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After Genetics: Huntington’s disease, local data, global neuroscience.

Summary

A 36 month ethnographic study of a research clinic with a combined role of disease
management, included non participant observation of clinic routines, neurological consultations,
motor and cognitive research testing of patients, plus interviews with patients, carers, clinicians,
researchers and others associated with the clinic. A ‘shift’ of Huntington’s disease into
neurology was observed plus standardisation of research activities on an international scale. The
clinic acts as a recruitment site for other experimental research. Research questions were — does
a neurological instead of genetic framework make a difference to how the disease is regarded,
and, what does research participation mean for patients and clinicians? A neurological
framework appeared to encourage research participation because patients and carers considered
it an opportunity for experimental treatment, including stem cell transplantation to the brain.
Three analytic themes revealed: ‘blurring’ in operation of research and care, performances by all
clinic actors linked to social and research expectations, plus the neurology framework increased
patients’ hopes in research aims. Sub themes included biomedicalisation, research translation,
emotional work, research limitations, social benefits and transplant hope. Clinic researchers
noticed tension in their dual research/care role, patients and carers noticed they were given time

but little practical care.

Key words: clinic ethnography, blurring research and care, global research, huntington’s,
neuroscience, limitations of research, creation of hope.
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Chapter One

Introduction

In 2001, Stephen James received a letter from a doctor who had treated his late, estranged
father in a nursing home. Stephen’s parents had divorced several years ago, and the letter asked
Stephen as the next of kin, to contact the doctor because there were aspects of his father’s
death that required discussion. Stephen, Jonathan his brother, and Carol their mother travelled
to the hospital in another part of Britain from their home in the south of England. When they
were settled in the consulting room, the doctor delivered the news which was to change all
their lives; their late father had died of Huntington’s disease. Carol and her sons were not
aware of the disease, or what this might mean. The two sons were in their early twenties, fit
and healthy, enjoying life. Jonathan had had some mental health problems which he received
treatment for, but apart from that their future was bright. When they arrived home, they looked
on the internet and found the awful details of Huntington’s disease and what it meant to be ‘at
risk’. The two young men reacted very differently, Jonathan withdrew and did not want to
know anything about it, but Stephen decided he would have a genetic test to find out if he too
would develop the disease. The family went through the protocol of genetic counselling, but
Jonathan remained withdrawn. After a few months, Stephen’s test was done and the result was
due, but Jonathan had gone missing. Stephen attended the clinic for his results on January 30"
to find that he too would develop the fatal disease which had killed his father. On January 31
Jonathan’s body was found washed up on a beach in the south of England. It was not clear if he
had intended to take his own life, and an open verdict was recorded.

Carol is never sure what to tell people when they ask casually, ‘Do you have children?’
She sometimes replies that she has two sons but one of them has HD, and the well-meaning
response can typically be along the lines of ‘Oh I’m sorry, but at least its only one’. If she says
she had two sons, but lost one, she typically hears ‘Oh I’m sorry but at least you have the other
one’.

(Reproduced from fieldnotes 2009, J Hughes)



Sag Harbor, Monday, June30, 1806.

It has become our duty to publish the following melancholy circumstance, which took
place at Easthampton a few weeks since:- Capt. David Hedges returned to his home in
the evening, and found Mrs Hedges ironing clothes, and apparently in health- he retired
to bed and left her at that employment, but on awakening in the morning she was not to
be found. After considerable search and enquiry, her footsteps were traced from the
house thro’ fields of grain to the shore; and there is every reason to believe she has
precipitated herself into the surf which washes the south shore. Mrs Hedges was about
40 years of age, and was much esteemed by her neighbors. This extraordinary step is
attributed to her extreme dread of the disorder called 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 it appears she had for some time contemplated her
melancholy end.

Reported in the Suffolk Gazette, (East Hampton, New York) June 30, 1806 (after
Wexler, 2008, p.3)

These stories of tragic early death, are separated by almost two hundred years, but they
have much in common. The challenge of Huntington’s disease remains for many families to
this day, because there is no treatment or cure for a hereditary disease which takes away the
ability to think and move independently in the middle years of life. The disease is rare,
affecting possibly seven in one hundred thousand of the UK population according to official
figures (Novak & Tabrizi, 2010), although recent reporting suggests this figure may be an
underestimate (Spinney, 2010). There are approximately 6,300 affected people in touch with
the Huntington’s Disease Association in the UK, with at least a further 12,600 considered ‘at
risk” (Huntington’s Disease Association, 2010).

Huntington’s disease is dominantly inherited, which means that every child of an
affected adult has a fifty percent chance of inheriting the gene and developing the disease
themselves in adulthood. Death usually occurs fifteen to twenty years after onset of the
abnormal motor symptoms and is often caused by complications of the effects of the disease.
The disease usually affects adults in middle life, although it is known there is some variability

in age of onset and severity of symptoms (Kremer: 2002, cited in Bates et al, 2002, p.29).



Huntington’s is a neurodegenerative disease which progresses in several stages, and becomes
visible due to involuntary twitching and jerking movements of the face, limbs and body
(usually leading to complete disability), loss of cognition and insight and often dementia.
However, the neuro-degeneration is known to begin long before any clinical signs of the
movement disorder occur, and relatives often notice mood, personality or small physical
changes in the affected person for some years prior to clinical diagnosis. This was clearly
reported by relatives interviewed for this project, who recognized very small signs in their
family members which indicated that they would indeed go on to develop the disease. A

typical example was that of Edward, who told of his realisation that his wife was affected.

Jacki: OK, alright then. OK. Erm ... So, Anna had her test. She got her result,
erm, but for you there were already signs because you’d seen ...

Edward: Iknew it would be positive, yeah.

Jacki: Right. OK. Do you mind telling me what sort of sign you saw or
Edward: It’s bizarre this is really, erm, when we first got married, when she used
to sleep her hand used to go like that - but I just thought ‘oh it’s a bit of nerves’ in
the night, it didn’t click in to me at all, until the scenario started to happen with the
brother and I could see there was an issue there and once that started and the sister
started to get diagnosed I thought well, that explains some things then. And like, if
we’d be out or something and she’d go to clap her hands or something, she’d clap
her hands in a strange way. You know, ... little symptoms.

(Interview 10, Edward, husband & carer)

Edward had noticed some different types of movements in the years before Anna had a genetic
test, and he had put them to the back of his mind. However, when Anna’s brother and sister
began to develop physical signs and were later diagnosed, Edward realised that Anna too was
affected. Anna did not realise and Edward did not tell her. This was also a typical reaction of
family members who ‘knew’, they kept the information to themselves and the patient was
eventually clinically diagnosed.

Huntington’s disease provides a well documented example of how a disease is subject

to changes in both social and scientific positioning over several years.



