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Having/living with disease

Patients have diseases

Families (incl. patients) live with diseases

•
•
•
•
•
•
•
•

• Making sense of, coping with
• Disruption of biographies and daily
lives
• Routines, managing and coordination
of family daily life
• Self-monitoring, care, tinkering
• Navigating healthcare / therapeutic
itineraries
• Research participation

Diagnostics
Clinical care
Therapies, pharmaceuticals, surgery
Testing, monitoring
Managing side effects
Surveillance, rehabilitation
Genetic counselling
Medical research

Organs, tissue, cells, DNA
Lifeworlds, ways of thinking, practices,
identities

Department of Anthropology

Living with risk

Living with disease

Daily living, family life, work-life balance, caring for loved ones, coping

Surveillance and
prevention

Early Detection

Acute disease

Chronic disease

Genetic mutations
Biomarkers
(cholesterol, blood
glucose, etc)
Vital signs (blood
pressure, pulse)
Weight, height, BMI
Lifestyle

Biomarkers
Scans
Molecular diagnosis
precedes clinical
diagnosis

Rapid diagnostics
Antibiotics
Treatment
Access and quality
of treatment/care

Diagnosis
Lifelong treatment
(Self-)management
Access and quality
of treatment/care

Lifelong, regular interaction with healthcare system, check ups, treatment
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Having/living with inherited
elevated risk of colorectal cancer
Individuals have elevated risk

Families live with elevated risk

•
•
•
•
•
•
•
•
•

• Coming to terms
• Surveillance appointments as rhythmic
punctuations of life – reminders
• Pastoral, familial and self care
• Being watchfully healthy
• Keeping things under/in control
• Relationalities – ”the family’s gene”
• Hopes and fears
• Research participation

Genetic counselling
Medical surveillance
Family planning
Surveillance colonoscopies
Urine cytology surveillance
Abdominal/renal tract ultrasound
Gynecological surveillance
Cytoscopy surveillance
Medical research

Organs, tissue, cells, DNA

Lifeworlds, ways of thinking, practices,
identities
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chronic care infrastructures - the medications,
knowledge and equipment that allow for the work that
goes into the management of disease that takes place
over a long time and is distributed between various
actors and locations. (Langstrup 2013)
preventive healthcare infrastructures - the
medication, knowledge and equipment that allow for the
work that goes into the prevention or early detection of
serious diseases, often lifelong and likewise distributed
between various actors and locations.
Pharmaceutical prevention

Onco-genetic prevention

lowering cholesterol & blood
pressure, controlling blood sugar
levels
statins, anti-hypertensives

preventive surgery, medical
surveillance, family planning

BRCA, HNPCC
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HNPCC as an infrastructure
Genetic counselling

HNPCC Register,
database of families

Surveillance lives

Families living with
Lynch syndrome

Gastroenterology units
Urology units
Gynecology units

Danish history of the establishment of HNPCC/Lynch Syndrome
The Danish
Polyposis register
is established in
1961 by surgeon
Mogens Sprechler
as a local registry
containing 10
families who are
being medically
surveilled at
Bispebjerg
Hospital.

The Polyposis register is
approved by the Danish
Data Protection Agency
in 1980. At the time,
the registry contained
77 families. During the
80ies the registry
undergoes a continuing
computarization.

Amsterdam I Criteria
The name HNPCC and
the Amsterdam
Criteria I is agreed on
in 1990 at the second
meeting of the ICGHNPCC

Danish colorectal cancer group
(DCCG) is established to improve
diagnotics, treatment and mortality
rates related to CRC. Danish statistics
show that Denmakr is behind in
comparison with other European and
Nordic countries.

1991

1976
1961

MMR genes are identified, enabling
that families could have their carrier
status precisely confirmed or denied,
and as such enrolling them into or
out-rolling them from medical
surveillance.

1980

In 1976, surgeon Steffen Bülow takes over
the task of expanding the register from
local to national. On the basis of data
extraction from the Cancer Register, all
medical files on patients below the age of
40 with CRC were explored manually. Data
on new FAP patients were supplemented
by information extracted through the CPR
register, parish registers and death
certificates. Based on pedigree trees, all
1st degree relatives were informed by
their GP about the risk of having inherited
FAP and offered preventive rectoscopy. As
such, the polyposis register could be
regarded the precursor of the HNPCC
register and where pedigrees as method
was initially developed.

1990-91

In a letter from 1997,
former Minister of
Health Birthe Weiss (S)
gives the HNPCC
register permission to
send unsolicited letters
to families/individuals at
risk of HNPCC to expand
the scope of detection
and prevention..

1991: HNPCC register in Danmark
The HNPCC register is established by
Steffen Bülow, Torben Myrhøj, Inge
Bernstein, and Søs Bisgaard.
This register is also developed initially
through manual work. As this time,
the MMR genes had not been
identified, so the method for data
gathering was through “meticulous
family history” (Myrhøj et al, 1994)
generated through pedigrees.

