hospitals, were
» 85 were projects documenting events and innovations, including

ment of antibiotics in the 1950s. Somewhat inevitably, there were studies
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had been thus far hidden from history. There were even attemp
problems of particular developments, including the perils of medical
In Tomes’s survey we can see the growing convergence around gy
the projects of oral historians and those of historians of medicine—
include histories of the professions as well as medical professionals,

Repeating the surveys by Tomes and Thompson would now b
task. Since 1995 there has been an explosion in the oral history of med,

out the world. Yet it is worth identifying a few examples of how r

identified by Thompson and Tomes have continued and developed. It of the 1964 typho.ld ?:f
noting that there have been a number of new developments. iack, T. Hugh Penning 1t1.

In spite of leading historians of medicine being ever more critical of h; tions between thfe }i;?fej
projects, “greatness” and “progress” continued to be celebrated, especia ernment, and the1;0r;d

jat the outbreak rein
(-nd diverted attention from
sition of civil servants and t

n is especially significant H‘; :
g incidents occurred an

history also continues t
f archival data, oral

America where testimony-based accounts about individuals abound.!” ¢
larly ironic that oral history continues to lionize the individual lives of medics
dees, when so many oral historians remain committed to history from be
providing a voice to those who are too often hidden from, or by, historiarns.
also publications that have attempted to go beyond this approach by conces
on specialties, such as Allen Weisse’s Heart to Heart: The Twentieth-Century |
against Cardiac Disease: An Oral History."® There are also signs of unease : amount 0 I
some of the biographers, such as Shelley McKeller, who brought a fine sense o  alternative accounts. Ar%ne '
to her portrait of the late Donald Walter Gordon Murray. Based on testimonie ‘morro-speakers 10 provide
his colleagues, the picture that emerged was of an audacious, dazzling, accom es in Guam that ¥
flawed, and grumpy Canadian surgeon. She expressed her disquiet memorab -
introduction by describing her work as “dead white guy history.”"?

Ronald Bayer and Gerald Oppenheimer carried out an oral history stud
doctors in the United States whose lives and careers were dominated by the A
epidemic, from the 1980s to 2000. They amassed important perspectives but ¢
to understand that stories were multidimensional reflections on the epidemic’s
tory. As interviewees spoke of events, they divulged personal meaning that chang
over time as individuals gained experience, knowledge, and authority. In relating
their personal interpretations of the significance of their experience of AIDS, o
tributors bore witness to horrors, not only in relation to patients and doctors butto
societal stigma and taboo—including from within their own profession.”

Using oral history to supplement and inform documentary evidence has
remained important, especially in the underresearched area of medical and healtﬁ_ \
policy. Yet testimonies have been increasingly used with greater sophistication, most
notably in Virginia Berridge’s AIDS in the UK: The Making of Policy, 1981-1994." In
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be unique. The AIDS Social History Programme charted a national health crisis ! interested in the patu?nts stz

over time, remained unaffiliated from policy and pressure groups, and used oral ! perceived imbalance 10 the

history in the absence of government documentation. Berridge explored the chal- 7 of disease, but not of.heal_th,

lenges that the study faced, which included questions of relevance. Between 1987 - complaint that oral historiant

and 1989 the collection of oral histories about policy decisions could have been 1§ ries of patients prior t;;?lfgi
n

seen as a frivolous diversion from alleviating suffering and searching for treatments. S
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locate new sources of information pertinent to the story, but he had to
in part the idea that the “patient” was a construction of medical pow
for patient history was taken up by Flurin Condrau who commented
write the patient’s history, how to deal with subjectivity, experience a7
even choice, is still very much unchartered territory for historians of medy
Oral history studies increasingly began to address the invisibility o

of medicine in the history of medicine, and oral histories of patients h; e British natior
grown in number. These include the stories of people who experience poubs Scope,af eople with ¢
diseases and treatments. A fine example is Sanjiv Kakar’s history of lepro »:;é” h1st0.rY " E on 230 hot
and missionary medicine in British colonial India.?*® Other studies have- bs, have drawn OEL_" fifty, inter
patients in palliative care, documenting memories with people aware of gy over the 28¢

ritish Library Sougd Arc
ren Hitchlock comb}ned Pe
ith multiple sclerosis an 0
of living with MS, and o“f bfem
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While these approaches tend to display sensitivity to wider social hist
texts, they have not challenged medical constructions of “the patient” in the
way as those oral historians who have identified inappropriate medicaliza
oppressive uses of medicine. Some of these counternarratives have even beer
lished in clinical journals. Most notable is an article in the British Medica  Jos
that recounted the medical treatments of homosexuality in Britain from the s
on, drawn from testimonies of former patients.*