The present position of HD is in neuroscience, and the vastly increased amount of neurological
research taking place on a global scale has raised hope and speculation for a treatment or cure
among the Huntington’s disease community. This recent shift from a primarily genetic
framework forms the subject of this thesis, which will show the effects of the change in disease
position and category for patients, families, scientists and clinicians.

From the earliest known records of the disease in the Middle Ages and continuing
throughout most of the 20™ century, Huntington’s disease has been feared and hidden by many
families, passed off as something different entirely, or erroneously believed to be the result of
physical or emotional trauma. At various times in history it was considered to be witchcraft,
and for the greater part of the twentieth century it was considered socially unacceptable to the
point of eugenics by clinicians who would counsel people at risk not to marry or to be
sterilized. For over a hundred years, it has been the subject of intense medical, biomedical, and
genetic research by scientists and clinicians.

Alice Wexler (2008) tells a detailed story of the making of Huntington’s disease in
America, from the earliest times of its recognition to the present day. She has experienced
Huntington’s disease from both sides of medicine, her mother died of the disease, and her late
father Milton Wexler, and her sister Nancy Wexler have been involved for much of their lives
in scientific work towards understanding and ultimately, treatment for the disease. Importantly,
Alice Wexler’s account is a social history rather than a biological one, and she explains the
way the disease has been regarded by patients, families and scientists and how different ideas
at different times have created the atmosphere around the disease. Huntington’s disease has
been used as a ‘model’ disease for over one hundred years, firstly as an inherited disease of
families, then as a neurological disorder, later as a ‘single gene’ disorder, a movement disorder,
then as a psycho-social genetic disease and more recently as a fatal neurodegenerative disease.

However, the current situation in terms of neurological research and public awareness
of the disease, mirrors the situation in the 1880’s, when social, medical and scientific
circumstances around the disease began to change (Wexler, 2008, p.96), and neurology became
an important speciality of medicine. Wexler writes that the treatment of head injuries after the
American Civil War in the 1860’s had assisted the development of neurology in America,
whilst in Europe this had happened ten years earlier. Young US clinicians travelled to

Germany to be trained in laboratory work about the brain and then returned to the US with



their new knowledge, establishing medical practices for the treatment of nervous disorders.
There was an expansion of asylums, a certain amount of biological reductionism, and along
with the theory of evolution came authoritarianism and the ideas of eugenics (Wexler, 2008).

The medical profession in the late nineteenth and early twentieth centuries were
complicit in eugenic strategies in the name of public health, and advised sterilization to whole
families who were at risk of Huntington’s disease, amongst other conditions which may cause
‘feeble-mindedness’. Unemployment and poverty were considered to be the results of allowing
unfit people to reproduce and social incapacity, rather than the effects of low wages and bad
housing conditions (Porter, 1997, pp 639-640). This highly stigmatizing attitude prevailed in
both the US and Europe, and the idea of populations free from ‘mental defects’, and the ‘dregs
of the community’ was taken up by both right and left wing organizations in the early twentieth
century according to Porter (1997). It was also taken to the extreme by the Weimar Republic
and Third Reich in Germany from 1933 until 1945 (Bidiss, 1997, pp342-346) and included
both those people affected with Huntington’s disease and non-symptomatic relatives at risk.
This was not the overt intention of the German race-hygiene laws as they were written, but
became a popular interpretation of them as the following quote from Panse (1942) illustrates.
He recorded that he had reported “all choreic cases, and moreover all suspicious cases and
finally all not yet choreic sibs and offspring as being at risk to the health authorities”. There is
no doubt that killings took place of all types of people considered to be defective or risky,
despite the 1933 ‘Law for the Prevention of Hereditarily Diseased Progeny’ providing only for
affected persons to be sterilized compulsorily (Harper, 1992; Muller-Hill, 1988).

According to Wexler (2010), it was not until the 1970’s that stigma surrounding
Huntington’s disease in the US began to dissipate, as patients and scientists took part in the
USA Commission for the Control of Huntington’s disease. Public testimonies began to tell of
the way people were still trying to live their lives in the shadow of eugenics, and continuing
eugenic attitudes in the medical profession and wider society were exposed. One of the
leading advocates for change was Marjorie Guthrie, the widow of songwriter Woody Guthrie,
who had died with the disease in 1967 (Wexler 2008, p.53). This was an early example of the
modern phenomenon of a celebrity admitting to a serious disease, which has since become a
way of raising public awareness about various stigmatizing conditions (not all genetic in origin

or indeed fatal), and in some cases this can contribute to reducing the stigma around disease.



The current placing of Huntington’s disease within neuroscience is a move away from
the disease’s previous position in genetics. Within/prior to this project, the first indication I had
of this difference was from the genetic medical notes of people in affected families. 1 was
working on a research project which required me to create anonymised family pedigrees for
use by mathematical colleagues who were researching insurance life tables. It was evident that
a change had occurred in the way the files and accounts of hospital consultations for
Huntington’s disease were recorded. The change in recording was partly due to the change in
emphasis from genetics to neuroscience, and I became interested in how this disease was
represented at various times, and what might have an influence on the representation. In the
older, archived medical files of people who were diagnosed with Huntington’s up to forty years
ago, there was a distinct format of longhand notes and copies of letters and artefacts, such as
family pedigree diagrams, laboratory reports, post mortem reports, letters between family
members and clinicians and many more examples, which covered the whole business of living
with a chronic degenerative condition, and what this meant for the whole family.

The more recentfiles were far less descriptive, less ‘social’ in their detail, and more focussed
on the individual patient and their disease progression. There was more evidence of
technology, of various scientific testing, and standardized recording of motor functions and
cognition. I have mentioned that this was only due in part to the change in positioning of the
disease in neuroscience instead of genetics, and there are several other factors which must be
considered. These include the styles of medical work which dictate recording practices, and the
particular interests of the people who make the recordings in files. In addition, there have been
legislative developments concerning the collection and storage of data and personal medical
records, which all contribute to the changes in file content. However, those early files from the
1960s, 1970s and part of the 1980s contained important sociological records of disease, which
have largely disappeared in more recent file recordings, because they are no longer collected as
important information. Tibben (2002) asserts that there is a difference between the genetic and
neurological approach to the patient and this is evidently an influence on the filed materials and
records. As he puts it:

“There are important quantitative and qualitative differences between the way in

which neurologists and geneticists attend to the patient. The neurologist is

considering a neurological problem, the side effects of which may be given some



attention but are subsidiary. The geneticist offers more time and pays attention to
the meaning of the disease and risks for patients and their families. There is a
broader discussion of the impact of the disease on all life issues. This might explain
why individuals with initial symptoms may prefer to visit a geneticist instead of a
neurologist. A second explanation is that individuals with early signs of the disease
may prefer a genetic test instead of a diagnostic test. Being identified as a gene
carrier may confirm long-existing fears but allows the admission of being a patient

to be delayed.” (Tibben, 2002, in Bates, Harper, Jones, 2002, p 224).

