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Introduction

Firstly, apologies for the delay since the last newsletter, but I wanted to wait until Wellcome Trust support for the project was actually implemented, so that there would be real progress to report. This began in mid-May, so now we have a much more secure foundation on which to take the work forward. 

New network co-ordinator
Joanne Bolton has now started as coordinator for the Genetics and Medicine Historical Network. She will progressively take over the work done previously by Audrey Budding (on a minimal time allocation) and will develop further activities. (Many thanks to Audrey for keeping things going so well until now!)

Jo works part time, Tuesday to Friday, and can best be contacted by email (BoltonJ@cardiff.ac.uk). Please let her know of any items for the newsletter, or which need circulating; also please give her email to anyone you know who may be interested in joining the network. 

Jo's main task over the summer will be to update the website (genmedhist.net), which will also require modification since the Cardiff University web system is changing. Hopefully we should be able to make it a lot more interesting and attractive as a result of these changes. 

Amsterdam Historical Session
Those of you who were at the 2005 Brno workshop will remember that Professor Toine Pieters kindly agreed to organise a session as part of the May 2006 ESHG Congress in Amsterdam. This proved highly successful, with four excellent speakers and good discussion. Almost 100 people attended the session and a summary is given below with abstracts of all for talks. Many thanks to all involved.
Workshop W10 History of Genetics

Monday, May 8, 2006 - 13.15-14.45 hrs - Room A

Chair: Toine Pieters, Department Metamedica, VU medical Center Amsterdam

I. Genes and Disease: The rise of genomic medicine in cultural context
Susan Lindee, 
University of Pennsylvania, Department of History and Sociology. Cancer health communication and genetics: A historical perspective

In this paper, I open by considering one form of a contemporary consumer science-the internet DNA testing kit-as a sign of popular interest in genetic ancestry and genetic disease.   I suggest that the DNA test kit is only the most recent form that the marketing of genetic disease and genetic identity have taken.  I then turn to three case studies suggesting how popular ideas about heredity and genes have played a critical role in the development of medical genetics.  I consider the history of twins research, of research with the Pennsylvania Amish, and of scientific study of a particular, very rare,
Jewish disease, Familial Dysautonomia.  In each case, I will be tracking how the knowledge of parents, patients, research subjects and other persons untrained in genetics research was incorporated into the infrastructure of genetic medicine.  I close by suggesting that the status of genetic medicine as a consumer science can be expected to shape what will happen in relation to some of the startling options that present themselves to us today: for human cloning, and for reproductive practices that make having a simple mom and dad sound old-fashioned.

II. Cancer health communication and genetics: A historical perspective
Stephen Snelders
Department Metamedica, VU medical Center Amsterdam

From the First World War on anti-cancer organizations in Europe and the Americas attempted to transform the 'responsible citizen' in a 'sentry patient', ever watchful for signs of cancer. Knowledge of the heredity and genetics of cancer had a problematic relationship to this transformation. This paper reports on a systematic study of sources on cancer health education from the medical and public domains in the Netherlands since 1910, analysed from an international comparative perspective. Dutch cancer specialists were until the 1980s not at all enthusiastic about spreading too much detailed knowledge among laymen, and preferred to channel information and guidelines through intermediate health professionals. Their central concern, which still forms a major problem in cancer health communication, has been the relationship of genetic knowledge to the creation of 'cancerphobia' among large sections of the public, with adverse consequences for strategies of prevention and early diagnosis.
III. A comparative approach towards the development of human genetics in West- (former FRG) and East Germany (former GDR) in the post-war period
Hans Peter Kroener
University of Munster, Institute of Medical History