2000

1997

Molecular genetic
testing (mutation
testing) is proliferating
at Rigshospitalet. Later
on, Aalborg and Aarhus
keep up, expanding
molecular genetic
testing as routine

Amsterdam II criteria are defined
and ratified.
Genetic testing has become
routinized and is offered in the
entire country.

www.presentationgo.com

Today, the HNPCC register
works primarily as a register
and a research center.

2007

1999

1995
1993

In an article published in Dagens
Medicin, Torben Myrhøj expresses
the need for more funding of the
HNPCC register. In 2000, only 4
employees are working at the
register, with only one genetic
assitant working full-time. The then
three affiliated doctors work in their
spare time.

2019

A MTA analysis (Medical
technology Assessment)
on HNPCC with guidelines
for surveillance and
prevention is published by
the Danish Board of Health
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HNPCC register
“Well, the way we found patients in the beginning was by
getting read-outs from the cancer register which goes back to
around 1943... We got a hold of a read-out of all Danish
patients with colorectal cancer under 40 years of age through
25 years. And that was um... before CPR numbers, but we had
birth dates and so from that we could see that Svendborg
hospital had 8, and well then I wrote under my boss's name (I
wouldn't have had a chance otherwise!) to the hospital and
asked "would you be so kind as to send us those 8 journals?"
and they did, while in other cases they said "no, that's way too
much to ask for! You'll have to come over." And then I would
travel around, and they had dug out their medical records,
some of which were very thick folders... And then I basically
started drawing up family pedigrees, right?” (Steffen Bülow,
interview)

Compliance

Coverage
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Gastroenterology units
“Well, back then there was quite a commotion. There was a
debate in Ugeskriftet [Journal of the Danish Medical
Association] as well as at some of the meetings we attended
where we were strongly reprimanded. We were told that you
can't just tell people they are about to die. You just can't tell
them "you will get cancer". That was unethical. But after having
discussed it amongst ourselves and after talking to the
patients, it was in fact the reverse. It was in fact diametrically
opposite! They knew they had hereditary colorectal cancer in
their family because uncle Kaj died from it and mom died from
it, right? So our thought was to have just one place: if there
was suspicion of hereditary colorectal cancer, off you go to
Hvidovre Hospital because they'll look into that, they'll draw up
your family tree, they'll figure out whether you need a blood
test and if you carry the mutated gene, well you'll have your
surveillance colonoscopies there as well. That's how it was, we
knew them! And that's where I was. Carrying out
colonoscopies, we did many, so so many!” (Torben Myrhøj,
interview)

Surveillance

Prevention

Early detection
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Genetic Counselling
“Well, at some point we ended up saying that, in those
situations where families don't want to inform relatives or don't
know each other, then we could decide on a case-by-case basis
whether or not we would contact, in most cases, a first degree
relative... I mean, we've had to be sure, for example, that this
saves lives... can anything be done? And indeed over the years
large international studies on both colorectal cancer and also
breast cancer and BRCA mutations have come out and we can
say that if you follow a surveillance programme with regular
checks and have your ovaries removed preventively, then we
are quite sure that we can actually ensure that they lead a long
life. So that was also an argument for saying that sometimes
we will contact relatives... Because if we weren't sure of
whether they actually benefit from it, then we wouldn't do it. I
mean with dementia, we would never dream of doing that.”
(Anne Marie Gerdes, interview)

Testing

Informing
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Families living with Lynch syndrome
“Now that I know I have the genetic defect I’m just really
happy that I have the possibility to be in a surveillance
programme, and then, you know, I don’t really think about it
other than when two years are up and I have to go for my next
check-up. That’s when I’ll think about it, but otherwise it’s not
really anything that worries me… Really because since I do go
for check-up examinations, then, well, the risk of dying from
colon cancer, is… at least that’s what I’ve been told, that my
risk is the same as the rest of the population… It’s of course not
a nice procedure, but that’s just how it is. And I do think they
look after you very well” (29 year-old man, interview)
“The examination itself is the worst. The last time, I really
considered quitting. I thought, fuck it, let me just get cancer
and get surgery. I threatened to do that, but then I talked to
my mother who got really upset, she cried and wanted me to
reconsider, get myself together and say, okay, I’m gonna do
this every second year for the rest of my life, and I’m just
gonna have to… endure. I really can’t deal with the pain, but I
do it, every second year.” (32 year-old woman)

Coming to terms

(self-)Surveillance
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Concluding thoughts
In Denmark, as elsewhere, preventive healthcare
infrastructures have stabilized over the last decades with
pharmaceutical prevention and oncogentic prevention as two
major areas
The Danish history of the HNPCC register has been unique –
developed by surgeons, collaborations with clinical geneticists,
political backing of registry approach, welfare state offer of
surveillance for all, focus on psychosocial aspects
Surveillance lives are here to stay! We need further
interdisciplinary collaborations to improve the efficiency and
quality of surveillance programmes as well as the support of
families living with Lynch Syndrome/HNPCC
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Thank you to everyone who has taken the
time to speak to us!
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