The move from genetics to neurology is therefore a clinical and practical difference in how
Huntington’s disease is framed for the patients, families and clinicians. The purpose of this
study is to show how this neurological framing operates in the research clinic by means of
ethnographic observation, and what this can reveal about the purposes of clinics, and the
expectations of patients, families and researchers.

The relationship between society and disease is an important feature of post industrial
modern life, because as Lipton puts it “There is a set of expectations surrounding health and
the body prevailing in western societies: we expect to feel well, without pain or disability, long
after middle-age.... all surgery and medical treatment to be successful. And for the majority of
people, these expectations are indeed met, serving to reinforce them even more strongly”
(Lipton, 2003).

Kleinman theorized that diseases have social courses as well as biological ones (1995,
p.151, see Wexler 2008, p.22 for a discussion of this), and in this thesis, I will show that the
latest clinical patient-based research into Huntington’s disease, has further changed the social
course of the disease, by placing the disease more firmly in a neurological category rather than
a genetic one. In addition, the current research has taken on global proportions, with the
collection of epidemiological data from national populations of Huntington’s disease patients
all over the world to create a huge central data base. The clinic and the extended global project,
will retain the patients’ data and human tissue samples indefinitely, for use by consortia of
scientists to develop treatments, and eventually, it is hoped, a cure.

In the last two decades, new biomedical technological breakthroughs have been made,

firstly by locating the site of the gene responsible for Huntington’s on chromosome 4, and then



developing a reliable genetic test which can be predictive or confirmatory of the disease
(Huntington’s Disease Collaborative Research Group, 1993). Secondly, approximately ten
years ago, a very small group of UK and French Huntington’s patients’ received neuro-surgery
to replace some of their damaged brain cells with brain cells from aborted foetuses (Bachoud-
Lévi et al, 2006). The experiment was moderately successful, and encouraged further multi-
million dollar global investment in Huntington’s research, initially to develop drugs which will
delay the disease progression. Eventually, scientists and patients hope that regenerative brain
cell or stem cell transplantation will be available for this disease and other neurological
conditions such as Parkinson’s disease, motor neurone disease, and Alzheimer’s disease.

Neurological research has increased dramatically following the creation of the
Huntington’s predictive genetic test in 1994, and this, plus the experimental neuro-surgery has
precipitated a huge wave of optimism from patients, support groups, scientists and clinicians
that a cure will be found. This has served to change the identity of Huntington’s disease, from
being a fatal genetic disease, to that of a neurological disease which many are convinced will
eventually be treatable via drugs and/or regenerative medicine. However, the capacity of stem
cells to produce neurological ‘cures’ is far from certain, and there are several scientific papers
which express cautiousness following experimental transplants with animal and human
subjects (Dunnett & Rosser, 2004; Keene et al, 2007; Cicchetti et al, 2009; Keene et al, 2009).

Almost in tandem with the longer term outcomes reported on the neural graft
technology, the UK Government recently announced an All Party Parliamentary Group on
Huntington’s disease, to try to ascertain the true level of prevalence in the population (Spinney,
2010). This government initiative was stimulated by several factors; firstly, there is a
discrepancy between the prevalence figures used by the UK government and the number of
affected people who seek advice from the Huntington’s Disease Association. The government
prevalence ratio usually quoted is seven per 100,000, (Rawlins, cited in Spinney, 2010), but if
the HDA figures of 6,300 are used, this works out at a prevalence ratio of just over twelve per
100,000.

The 6,300 people known to be seeking advice from the HDA is also considered to be
less than the number of people who are actually affected (Spinney, 2010). In addition, the
number of people who are pre-symptomatic in the general population is usually considered to

be twice the number of those known to be affected. Add to this the fact that manifestation of



signs of HD are not in evidence usually until mid life, approximately between the ages of thirty
five and fifty five, and there is the prospect of a large increase in the need for care and services
for HD sufferers in the near future, which requires planning and resourcing. The disease may
initially progress fairly slowly, people cope well in the early stages and continue to lead
fulfilling and independent lives. However, increasing cognitive decline and physical disability
affect almost all patients in the later stages, and assistance is required for everyday living. This
has a huge impact on the economic, social and personal relations of patients and their families.
Current care provision for patients is very uneven across the UK, with by far the greatest
number of affected people receiving voluntary twenty-four hour care from family members.
Those patients who have no relatives available to care for them, or for whom care has become
too complex, are usually in nursing homes and may suffer from a lack of expertise in dealing
with their condition.

The prevalence of Huntington’s disease has always been a difficult figure to estimate.
The development of a genetic test in 1994 was thought to be the technological breakthrough
required to accurately check the prevalence rate, but it has not had that effect. Genetic testing is
always voluntary, and restricted for those over eighteen. The majority of people at risk of
Huntington’s disease prefer not to know their status and reject the idea of a predictive test, the
UK rate of predictive testing being stable somewhere between 17 and 20% of the at-risk
population (Binedell et al, 1998). In the absence of any available treatment, this is
understandable. It is thought that the prevalence rates in the UK population could be at least
twice the rate of seven in one hundred thousand (Spinney, 2010). One reason for this is that
HD has been so stigmatized in society, science and medicine, that some families to this day,
continue to hide the true nature of the ‘family ills’. Incomplete data from death certificates, and
cases of misdiagnosis (particularly of Parkinson’s disease which has some similar features),
also add to the underestimation of disease prevalence. Collaborative research work will begin
soon to try to determine a more accurate prevalence rate, and the Huntington’s Disease
Association of England and Wales is anticipating a ‘feedback’ effect, if higher prevalence rates
are confirmed (Spinney, 2010, p.761). The ‘feedback’ effect means that once people consider
the disease to be more common, even more individuals will come forward to acknowledge

their illness. It may also have the effect of increasing the demand for genetic testing.



Sociologically, it is important to examine the trajectory of the enormous research
programme dedicated to finding a treatment for HD, and to document how this is achieved on a
local level from the day to day research clinic activity, which provides much of the data from
patients and families. There are huge amounts of private and charitable funding being made
available to take research further into the development of orphan drugs to halt the progress of
the disease, and HD is used as a model for other neurological disorders (Hague et al, 2005).
The science community consider that finding a treatment for HD will inevitably lead to
treatments for other diseases such as Alzheimer’s and Parkinson’s disease ‘in the not too
distant future’ (Hague et al 2005).

In the thesis, I present the findings of an ethnographic study at a clinic where patients
take part in HD research. The important question is - how does framing the disease as
neurological instead of genetic, (with the possibilities for future stem cell innovation), change
the relationships between the patients, families and clinicians on one hand and the disease on
the other? A second research question is, what does research participation mean for the
patients, families and researchers? The possible futures of stem cell hopes have dominated
medical research for the last few years and have been instrumental in raising awareness of
genetics and regenerative medicine in all parts of society, stimulating a new phenomenon of
‘stem cell tourism’ (Campbell, 2010), which has brought warnings from leading UK scientists
that there is yet a lack of reliable evidence underpinning treatments.

