
Patient

HCP

Pathologist

Payer

Cancer suspected:lymph node 
cancer.

Metastatic cancer in 
lymph nodes 
(=cancer has spread 
beyond the primary 
site)

Suspected disease: 
inflammation

Internal medicine doctor feels at gland, sets 
up blood tests and meet again in a month, 
but she never makes the month as symptoms 
get worseSymptoms return

Referral to regional 
hospital

Finds it hard to cope 
when primary cancer is 
not detected

Begins to feel ill, 
gland in groin starts

Something is really wrong: swollen gland in 
groin & fluid in neck

Anxiety - knows something is wrong

Feels lucky that they were able to 
access WGS

Frustration with delay to diagnosis

Wants to help other CUP patients 
by raising awareness and 
increasing support programs

Nothing conclusive 
comes out of the tests

Patient matched to treatment and 
intervention  for cervical cancer: 
chemo + targeted therapy 
(bevacizumab)

Disease monitoring: chemo 
finished after 6 courses in August 
2021. The cancer is gone for now, 
but it is incurable

Appointment with 
GP

Goes to regional 
hospital

Series of imaging & 
blood tests 

Tissue biopsy next 
day

Interpretation of test 
results

Long trajectory of 
tests of blood, 
imaging, internal 
scans: uterus, 
intestines, stomach, 
bladder, anus, were 
all checked. Steps of 
2 weeks between 
different diagnoses

Interpretation of test 
results and 
diagnosis: 90% 
certainty it must be 
cervical cancer

Standard 
histopathological 
examination of 
tissue

Coverage of test 
(part of normal 
reimbursement in 
national health 
insurance scheme)

Whole genome 
sequencing (WGS)  + 
CUPPA algorithm

Coverage of test 
(reimbursed as of 24 
April 2021, but 
hospital already 
offered it to this 
patient in their trial) 

Coverage of drug 
(part of normal 
reimbursement in 
national health 
insurance scheme)

Appointment with 
GP

Patient Story: precision medicine for cervical cancer

Condition: Cancer of the Cervix 
Country: The Netherlands

Test: Whole genome sequencing

Testing reimbursed: WGS was offered in anticipation of full reimbursement becoming available

Test results: The WGS analysis (including the CUPPA algorithm that Hartwig Medical Foundation runs) 
found with 90% certainty that the DNA of the metastases resonates with the DNA of cervical cancer

Treatment: Chemotherapy with 2 variants broad spectrum (carboplatin + 
paclitaxel). After the 3rd round Bevacizumab was added. The patient 
received 6 rounds of chemotherapy in total.

Symptoms to diagnosis: 3 months (5 months since patient started feeling ill)

Received help from a PO: Missie Tumor Onbekend

Oct 2020 Jan 2021 Mar 2021 Aug 2021

CUP discussed and 
patient requested 
referral to specialist 
clinic

Aware and reassured DepressedSadAnxious/fearful WatchfulFrustrated

Feels very worried - knows it is 
serious as it is metastatic 
cancer, gives you the feeling 
that the disease has been 
there for longer

I recommend having a director of disease who is 
the first contact person to help with any concerns/
questions.

Learnings

Please  your feedback on how to improve this Patient Story and how we can bring it to the next level! share with us fromtestingtotargetedtreatments.org/ 

Gender: Female

https://survey.alchemer.eu/s3/90424991/Patient-Stories-Public-Consultation
https://www.fromtestingtotargetedtreatments.org/
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6 months  
of  
chemotherapy

Diagnosed with another small 
brain tumor (same region of the 
brain) and had gamma knife 
radiation to successfully destroy 
the tumor

Two largest tumors decrease in 
size & the other tumors remain 
stable

Tumor was between 
two lobes in the 
right lung, 
oncologists decide 
to surgically remove 
the entire lung

Organs shift in chest 
because of the void 
of removed lung

Diagnosed with a 
small malignant 
brain tumor

Starts experiencing 
chest pains and 
difficulty breathing

Knows the survival rates are low 
and is scared to leave their 
children without a aprent and for 
the parents to have to bury a 
child

Diagnosed with a small malignant 
tumor in right thoracic area under 
ribs. 