Human Genetics and particularly medical genetics thrived under the Nazis but was considered to be tainted after the war because of the geneticists’ involvement in unvoluntary sterilisation, euthanasia of the mentally ill and the holocaust. The reappointment of some of the leading national-socialist racial hygienists in West-Germany now flying the flag of human genetics and their clinging to a traditional concept of genetic research led to an international isolation of these scientists which was enhanced by a missing public interest in their discipline reflected in a correspondingly low level of sponsoring by the Deutsche Forschungsgemeinschaft (German research association). The situation changed when in 1956 the Federal Republic started on a national atomic energy program which involved the investigation of radiation effects on man to calm fears in the population of this new technology. Due to the low degree of instituonalisation, the “Deutsche Forschungsrat” (German Resarch Council) recommended to establish institutes of human genetics at each West-German university. By the end of the sixties, these recommendations had been realised and West-Germany was well equipped to meet the challenges of the medicalisation of human genetics. In East-Germany the situation was worsened by the rise of Lysenkoism in 1948. Although Lysenko’s doctrine became a state dogma, it exerted its main influence in pedagogics and psychology whereas Mendelian genetics could survive under cover in the biological sciences. Stronghold of Mendelian genetics was the Institute for Cultivated Plants in Gatersleben where Hans Stubbe, leading East-german Geneticist, reduced Lysenkoism to absurdity by accepting it at face value and falsifying it by experimentation. Human genetics, however, was anathema and regarded as “fascist pseudo-science” par excellence. The rise of medical genetics in the mid-sixties and the silent abandonment of Lysenkoism after Khrushtschevs downfall in 1964 led to a rising demand for using the new tools of genetic screening and counseling in the interest of the population. This pressure led to the establishment of a centrally controlled project “Human genetics” which started its work in 1971. By the end of the seventies, the German Democratic Republic had established a functioning network of genetic counseling. The state of research, however, never reached a height comparable to the Western countries.
IV. Genetic screening criteria agenda setting in the Netherlands
Carla van El 
Department Metamedica, VU Medical Center Amsterdam

Since the 1960s principles of genetic population screening and emerging screening practices co-developed. In the 1990s on the international and national level discussions arose whether the ‘traditional’ criteria for mass screening, as formulated by Wilson and Jungner in 1968 were still feasible. It was argued that with the growing possibilities for genetic screening criteria should be more tailored to practical needs. Similar trends are discernable, yet countries seem to differ in the importance attached to certain criteria over others, and in the way criteria are actually interpreted and put to use. 

In this paper I will focus on the process of agenda setting regarding genetic screening in the Netherlands between 1970 and 2005. A crucial turning point was the rejection of a long debated plan for the introduction of serum screening for neural tube defects in 1988. Different social, medical, political and policy actors for various reasons formulated concerns about screening at the time. The outcome was an enduring emphasis on the criterion of treatability. The Population Screening Act, adopted in the 1990s, underlined that principle, stating that screening for diseases for which no treatment was available was subject to special licensing. Actual admittance of new programmes, such as screening for Familial Hypercholesterolaemia and expanded neonatal screening reflect the importance of the treatability criterion. 

In the last two decades screening increasingly entails offering options, for instance concerning reproduction and life style, next to or instead of offering treatment. The question is whether with the growing possibilities for screening for multifactorial diseases the concept of treatability has transformed from a focus on therapeutic interventions to risk reduction interventions
Future sessions and workshops
August 2006, Brisbane, Australia. 11th International Congress of Human Genetics.

As mentioned in the last newsletter, a historical session is included in the programme, to mark the 50th anniversary of the discovery of the human chromosome number. The programme and preliminary abstracts are given below. Details of timing, etc can be found on the congress website (www.ichg2006.com/grid.asp)

Programme

The Beginnings of Human Cytogenetics

Thursday, 10 August 2006 08:30 -10:30 

M4

	Co-Chair
	Mac Gardner
	Genetic Health Services Victoria, Royal Children’s Hospital, Melbourne, Australia
	Australia

	Co-Chair
	Peter S Harper
	Cardiff University
	United Kingdom




	The discovery of the human chromosome number 

  Maj A Hulten, Department of Biological Sciences, University of Warwick, United Kingdom 

	The first human chromosome abnormalities 

  Patricia A Jacobs, Wessex Regional Genetics Laboratory, United Kingdom 

	Impact of Chromosome Analysis on Cancer Genetics 

  Janet D Rowley, University of Chicago, United States 

	Fragile sites on human chromosomes 

  Grant R Sutherland, Women's and Children's Hospital, Australia 

	The development of the Q-banding technique for identification of the 46 human chromosomes 

  Lore Zech, University of Uppsala, Sweden 


Historical session at ESHG June 2007 Congress, Nice
Professor Christos Yapidzakis, Athens, has kindly offered to organise this. Details will appear in a future newsletter.