The clinic in this study, officially has a combined function of research and clinical
management of the disease, but there are few, if any resources within the NHS at this site to
accommodate the care needs of patients. However, the patients and families are both highly
supportive of the research projects and at the same time desperately seeking assistance with the
complex care issues of their everyday lives. The move away from genetics to neurology,
together with the optimism regarding stem cells, has meant a higher public profile for the
Huntington’s disease research in general, and a lowering of the barriers and stigma surrounding
the disease. However, there are also a few disadvantages related to services for patients. In the
field of clinical genetics, a comprehensive service for families had developed over the last
thirty years, incorporating counselling, genetic testing, care, family communication, home
visits with a high level of support for carers and a high degree of co-operation with other social

organizations involved with the patients’ needs. Those issues cannot be dealt with by the
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neurological research team who have to pass their concerns outside the clinic, often outside the
hospital, sometimes back to GP’s and primary care, or to other organizations, many of whom
have little or no expertise with this disease. This is not only a result of the Huntington’s
research migration to neuroscience, it is also a feature of the present social care system which
has pushed many chronically ill people outside the NHS framework, into the market-led
environment of private care firms and packages, where expertise is often sacrificed in favour of
lower costs and less skilled workers.

The project has provided data from ethnographic clinic observations, informal and
semi-structured interviews, and a small amount of archival work. The data show that
Huntington’s disease has recently undergone a shift in category from genetics to neurology,
together with a global emphasis on research unlike anything before. In this respect, the creation
of global, anonymised data sets of brain disease progression (to be retained indefinitely)
contributes both to the shift to neurology and the promise of a future cure. The current
neurological framework around Huntington’s disease has created the opportunity for several
developments to combine and increase the hope for a treatment or cure in both patients and
researchers. The developments which combine at this time are the social acceptance of foetal
and stem cells as a functional material in experimental regenerative medicine, the western view
of medicine as a means of restoring health (Lupton, 2003) and the increased acceptance of the
biomedicalisation of the brain as separate from personhood or body (Clarke et al, 2003). These
developments are viewed in the thesis via three main analytical themes, namely 1) the blurring
of the roles of research and clinical care to recruit and retain research participants, 2) the
performances enacted in the clinic which enable or disable the research, and 3) the utilisation
of hope by patients, families and researchers in order to maintain engagement with research

goals.

The remaining six chapters of the thesis follow a traditional style, and discuss
the details of the planning of the study, the practical completion of fieldwork and the
subsequent thematic analysis and recent related research. A brief outline of what can be
found in each chapter is as follows. Chapter two considers the qualitative methodology
used in the study from the planning stage, and covers the data collection and analysis.

There were several methods of data collection, including non-participant observation
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fieldwork of clinics, meetings and an information event in the community. In addition,
there were many interviews of different types, for example chance encounters and
conversations both in and around the clinic and the hospital, as well as planned semi-
structured interviews with patients, carers, researchers and clinicians. What was
particularly noticeable about the planned interviews, was the willingness of all the
participants to give detailed and candid accounts of their part in the clinic work,

whether or not they related this to the wider aspects of Huntington’s research.

The literature concerning three emerging themes is the subject of Chapter three.
Each theme has its own section in this chapter. It was made clear by the researchers
from the outset of fieldwork that the clinic had a dual purpose of research and disease
management, although I found these were not easily separated in initial observations.
The movement between the two purposes was fluid and importantly, it was fully
accepted by patients and carers, and this allowed me to identify the first theme as a
‘blurring of the boundaries’ between care and research. In contemporary western
medicine, the practicalities of treatment usually take precedence in clinical consultation
and there is a plethora of regulation surrounding research activities which are often
considered to be completely separate. The ‘blurring’ of the two activities in the same
clinic brings forward new questions about the regulation of research and the primacy of
care, and also how to prioritise, when there is no standard medical treatment available,
apart from experimental research. The second theme also occurred as a result of
observation and interviews, and this was the existence of ‘performance’ as a part of the
clinic, as a part of the disease, and as a part of the research. The literature here
considers the different ways that this disease has been considered both in medical and
social terms, over a long period of time, and how the latest phase of performing
Huntington’s as neuroscience, allows further translation of the technology surrounding
it. The last theme of the literature chapter concerns the revival of hope in a cure or
treatment, and the maintenance of future promise on both sides of the clinic encounter.
The hope and promise factors are vital in keeping the research agenda visible, and there
is evidence it helps patients and carers to make sense of the disease in some way. They

may become socially visible and active in meaningful ways, and their participation acts
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as a metaphorical slowing down of the patients’ relentless physical and mental decline.
In order to engender patient participation, certain criteria must be fulfilled on a societal
level, there needs to be acceptance of particular ‘translations’ around the disease and 1
discuss this in relation to Ludwick Fleck’s theory of ‘thought collectives’. Fleck’s ideas
were of the early twentieth century, but there are interesting parallels with the current

neuro-scientific ideology surrounding Huntington’s disease.

Chapter four is an account of the first theme, ‘blurring the boundaries of care
and research’ and how this was made visible in the data both from observations and
interviews. The discussion moves from the identification of care and research, to the
creation of research recruitment via this clinic and how this is of integral importance to
the research strategy on a much wider international scale. Research is no longer a
sideline activity, a curiosity to be pursued in spare moments, it has become the primary
driver of the clinic and this is a change in emphasis of clinical medical work. This
chapter also examines briefly, the types of clinic work that become secondary when the

primary thrust of activity is research.

The fifth chapter concerns the second theme of the data analysis, that of
‘performance, practice and experience’ in the clinic and outside it. There are well
established theorists of social performance such as Garfinkel and Goffman, there is the
concept of the Parsonian ‘sick-role’, the existence of surveillance medicine as
highlighted by Armstrong, the ceremony of the clinic as written by Strong, and the
ideological position of Foucault regarding self surveillance which can undoubtedly be
applied to most areas of clinical medicine and research in the twenty-first century.
These concepts, forms of performance and ideologies are extracted from the data and
shown to be part of the practice and experience of all the clinic actors, both when they
are in the clinic and when they speak about the clinic. This illustrates the strength of
individual expectations of clinic performance, and how people appear to naturally take
on certain expected roles within the research enterprise. In addition, there is the role of

the clinic research data itself to consider. This information, garered from individual
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patient ‘stories’ told as ‘symptoms of illness’, is standardized, collated and recorded to

form anonymous micro-performances as part of global data collection.

