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Hereditary Diffuse Gastric Cancer
• Accounts for 1-3% of all incidences of gastric cancer worldwide (Mi et
al. 2018)

• A genetically inherited aggressive form of stomach cancer that
originates in the deeper layers of the gastric mucosa

Hereditary diffuse gastric cancer
• Mutated gene discovered in 1998 (Guilford et al. 1998)

• Cumulative risk of gastric cancer by 80 years of age is 70% for men
and 56% for women

• Average age of onset 38 years

Chromoendoscopy
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Chromoendoscopy

Recommendations:
Prophylactic gastrectomy preferred
For those unable or unwilling to have surgery:
• Detailed 30 minuter upper endoscopy every 6 –
12 months with multiple random biopsies
• Screening beginning 5 – 10 year prior to the
earliest cancer diagnosis in the family
Recommend care by a multidisciplinary team with
expertise in clinical genetics, gastric surgery,
gastroenterology, pathology, and nutrition.
(Kaurah & Huntsman 2018; van der Post et al.
2015)

PhD Study – A Narrative Inquiry into the
Experiences of One Family’s Predisposition to
Hereditary Diffuse Gastric Cancer
• To understand the experience of living in the world
predisposed to hereditary diffuse gastric cancer
(HDGC)

• To build awareness of the unique psychosocial
challenges related to this disease in order to deliver
care sensitive to the specific needs of those
predisposed to HDGC
• To contribute to existing knowledge about HDGC
and other genetically inherited disease

Methodology: Narrative Inquiry

• Stories are a powerful portrayal of interpretation and meaning of life
(Moules & Streitberger 1997)
• Provides a humanistic and social understanding of the person with the
illness

My first memories about the cancer are when I was 16
and my cousin was dying from stomach cancer.
When I was in my thirties, I was at my brother’s
unveiling ceremony my younger sister was sobbing for
my dead brother. She died from the cancer herself
that same month. My older sister had already died
from the cancer and around that time I also remember
some of my cousins being admitted to hospital, but
there was nothing that could be done to help them, so
they were also sent home to die. My older sister’s son
died at 31. When I visited him before he died, he was
crying and pleading for my help – I remember feeling
so helpless.

I remember sitting with my three children in the shed waiting for them
to open their test results to find out if they had the gene that caused
the stomach cancer. Two of the children were my sisters’ children as I
was now looking after them since she passed away. This day just
happened to be on the anniversary of their mother’s death. I
remember the relief as my son and niece opened their results and
they saw they did not have the mutated gene, but then I watched my
nephew open his result and he just hung his head (crying).

Prophylactic Gastrectomy:

•

Mortality rate 2 – 4%

•

Early post-operative
complications 10 – 20%

•

Late post-operative
100%

complications

My body has changed since I had my stomach out. I
can be asleep and then I wake up to these bright
flickering lights, I start sweating and then I know I
have to get up and eat something like chocolate.
Food tastes differently to what it did before, and the
way I eat is different. It’s not the same as before. It’s
just not the same. It is so frustrating when I am
eating and food becomes stuck and I have to wait
for it to pass through and then I just lose my
appetite. I get so tired from chewing my food so
much. Yeah, that’s a problem, the eating and the
tiredness.

When I got home, I could only eat seafood and toast. I
even tried baby food but I just vomited it up. I felt like I
had to force feed myself and it took just under two
years to eat a normal meal. I still can’t eat bread and
some meats. After the surgery, I got sudden bouts of
diarrhoea and had to carry spare undies everywhere I
went.

After my operation, I began eating the
chicken stew that was brought to me but
suddenly the nurse came into the room
and snatched it away from me and said
“you can’t have that!” I looked at the
nurse in amazement and said “do you
think I am a Maori in a grass skirt or
something?”

After the operation Lucy and I started to worry
about Hemi. We were trying to tell the nurses
that something wasn’t right but they were not
listening and trying to get him up. We knew we could see it – we had been through it
already – myself and my two older children.
We were trying to tell them and they wouldn’t
listen to us. Hemi had to go back for another
operation because of complications. I was just
so angry I had not been heard and I lost total
confidence.

One of the things that helped me recover was the
nurses – it was the nurses who helped me get it
together. I had been in there so long because of all
the complications and they knew they needed to do
something to get me out of there because they
could see I was slipping into a depression. I thought
that nurses just see you as another person they
have to look after, but now I understand how
important patients are to nurses. I got along really
well with some of them; it was like my illness
became personal to them as well.

It has been eleven years since we
began the genetic testing and we’ve
had some setbacks, but the
recovery time is getting shorter and
the operation is getting faster. I’ve
always said we’re the lucky ones
you know. At least we had a choice
ay? We had a choice. Everyone
else who died never had that
choice.

To give the gift of listening is
to appreciate receiving the
gift of a story. Not just
understanding this
reciprocity but embracing it
seems to me to be the
beginning of clinical work
(Frank 1998)
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