As well as people whose sexuality was diagnosed as unhealthy, oral historis
have collected the life stories of those who suffered less from their disabilities
more from medical interventions (iatrogenesis). For example, Claudia Mal
recorded the memories of survivors of a total institution for “mental defective
the province of Alberta, Canada.” She has noted how difficult that project turnes
out to be, and how barriers confronted her at every turn. She was initially de
contact with the survivors, and then refused access to the institution and its arc .
Despite such barriers, Malacrida was able to record “rich and powerful testimony
to the brutality of institutionalization” and to produce “an emancipatory histo
from the perspectives of those most oppressed by disability policies and practy _
Kerry Davies’s history of mental illness described how patients have been silenced:
by institutionalized systems but nevertheless found a way to express an “acceptable”
voice via frameworks of loss. This loss was not solely through the effects of ﬂlness‘ 3
but also through a curtailment of liberty and their objectification as “the patient”
In such narratives, there is a development of the self as a patient, survival, self-
discovery, and a regaining of personal agency.*

Since the mid-1990s, oral historians have recorded testimonies with those who
have suffered at the hands of medicine, and have also sought to promote changes
in care. The Open University’s pioneering Social History of Learning Disability
Group has been especially active in making change. Their publications focused on
the memories of people with learning difficulties, such as Good Times, Bad Times:
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oral histories of numerous nursing specialties and many differe
experience have been collected. In the United States, Jacqueline
history for a history of critical nursing.* David Russell carried gy
health nurses.* Duncan Mitchell and Anne-Marie Rafferty conside
learning disability nurses after the Second World War in the UK 4
described the “contradictory stories” that a cohort of nurses in A
they recalled their 1960s training.* Helen Sweet and Rona McD
role of community nursing in primary healthcare in Britain
assumption that nursing is an exclusively female occupation, Cargly

drew on oral history sources to present a history of men in nurs; - notable developmentin'

Other projects have established such archives as Nursing Voices in En 4 i the cOmmencement‘c>f 1

Royal College of Nursing Archive in Scotland. ! ficant figures in twentieth
. . ‘ ; C .

The Heritage Lottery Fund, a major funder of oral history proje fI‘: « discoveries OF events 1111

has supported a number of hospital-based projects, which combineg
of nurses with patients, doctors, and other staff. Some of these mchi
on Muckamore Abbey Hospital, Northern Ireland (2002); a communi
to tell stories surrounding groundbreaking medical developments in L
Aintree Hospital (2005); the Royal Albert Hospital Archive recording
of a long-stay hospital for people with learning difficulties (2005); the
Heritage Project on the contribution to the Health Service in Wolverhan
Black and Minority Ethnic communities working at the Royal Hospital
Hospital Histories on Dartford isolation and mental hospitals (2007);
Doncaster Gate Hospital Heritage Project, recording the history of a Rotheth
hospital as it approached closure (2008).%
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as the South African oral historian Philippe Denis has highlighted, the tendency
the humanities in most universities and research institutions was to view the &
cal conduct of research as a matter for the conscience of the individual research
This has changed, and there is a growing movement to regulate researchers’ use ot g
private material and their relationships with the researched, as well as to develop
ethical guidelines to reduce the risk of harm to participants in an interview sit

ation.” Issues such as whether oral history is always good, whether interviewees ol be fead by 4 audi

always want to participate, why people tell their stories, what stories are told, what ‘;:OI % W; documenting the his
: ; . . . 0

tensions exist around professional interest and patient autonomy, and the nature of piojec fessional

concerns among Professio
themselves and the organt
for information that mlght”c
addition to correcting ‘bad ¢

the relationship between interviewer and interviewee are familiar to oral historians zati
in any discipline but are discussed here in the context of medicine. Oral histori-
ans are increasingly required to be accountable to medical ethics committees about

their research and their relationships with medical practitioners and patients.
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Where oral historians seem to be at their
medicine is confronting challenges of working
alized, and those with very little presence in th
to use Michael Frisch’s phrase,

most comfortable in the history of
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& Sherol Brenmon reflexively to produce understandings of the past.*® We have provided examples of
Var in the UK# S a;rytold i projects—and there are many more—in which testifying has facilitated including
of nurses 1n Australlzemﬂed o those with learning difficulties, mental health problems as wel] as people who have
nd Rona McDoug

been stigmatized by medicine. Great care has been taken t
alliances with the less powerful. Such projects are often r
the research of AIDS/HIV survivors by Wendy Rickard.#
1 In1997,a notable development in the study of the history of medicine in the UK
~ occurred with the commencement of the Wellcome Witness seminars. The seminars
~ invited significant figures in twentieth-century medicine to gather together and dis-
ss specific discoveries or events in recent medical history. Under the guidance of
dilli Tansey, they have covered a range of subjects including drugs in psychiatric
practice, the development of cancer pain relief, and “Superbugs and Superdrugs:

\ History of MRSA”* [rvine Loudon, a historian of medicine, called these “ora]
pstory at its best™:

re in Britain.* Challengir.;g the
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- Regardless of your own areas of interest, all the volumes make compulsive

' reading because the participants tended to ‘let their hair down’ and talk more
freely than they would have at a scientific meeting. They discussed openly the
fidden realities of the evolution of medical practice and medical research. But the
Witness Seminars are more than just fu
fustorical records.

n to read. They are, primarily, important
Lthe immediacy of working with people whose histories we seek to (re)present
own challenges in the history of medicine. Oral histories of policy, patients,
actitioners can produce particular difficulties in terms of “shared author-
h oral historians working elsewhere are perhaps less familiar with. This
largely because medicine is a powerful social force in which practitioners,
ers, and patients exercise differing degrees of power dependent on time
- The relationship between historians of medicine and medical power or
asalso changed over time, moving toward more critical approaches that
pted to place medicine within broader social and historical contexts.
tians have to make difficult choices about not only whose story should be
oy that story should be told.
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ETHICAL CHALLENGES IN THE ORAL HISTORY OF MEDICINE

data confidential amid the need for informed consent for patients,
underestimate medical authority, and all too often medical ethics in
tries can silence voices. As mentioned earlier, access to menta] heal
Claudia Malacrida’s Canadian study was initially denied through leg
~ orders.” The very powers intended to protect patients can be used t
* ersand their institutions.
' Interviewing those in receipt of medical care also brings the broader implica-
tions of using oral history in medicine into sharp perspective. In end-of-life care,
ral history has benefits beyond recording histories, including sense of worth, find-
g meaning in life stories, and the projection of an i

* It is easy to
different coun-

aintain identities where people are faced with loss and change. s

' There are times when interviews can be potentially harmful, even dangerous,
fthat Manzoor, Greta Jones, and James McKenna explored ethical and professional
imas that typified nursing practice in Northern Ireland during the “Troubles.”
ring the conflict relating to moral
stions, choices and problems.* Moral and ethical issues include concerns about
mymity and permission to use material in published research, A less definable

are circumstances in interviews in medicine when it is clear that an
elsin an emotionally vulnerable situation due to the nature of the topic,
€ palliative care Project interviewing people with life-limiting diagno-
ously, a number of ethical considerations are part of working with the

,With an overriding question being whether oral history is ever therapy.
terviews can have a therapeutic impact, but there is a difference between

n what they have to say.*' S
E* €Nts might also harbor concerns that nonparticipation could have
?que'nces for their care and relationships with health professionals.
8510rians make efforts to dissociate themselves from the clinical team
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and informed potential interviewees that there no care-related ol
between the two. ;

Interviews carried out in a palliative care setting remind g tha
have focused on lived lives rather than dying. Interviewees talk of them
the disruption of their lives by serious illness, before disease irrevoca
lifestyles and how they are viewed by others. There have been excepti
when interviewees have negative experiences of health care. Narrag;
facing death from cancer contain consistent themes as the moment g
subsequent treatment and sufferings, and the experience of medical

In end-of-life interviewing there is an imperative to consider the1
to have discussions with the interviewee about including oral mater;
be potentially distressing for a listener. Such information might in ud
of extramarital relationships and children not knowing their adopted |
notion of sensitivity is as subjective as the interview itself; hence it is desip
interviewees listen to their interview as soon as possible after it has bee
to make sure that they are comfortable with their account. In circumsta
an interviewee is uncomfortable with their recording, interviewers must
instincts and suggest editing of problematic material, an ethically sound
although it violates the oral history principle of retaining an unedited co

Nigel Hunt and Ian Robbins have reasoned that in developing a life
rative the teller is more likely to be able to come to terms with traumatic life
They view narrative as a critical component in attempting to find ways of
with traumatic information. Narrative development is an effective way of
the emotional stress of traumatic memories that flood into a traumatized pers
mind in an uncontrolled fashion.®® Those who want to tell their stories
those who believe that talking about the past is therapeutic. People who
prepared to be interviewed will often make the judgment that talking would'
harmful; and oral historians must respect their decision. !