Chapter six considers the third theme, the role of hope in the clinic. The utilization of hope is
managed in the clinic environment in several ways, again by all the clinic actors. The hope
and expectations of some patients for a recovery or treatment, requires skilful handling by the
clinicians and researchers, yet it must also be preserved in order to maintain the research
project. The researchers themselves need to feel justified that their work is worthwhile and will
produce benefits for patients. Despite the justification for the research, progress is difficult to
assess accurately, and this opens up areas of limitations, where in individual cases not all hope
is justified, not all patients are suitable for research, and data collection may be discontinued.
Such is the irony of mass research; it uses individual hope to facilitate research, and at the
same time reduces individual data to anonymous particles of an unknown person, an unknown

illness, a virtual model in effect.

In the final chapter of the thesis, I discuss the relevance of the three themes in
relation to the local data collection and the global research project. The Huntington’s
disease neuro-scientific research project is based on the collection and analysis of
massive data sets of particular disease symptoms, with the expectation that either stem
cell technology or drug development will become a practical treatment to either slow
down or halt the disease progression. This is considered a certainty by some
researchers and clinicians, with the caveat ‘if we continue to collect enough data we

will find a treatment or cure, but we don’t know when’.

During the neuro-scientific research process other social effects are apparent,
and these are relevant to the two main research questions of the thesis. Firstly, I asked
how does framing the disease as neurological instead of genetic, change the
relationships between the patients, families and clinicians on the one hand, and the
patients, families and the disease on the other? The discussion includes the social
effects of the blurring between care and research, the shaping of the disease into a

standardized, and reproducible model via regulation of the data, and the ‘normalisation’
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of research practices into clinical care, which replicates ideas about very early hospital
medicine of the eighteenth century. Yet, within the boundaries of the clinic, the actors’
performances become linked to the research objectives on both sides of the encounter,
and biomedicalisation becomes a given. This effectively answers the second research
question, which was, what does research participation at this clinic mean for the
patients, carers and researchers? For the majority of patients and carers, it means a
chance to participate socially in something meaningful, and potentially benefit from
experimental treatment, and for the researchers, it signifies the current prime position of
neuro-science in our society, juxtaposed with the normalization of this research as a

mundane day to day activity which extends beyond the laboratory into the clinic.

Overall, the thesis shows how large scale international research is achieved in
the local clinic, and the part played by local recruitment in advancing much larger
research objectives. There are also local effects of the research agenda in terms of the
regulation and standardisation of clinical practices which feed into the research at
certain points, effectively recording what can be measured. Research and care are
jointly overseen up to a point, the clinic operation itself is funded from research grants
rather than the National Health Service. However, the majority of care provision and
practice is also from outside the National Health Service with the co-operation of
family carers, social services and charitable organizations. The ethnographic data show
how the research activity is centrally co-ordinated and well funded, and in contrast, care
is a much more individually difficult and piecemeal activity, with no central funding or
regulation. This may indicate movement of NHS priorities away from the direct care of
‘untreatable patients’, where outcomes cannot be measured in more positive terms.
Further research in this respect to try to establish the extent of research funded clinics in
the UK (and the policies which underpin them), may have important long term policy
implications given that until a treatment or cure is widely available, the number of

Huntington’s patients is likely to increase.
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Chapter Two

Methodology

Introduction

This chapter will explain the methodology used in this study of the Huntington’s disease
research clinic and the researchers, patients and carers. The research design was informed by
the research questions set out in the introduction to this thesis. Using several methods, I was
able to gather rich and detailed data of the clinic and the lives of the patients and carers, plus
the ways of working by researchers in the clinic. The range of methods used were participant
observation, semi structured interviews, informal interviews, and a small amount of
documentary analysis. The intention of this chapter is to describe these methods in detail
along with their relative merits and disadvantages for this particular study. The use of multi-
method research design has been documented as providing robustness in data collection and
analysis (Janesick, 1994). In addition, I will draw attention to the ethical approval process
and the access to the researchers and patients at the clinic, and access to patients and carers in
their homes.

I will also discuss the various methods of gatekeeping which were in place around
Huntington’s disease itself, the clinic activities and the patients. The data collection was
dependant on obtaining access to several different research sites such as the clinic, the
administration of the research centre, the patients and carers both in the clinic and in their
homes, and academic research seminars. I will also explain my gradually changing role in the
research clinic and how I came to recognise this.

In addition, it is important to explain that the qualitative methods utilised in this study
were chosen because they would provide the least disruptive method of seeing the clinic
activity at first hand, and gave the opportunity to meet patients, carers and researchers during
the clinic. Ethnographic methods were used in order to gain a greater understanding of the
meaning of the research activity for all the actors involved. I begin by explaining the use of

ethnographic methods in medical sociological research.
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Ethnographic Methods

Ethnography as a method of social enquiry has existed for over one hundred and fifty years,
as a useful and adaptable data gathering tool in many different settings (Atkinson et al, 2007,
p.175). The whole point of ethnography is to produce accounts that “are grounded in a
commitment to the first-hand experience and exploration of a particular social or cultural
setting on the basis of (though not exclusively by) participant observation” (Atkinson et al,
2007, p.4). In this section, I will concentrate on how researchers of settings concerned with
health and illness have utilised ethnography to produce vivid accounts via their ‘immersing
participation in the lives of others’ (Bloor, 2001). Medicine and health constitutes a fairly
large proportion of ethnography as a broad field, although as Bloor also points out, compared
to the volume of medical research which takes place, these ethnographic health studies
remain marginal (2001, p184).

Ethnography as a method of collecting and creating data from the field is not objective.
It is a way of seeing the world or cultural space in appreciation of the meanings ascribed by
the participants (Wolcott, 1999). Even this appreciation can be open to interpretation at
several levels, that of the researcher collecting data, that of the creation of a field note, and
that of the reader of any eventual text. For these reasons alone, it is not suggested that the
ethnography described here is generalisable across all similar clinics. The purpose of the
ethnographic observations and interviews in this study was to document and understand what
participation in this research clinic could mean from different perspectives, the patients, their
families, the clinicians, and researchers. In addressing the debates around ethnography and
perhaps qualitative methods as opposed to quantitative inquiry, it is observed that
ethnography has never been so popular in the social sciences and at the same time, subject to
intense scrutiny (Atkinson & Hammersley:1994, cited in Denzin and Lincoln, 1994, p.249).