Third International Workshop on Genetics, Medicine and History, Barcelona, 2008
The change of plans for the main ESHG Congress means that this will be held in Barcelona in May, 2008, not 2007, so at a meeting of the Genetics and Medicine Historical Network, following the Amsterdam historical session, it was decided to hold a full workshop immediately preceding the Barcelona congress. Barcelona University has a strong department of History of Science, so it is hoped that a programme committee will be formed involving this department, Toine Pieters and Network members. Detailed planning cannot start until ESHG has confirmed its Barcelona venue and dates, but we hope that this later timing will allow a full range of both geneticists and historians to be attracted, both as speakers and participants. 

Human Genetics Historical Library
This continues to grow steadily; part of the Wellcome Trust funding is for detailed cataloguing of the collection, and this is now beginning. Meanwhile, a simple listing of books received is being placed on the website. 

Two notable collections of books have kindly been donated recently, by Professor Malcolm Ferguson-Smith, Cambridge, and by the late Professor Paul Polani (in conjunction with Guy's Hospital Department of Medical and Molecular Genetics, London). We are most grateful to all donors of books. 

A leaflet, approved by the Historical Library steering group, has been designed, which it is planned to send to retired geneticists and to libraries who may have books to dispose of for. The full version is being placed on the genmedhist.net website, but a summary is given here. Many thanks to Eirian Kelly and Steve McAllister for designing and producing this leaflet. 
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Article by Tim Powell and Julia Sheppard: Saving the past for the future. 

This valuable and practical article, based on presentations at the 2005 Brno workshop, is published in Human Genetics (2006, volume); re prints are available from Julia Sheppard at Wellcome Trust (j.sheppard@wellcome.ac.uk). 

Other articles in the Human Genetics series 'Historical and Personal perspectives' are listed below: 

P S Harper, Human genetics: historical and personal perspectives.  Hum Genet (2005) 116: 420-421
P S Harper, Julia Bell and the Treasury of Human Inheritance, Hum Genet (2005) 116: 422-432

A W F Edwards, Linkage methods in human genetics before the computer, Hum Genet (2005) 118:515-530

P S Harper, William Bateson, human genetics and medicine, Hum Genet (2006) 118: 141-151

P Riis, First steps in antenatal diagnosis, 1956, Hum Genet (2006) 118: 772-773

P S Harper, The discovery of the human chromosome number in Lund, 1955-1956, Hum Genet (2006) 119: 226-232

T Powell, J Sheppard, Archives and human genetics: saving the past for the future, Hum Genet (2006) 119: 459-461.
First Years of Human Chromosomes: The beginnings of Human Cytogenetics
P S Harper, 2006, Scion Publishing. ISBN 1904842240.

This book, written to mark the 50th anniversary of the human chromosome number discovery, is based on interviews with many of those directly involved and still living. It includes a CD with excerpts from 10 of the interviews. A 'flier' with more details is available from Joanne Bolton. 

Nature Human Genome CD. History in the Making
Nature has recently issued this CD, containing a collection of all the papers and commentaries on the complete human genome sequence, along with the reports on individual chromosome gene sequences. 

While this might be considered as too recent to be regarded as 'historical', it can be regarded as an excellent example of ‘history in the making’, and represents a valuable record of this remarkable initiative, as recorded in the pages of Nature.  Nature has also put its entire archive of issues back to 1950 on line, making many key discoveries in genetics easily accessible.  Details can be found at http://npg.nature.com/libraries.