The motives for taking part in an oral history are not always obvious. Memo
and perspectives of events may be communicated in interviews with motivatio
that are not always apparent at the outset. Personal reflections convey how then
rator perceives the significance and impact of events and actions, and can 1
their attempts to make sense of the past. Reflective processes during an inte
can add to the interviewee’s original motivations for taking part in it, but it is good
practice, in line with most medical research ethics, to advise participants that ﬂleﬁ :
can end an interview or a series of interviews at any time, without having to eXP]aﬁj Al
their decision to the interviewer.

As with oral history interviewing in general, patients have a variety of reasons =
for telling their life histories. Oral histories with patients can raise their self-esteem
and sense of worth, attach meaning to their life experiences, create a personal family
record, give recognition, and validate experiences. They also provide gains for clini-
cal practice and health research: better understanding of day-to-day living with life-
threatening disease; raised awareness of patient perspectives of hospice, hospital
and home treatment; greater appreciation of the impact of life-threatening disease
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on identity and lifestyle; and insight into interrelationships between patient, family,
and professionals. 5

The relationship of narrative to medical ethics has been considered by Anne
Hudson Jones, who sees the contribution through the content of storjes (what
people say) and through the analysis of their form (how they are told and why
it matters). She advocates the study of both fictional and factual stories as aids to
understanding in medjcal ethics, and believes that the techniques of literary criti-
cism can be applied to the analysis of ethical texts and practices, shedding light on
the different perspectives in an ethical dilemma. Listening to patients’ stories, she
asserts, can also help clinicians accept a patient’s moral choices.® Such claims are,
however, more easily made than they are proven.

The illness narrative has many potential interpretations, but the patients are the

 ultimate authors of their own text, Oral history offers them opportunities to produce

narrative with greater autonomy and input than is possible with other approaches,
articipants become involved in the process of producing their own life histories,
they recall personal experience in a whole life context, shaping their identity with a
arrative that is comfortable for them. Oral history as a form of autobiography has
antages over written forms of narrative, such as diary writing and published ll-
£5s stories, since it provides an opportunity for participation across a range of abili-
£, to people who may not wish to write but who can verbally tell their stories,
The process of interviewing patients needs to be handled thoughtfully. An oral
story usually involves, on one side, a healthy interviewer in paid employment who
alifestyle independent of clinical needs, and on the other side, an interviewee with
ess that may be life-limiting, whose lifestyle has departed significantly from pre-
55 circumstances, and who is encountering various degrees of uncertainty. This
&5 for a particularly unequal situation. It helps if there is time js available to form
ationship in advance of the interview, but that may not be the case if the intervie-
poor health. Some who begin an interview talkative and outgoing can grow
ithdrawn, and uncomfortable. With seriously ill people, interviews must be
°d and conducted on a short timetable and in short bursts, which can affect
ty of the interview. At worst, such interviews can err toward superficiality as

lewer tries to draw out detail while the interviewee considers how comfort-
0T she is engaging in a one-sided sharing of personal information.s’

VAN ORAL HISTORY MAKE A DIFFERENCE
1 IN MEDICINE?

Fi0g the role of oral history in the history of medicine, we can ask
historians have made an impact on the practice of medicine. Some
SS10nals haye recognized that oral history has a place i tedicine.
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activities; that oral histories can act as a springboard for the socialization o

into the profession; and that interviews may inform policy making in educ odied narratives, matfar;a:?;
practice. Narratives derived from the use of oral history create “an oppo yday practice OF ec:ologl.e wopt
reflection on professional activities.”s® e remains much to do in erpan
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Oral histories are also useful in resisting medical power including the power _
shape the patient’s story. Geertje Boschma’s oral history accounts by family mem= =
bers in Alberta, Canada, demonstrated ambivalence toward the dominant biomed
cal explanation of mental illness. The stories illustrated mental illness as a culturally 4y
negotiated event, with agreements, for example, whether to frame a family member’s
behavior as mental illness. Boschma concluded that dominant cultural discourse
affected how people enacted, accommodated, appropriated, and resisted particular
ways of living with mental illness.”

We should also be clear that oral historians can contribute toward a critique
of medicine and medical practice. Oral historians might be making a more sig-
nificant contribution to well-being through helping to explore the history of
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and palliative care movement in the UK found that accounts by health professionals
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