Other ethnographic clinic studies have covered various aspects of the clinical
encounter, for example Strong (1979) examined the ways in which clinic interactions
between parents and clinicians were achieved, by the use of various language devices and
categorising of parents and roles. In his account, Strong (1979, p.16) explained that some of
his methods lead to a concentration on the extreme or unusual and he was not trying to
portray these occasions as wholly representative of the clinic. He clarified that the abnormal
case was usually more helpful in the demonstration of certain rules and practices. This point
is relevant to my study; I would not wish to claim that all the excerpts are typical of every

Huntington’s research clinic, however, they are representative of my sociological
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interpretation of the clinic functions I observed. Strong makes us aware that in displaying the
difference between overt and covert actions of staff, it may have appeared as if his study was
an exposé of medical staff. He explained that he did not have the same symmetrical data for
the parents in the clinic, and because the staff were usually in control of the interaction, ‘their
covert actions are of greater analytical significance than those of the parents’ (1979, p.17).
This is an important methodological point worth making. In the study of the Huntington’s
disease research clinic, where tension sometimes occurred between the dual activities of
research and disease management, it is not my intention to show any member of the staff or
research team in a poor light, but to show evidence of the way the tension unfolds in the
clinic and the strategies employed by various people to reduce or remove the tension.

Other medical ethnographic studies of note include Maclntyre (1977), Pettinari (1988)
and Konrad (2005). Maclntyre studied ante-natal care of fifty first time mothers in
Aberdeen, the study added important information about the assumptions made in the care of
pregnant women and the subsequent feminist debates about the nature of managed childbirth.
Pettinari (1988) studied the talk and the written records of surgery trainees in the operating
theatre, and successfully showed the development of their recording styles from the
beginning of training through to the end, as well as noting the difference in their spoken and
written discourses. The elements of uncertainty observed in the spoken ‘medical talk’ were
eliminated from the written records of operations, which showed confidence and competence
in the surgical procedures. Monica Konrad’s study of predictive genetic testing, charts the
progress of technology and the subsequent altering of the relationship between ethics and
medicine required in order to accommodate the implications of the new technologies.

Well known studies of clinicians in training such as Becker (1961) in the USA, and
Atkinson (1981) in the UK, opened up the sociological knowledge of how people become
doctors, and explained the informal rules and traditions which lead to their socialisation in
the role. Becker studied the attitudes of student doctors, and the Atkinson study concentrated
on the practical application of hospital bedside medicine. The Atkinson study was unique
because it examined in detail the first clinical experiences of junior doctors, their first
encounters with real patients in hospital beds as opposed to text books. The study revealed
that the bedside encounter is by no means a simple exercise in either teaching students,
presenting information or moving a patient’s medical case along. Rather it is a complex
interaction between the teacher and the student, and as Atkinson describes it “Students must

generate displays of ability, under the scrutiny of their clinical teachers, and present a ‘front’
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of competence. In the context of such encounters, and through social accomplishments,
medical knowledge is transmitted in a dramatic fashion” (Atkinson, 1981, p.10).

In order to address the research questions previously detailed in the introduction,
concerning the meaning of clinical neurological research on Huntington’s disease to the
patients, families and researchers, I decided that ethnographic methods would be the most
likely route to uncovering the reasons for research participation and continued support and
how these were brought about. It was my intention to gain an understanding of the place of
experimental research in the lives of a group of terminally ill people for whom no treatment
or cure exists. I also wanted to know what being a member of the research team meant for the
clinic workers, and how this fitted into the work of a large research university and teaching
hospital. The data analysis is informed by a grounded theory approach (Glaser and Strauss
1967) which provided a flexible, developmental approach to understanding the clinic
research process and its impact on patients, carers and researchers.

In some respects, this project could be described as a study of how the illness of
Huntington’s disease is viewed in the clinic, and how research work is achieved in the clinic.
Ethnography would also allow a view into the world of the chronically ill long term patient
and their care system. A study by Strauss and Corbin (1988) described the way that chronic
illness was now the main feature of the demands on the US healthcare system and yet the
prevailing organisation remained that of acute care. It occurred to me that Huntington’s
disease patients and families in the UK health system may have had experiences which
would also show the emphasis on provision of acute care facilities, due to the long term
nature of the disease and the task of caring being performed by the family in many cases.

It is possible that some of my research questions may have been answered by a survey
or questionnaire, but repeated observations and participation in the clinic allowed me to
appreciate the way in which the clinic was performed as both routine and mundane for
researchers, and at the same time as exceptional and hopeful for families and patients.
Wolcott (1999) puts forward a helpful question which could address many settings and I
found this to be a useful approach in the clinic and in interviews; he asked ‘what do people in
this setting have to know and do to make this system work?’ As Wolcott also suggested, it is
not enough for the ethnographer to simply try to observe everything, and he helpfully pointed
out that is not usually very successful. Instead there must be the start of an idea from the
ethnographer of what would be of interest to them in this setting (1999, p.70). For my study

of the Huntington’s disease clinic, my ‘hunch’ was concerned with the activities of research
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and care happening together in the same place, and the meaning of the research clinic for all

those involved.

Researching a marginalised population

Huntington’s disease often remains undiscovered until middle life, when a diagnosis is life
changing for most people and their families to put it mildly (Konrad, 2005). There are
disturbing physical signs and symptoms, cognitive and behavioural changes, with no medical
treatment or cure available. The disease is fatal, genetic, rare, dominantly inherited and has a
highly penetrant effect, which means everyone who has a positive genetic test usually
develops the disease at some point. Family secrecy and avoidance were ever present in those
early accounts of the disease in the archived files, and the social effects of the loss of insight,
cognition, and physical control of the body were explained at length.

Huntington’s disease is often used as an example of a ‘genetic disease with fatal
consequences’ in both medical and social terms (for an early description see Spillane &
Phillips, 1937), and the feelings it evokes are often ‘worst case scenario’ genetics (Cox &
McKellin, 1999, p.632). In the insurance business, it is the only genetic disease for which
testing must be disclosed under certain circumstances, and in this it stands apart from other
genetic diseases (DOH, 2005). In this respect, ethnography of the research clinic was that of
a community marginalised by not only a health issue, but also the incurable status of the
disease, and the absence of any possible avoidance of it by self imposed health behaviours.
This contrasts sharply with late modern ideas of healthism, where the body is considered to

be under surveillance, management and control of its owner (Lupton,1997, p.103).

The Clinic Setting

The research clinic was held in a new research centre building on the main teaching hospital
site, it was spacious and quiet, unlike many of the other outpatient clinics where noise,
equipment and people jostled in the same space. Both the patients and the research staff
seemed to appreciate the new space and what it signified about the patients’ and the

importance of the research.
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R: Yeah, and certainly our patients have come from us having
clinics in genetics where it was always more difficult, the rooms
weren’t really set up for a neurology clinic .... Well, we were very,
very welcome until more recently when there was a sort of change
of management.... But also it’s a slightly dingier building, the light
isn’t so good you know — I do think it makes a big difference
actually. And the other thing the patients have always said is that
they actually, funnily enough, they like to talk to each other while
they’re waiting, they find that a really positive aspect, erm, which
is interesting, erm, and I think it makes them feel less lonely, you
know ..

(Extract from Interview with Researcher 4)

This short but succinct explanation of the advantages of the new location also discloses the
researcher’s knowledge about the participants’ situation of loneliness, and the perceived
added bonus of chatting to other patients and families in the waiting room.

This was also confirmed by interview data from families who noticed the difference too in

Some Cases.

C: Since they’ve moved, it’s lovely. It’s lovely. I got to be fair, the
receptionists — whoever they are, it’s not always the same one —
they make [us] very welcome, you know, ask if you want tea or
coffee...It was over in Genetics Research ... I loved it over there.
Because he was going so long, from when (he) got diagnosed.

So they all knew us and it was lovely but in this, it’s not like a
hospital ... They’re lovely there and ... it is David isn’t it? When
we go in and they always speak to Dave. You know, they don’t say
‘would David like a cup of tea?’, they ask David direct, ‘would
you like a cup of tea or coffee’. They’re lovely.

(C = carer) ( Extract from Interview 5 Patient and Carer)
C: I mean one of my biggest bugbears with the clinic for ages was

when it was in the Genetic part, we couldn’t put posters up. I

mean, I was desperately trying to set up a support group in my area
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and yet at the very clinic where HD was, I couldn’t put up a poster
because they wouldn’t allow things on the wall. It’s different now,
there’s things in this one but, [ mean for a long time — and Valerie
said the same, you just weren’t allowed to put things on the wall
and you just kind of felt ...

(C =carer) (Extract from Interview 3 with carer)

Although the two extracts above are different in their tone and their reasons for appreciation
of the new location, what they have in common is the feeling that somehow, the clinic
attendees are considered important, and that the primary concern of the clinic is the patients.

Having said that, the experience of coming to a research clinic once or twice a year
often took the form of a ‘special event’ for patients and families, even though to the
researchers it was a mundane, routine process. This became one area of particular
observation, a social event with different personal meanings and emphasis for the
participants (Atkinson & Hammersley:1989, p.32). However, this was not always an accurate
or full picture. Further patient and carer interview data gave a different view, that of the
stress involved for patients and carers in preparing for a clinic visit, making the journey,
waiting around and participating in the non-invasive research, which they sometimes found
unsettling because it involved awareness of increasing disability.

Although this is one ‘local’ clinic rather than the only centre for HD research, patients
travel from other areas of the UK to visit, as well as the local population who have visited the
same hospital site (but a different building) for many years. The senior clinician explained to
me quite early in the study that the increase in requests to attend this particular clinic is
related to the clinic’s link to work on invasive neurological research in particular. There
have been very few of these experimental procedures with HD patients in the UK to date. At
the present time, the experimental procedures to replace HD patients’ brain cells with those
from aborted human embryos have been suspended until work on a new laboratory is
complete. The senior clinician also considered that when this experimental work resumes,
there is likely to be another increase in requests to visit this clinic, from patients around the
UK. The clinic site is therefore somewhat unique; it has a representational value to the
patients and families who are keen to obtain some treatment even if experimental, and it is
one local data collection point in a large multi-national research programme. The research for
a treatment or cure for HD, has taken on global proportions in the twenty-first century. There

are over 130 research sites worldwide, and more than 25 in the UK. Measurable data of all
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types is collected, including DNA, blood, urine, cognitive testing scores, filmed neurological
responses and the Universal Huntington’s Disease Research Scale (UHDRS). Data are
centrally stored in different national repositories for use by the global research community in
the quest for a treatment or cure. Some of the blood, urine and DNA samples go to Italy (by
courier post) for storage, the numerical scales of disease progression are entered onto an
international database which is managed from Germany, and the filmed recordings of
neurological response tests are sent to the USA. The local clinic where I observed is part of
the European Huntington’s disease Network, which has the European Registry Project as its
main objective. This project collects epidemiological data as described above, from
thousands of patients across Europe. What makes this particular local clinic so attractive to
patients and families in the UK, is that it is located close to the university laboratories where
the neurological cell transplantation is being researched as experimental neuroscience, and
the researchers in the clinic are part of the university research team.

The next part of this chapter will give details of the data collection process for the

thesis, most of which took place in the clinic setting.
Data Collection

The observation data collection took place over eighteen months in the clinic, and most of the
informal interviews were also collected during this time. Recorded interviews with clinic and
NHS staff took place during the second twelve months of the project, and patient and carer
interviews were the last set to be completed in the third twelve month period of the project.

The following tables give a numerical breakdown of the ethnographic data collection in
terms of different types of observations, recorded semi-structured interviews and informal

interviews.
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Table 1: Ethnographic data collection — Observations - field notes

Type of observation Number of sets of field notes
Clinic and research consultations 28
Pre-clinic meetings researchers 3

Post clinic debriefing, researchers and | 4

admin staff

Genetics and neuroscience seminars 3
Support group day 1
Total 39

Table 2: Ethnographic data collection — Recorded Interviews and informal interview

Type of interview Numerical breakdown sets of field notes and
transcripts
Informal interviews patients & carers 11 (field notes)

(at clinic)

Informal interviews patients & carers 5 (field notes)
(Support Group Day)

Informal with NHS staff, researchers, & others | 3  (field notes)
Recorded clinicians & researchers 6  (transcripts)
Recorded other NHS staff 5  (transcripts)
Recorded patients 4  (transcripts)
Recorded carers 7  (transcripts)

Total 41

The arrangements for observations and interviews were initiated by letter; patients and
carers could ‘opt-in’ if they wished. I had negotiated with the senior researcher and the clinic
secretary so that details of my research project would be sent out with the clinic appointment
letters. I supplied invitation letters, information sheets, consent forms and pre paid envelopes,
and these accompanied the clinic appointments (see appendices). If someone agreed to be
observed and meet me in the clinic, the idea was that they would send the signed consent

form back to me and I would attend their clinic session. In practice, no one sent the consent

24




forms back to me, they sent them to the clinic, or to the genetics department, or brought them
on the day. I never received them in time to plan an appointment based observation schedule.
I quickly realised that my organised system was not going to work, and the alternative was to
attend the entire clinics as much as possible and observe who ever turned up and agreed to it.
Though this seemed to be a rather tenuous arrangement at first, it worked very well, and I felt
more easily embedded as a regular clinic attendee who was there from the start to the finish
of the clinic day. The added bonus was that I was able to experience clinic days as reasonably
complete events, and I was eventually aware of the multiple activities happening

simultaneously in different areas, not just the sections I was observing.

Fieldnotes

My main method of data collection in the clinic was via field notes. I found I wrote different
types depending on where I was in the clinic. Most of the obvious writing took place in the
neurological consultations, where I seemed to write furiously to keep up with the dialogue
and activities. Other notes were made almost at the same time as observation or very soon
after, and these were a little more reflexive and expressive. Different types of field notes are
discussed by Emerson, Fretz & Shaw (2007, cited in Atkinson et al, 2007, p.352). They are
selective forms of representation and therefore are only partial accounts which include
‘interpretation and sense-making’ (Emerson, Fretz & Shaw, 2007, p.353)

I began naively, noting physical spaces, people’s activities within the space, and I was
not at all sure I was doing the right things to get to know the clinic. I was very aware of the
clinic talk, and this was easier for me to note, describe and possibly deconstruct, than the
actions and taken for granted-ness of the site and the patient, clinician, hospital area. It took
time for me to look at the site with full appreciation of the strangeness, and I was keen to fit
in when I first arrived. I did not want to have the role of the stranger and I was very aware of
being a social scientist, and not a bio-scientist as the other researchers were. I began by
feeling it was necessary to mention to patients and families, that taking part in my research
would not necessarily bring any improvements in their care, it was more a study about how
the clinic worked.

Wolcott (1999: p.120) talks about different ways of approaching ethnography, either by
‘shopping around’ or looking at other introductory texts to find a suitable structure to begin
with. My own approach began in what I thought was an organised way, I had copies of

consent forms, stamped return post envelopes, lists of researchers, directions to the clinic. I
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was open about my purpose there, and introduced myself to as many people as I could. I
asked lots of questions about the clinic, and tried to make friends with the researchers. This
had less effect than I hoped, and I suspect kept me as an outsider for longer, underlined my
qualitative research as different to everyone else’s quantitative projects, and possibly
annoyed people with my enthusiasm to be included as a natural part of the clinic. I realised
later that I was ‘shopping around’, just as Walcott described, trying to find something to hang
onto as a research area, rather than gradually taking in the way the clinic worked and its
effect on people.

After an observation day, I would write up the field notes again, sometimes more fully,
and try to work out what had been happening, if I had not already noted it down. At the
beginning of the observations this seemed to be very mechanical, and I often did not know
immediately what I was seeing (Rock, 2001 & 2007). In between the lines of field notes, I
would often write ‘my note’ or ‘note to self” and then make a reference to a particular
thought, theory or similarity with other notes I had taken, or an area of medical sociology I
had read about. The purpose of this was that I should not forget what related thoughts had
occurred to me as I was observing and as I reviewed the clinic. In effect I was writing down
my mental notes too (Lofland & Lofland: 1995, p.90)

My field notes were my accounts of the activities of the clinic, and of as many actors as
I could possibly observe. It became more focussed and rewarding as I became more
embedded in the clinic. It was not a problem to make the field notes, but keeping the data
under control was challenging. At the beginning of my clinic visits, I was conscious of trying
to be unobtrusive to both patients and researchers, and I felt awkward with my ‘outsiderness’.
During later observations, I found I was concentrating on the main themes I had identified,
and was intent on the interactions, often leaning forward and watching closely. My notes
were more focussed on the themes of blurring between research and disease management,
clinic performance, and the utilisation of hope.

I was able to attend two neuroscience and a genetic research seminars within the local
research community, to hear how the bio-scientific neurology of Huntington’s disease was
presented to other bio-scientists. Field notes were taken on these three occasions. I also
observed a Support Group day attended by patients and families, the HDA Regional Care
Adviser, social workers and carers, with presentations given by some of the clinic researchers
and by some family members. I made extensive field notes on this occasion and managed to

informally interview several family members, a voluntary worker and a social carer.
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Ethnographic experiences in the clinic

In conducting a clinic ethnography, it was evident that this would involve some delicate
unpacking of the accepted positivist rationale of early 21% century Western medicine, and I
was a little nervous. What might ethnography show, that would be useful to patients or
clinicians? There was a sense that I should be making a contribution to the workings of the
clinic somehow, but also an understanding that I should not interfere with clinic work or get
in the way. The preoccupation with evidence based (and usually quantitative) research in
medicine, meant that my work was in sharp contrast to the neurology clinic researchers. I had
no closed sets of categories to look for. One definition of ethnography as a form of social

research explains several features of the method;

1. A strong emphasis on exploring the nature of particular social
phenomena, rather than setting out to test hypotheses about them.

2. A tendency to work primarily with unstructured data that have not
been coded at the point of data collection in terms of a closed set
of analytic categories.

3. Investigation of a small number of cases, perhaps just one case in
detail.

4. Analysis of data that involves explicit interpretation of the
meanings and functions of human actions, the product of which
mainly takes the form of verbal descriptions and explanations, with
quantification and statistical analysis playing a subordinate role at
most.

(Extract from Atkinson & Hammersley, 1994 cited in Denzin &
Lincoln 1994, p.248)

Bloor (2001) explains clearly that the ‘epistemological basis for ethnography is hermeneutics
with its concern for immersive understanding’, and this was something I was aiming for by
becoming embedded in the research clinic (p.179). However, Bloor continues his
consideration of the role of ethnographies, with the assertion that critics of ‘immersion’ find
this approach to be an essentialism, a search for the unattainable, and warns that medical

ethnographies ‘cannot tell eager medical professionals what their reticent patients ‘really’
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feel, think, and aspire to: there is no final authentic reality awaiting ethnographic evaluation’
(also p.179).

Walcott (1999: p.50) explains his ambition to be the ‘fly on the wall’ when observing,
and ‘not to be seen as the evaluator’, and I remember a similar feeling. I was probably over-
sensitive to this because the LREC chairman had named my study as an evaluation, to my
disappointment.

I wanted to be accepted in the clinic as a fellow researcher by the other researchers,
who were mostly psychologists and bioscientists who used quantitative statistical methods.
My initial visits showed that I was welcomed by the senior clinician, researchers and some
staff, but viewed with some uncertainty by the psychologists and some NHS staff. Their view
seemed to be that they knew what the clinic was about, and so what did I really want to look
at which involved hanging around and making lots of notes? Similar experiences are

discussed by Hammersley and Atkinson, who note;

“Gatekeepers, sponsors and the like, (indeed most of the people
who act as hosts to the research) will operate in terms of
expectations about the ethnographer’s identity and intentions. As
the examples of Hansen and Barrett make clear, these can have
serious implications for the amount and nature of the data
collected. Many hosts have highly inaccurate and lurid,
expectations of the research enterprise, especially of ethnographic

work” (Hammersley and Atkinson, 2007, p.60).

The well established procedures of the clinic were a place for me to begin to look and
ask questions, which I suspect was irritating at times for the clinic researchers, even though
everyone was exceptionally well-mannered towards me. I felt self-conscious and was aware
that I was trying to appear normal, friendly and non-threatening (Hammersley & Atkinson:
2007, p.70). I was not sure if I should appear as ‘entering the field with fresh-eyes’, or in the
‘role of convert’, I probably tried both at various times (Lofland & Lofland, 1995). There
was certainly a feeling of discomfort at different times, as I struggled with my own role in the

clinic.
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