Diagnosis: Non-
small cell lung 
cancer (NSCLC)

Life quality 
improves

Successful surgery 
to remove the tumor Prescribed Tarceva, 

although EGFR/FISH 
tests were both 
negative

Successfully 
removed in surgery

The horrible thing about 
chemotherapy: you forget what it feels 
like to feel good again

Despite the recurrence of cancer, 
patient still keeps a positive 
attitude 

Molecular diagnostic 
test for ALK 
Mutation

Screening for new 
mutations

Prescribes new ALK 
inhibitor: ceritinibEnrolled in a phase 2 

clinical trial of 
Crizotinib duer to 
positive ALK 
mutation

Cancer progresses to 
Stage 4

Patient passes awayTwo largest tumors decrease in 
size & the other tumors remain 
stable

Lung cancer recurs
Treatment works

Test for EGFR 
mutation and FISH 
test

Post-
pneumonectomy 
surgery: insertion of 
breast implants to 
fill void

Patient Story: precision medicine for non-small cell lung cancer

Age at diagnosis: 44

Condition: Non-small cell lung cancer,  small malignant brain tumor
Country: NYC, USA

Test results: EGFR & FISH negative, ALK positive

Treatment: Surgical removement of right lung, insertion of breast implants, 
surgical removal of small malignant brain tumor, tarceva, gamma knife 
radiation, multiple rounds of chemotherapy, crizotinib, ceritinib

Symptoms to passing away: 13 years

 2004 2006 2007 2008 201720092009 20142010

Diagnosed with 
multiple small 
tumors on his left 
lung and 
immediately began 
chemotherapy for 2 
years

Aware and reassured DepressedSadAnxious/fearful WatchfulFrustrated

Learnings

Began gaining weight back 
and friends said he appeared 
healthier and more energetic. 
Targeted treatment did not 
have same side-effects as 
chemotherapy

Patient becomes a patient 
advocate, providing other 
newly diagnosed lung cancer 
patients with inspiration and 
advice

“Find a doctor you can trust with your life”

Targeted therapies enabled higher life quality as 
the side-effects were not like the ones experienced 
with chemotherapy

Molecular diagnostic testing extended the 
patient’s life by 7 years 

Gender: Male

Please  your feedback on how to improve this Patient Story and how we can bring it to the next level! share with us fromtestingtotargetedtreatments.org/ 

https://survey.alchemer.eu/s3/90424991/Patient-Stories-Public-Consultation
https://www.fromtestingtotargetedtreatments.org/
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Only two pills per day 
and light digestive 
disorders as adverse 
events. Hospital check-
up every 3 months

 Was put on RadioT-
ChemoT for 6 weeks

Lost 8kg and did not 
leave the bed for a 
month

Has lipid disorders 
and gained 20 
kilograms but can 
lead an almost a  
normal life.

Gets diagnosis: Lung 
cancer

10 days later

10 days later

After 2 
months

Was very shocked

Knew that 
prognoses were bad 
and was sure not to 
survive but relieved 
that there were no 
metastasis 

Felt lucky as 4 years 
ago, not all centres 
tested for this mutation 
but knew it was rare 
and so there were not a 
lot of drugs available

Cough for 4 months

Feels tired but not 
too worried as 
patient is young and 
healthy

Chest radiography 
shows a 6cm spot

ROS1 translocation was 
found

Molecular tests 

Medical team 
decided to intensify 
the treatment in 
order to cure the 
disease by surgery 
when it became 
possible

Was given access to 
a targeted therapy 
not yet marketed 
but with an early 
access programme

Is sent to the local 
hospital for an 
urgent CT-Scan

Two days of 
examinations: PET-
CT scan, cerebral 
MRI, pulmonary 
function testing, 
Electrocardiogram, 
blood exams, 
bronchial fibroscopy 
and lung biopsy.

Patient Story: precision medicine for lung cancer

Country: France
Condition: Lung Cancer

Test: Whole genome sequencing

Testing turnaround time: 10 days

Testing reimbursed: Part of an early access programme

Test results: ROS1 mutation

Treatment: Targeted therapy then RadioT-ChemoT, targeted 
therapy

Symptoms to diagnosis: approx. 4 months

Had to stop the targeted 
therapy as there was no data 
on RT-CT with targeted 
therapies

Efficacy assessment: 
Small  Brain and liver 
metastasis

Back to the previous 
targeted therapy but 
had to change for 
efficacy after 8 
months. 

The next one 
induced  liver 
disorders, so dose 
was decreased and 
then fully halted 
after 2 months for 
inefficiency

For 30 months  one 
pill per day

I was afraid to have 
seizures in front of 
my child

Aware and reassured DepressedSadAnxious/fearful WatchfulFrustrated

Surprised at how easy 
this treatment was

“Cancer diagnosis is like a tsunami.”  During the first year I was not able to look up any articles on Lung cancer because 
I was so afraid to read about the low survival rates. I tried to look for patients like me through patient associations to 
share how I felt. Even though I professionally worked with oncology drugs, I still couldn't understand all the different 
mutations/fusions/translocations and also never received any clarifications. I was lucky that I had very early access to 
targeted therapies after diagnosis. In my treatment center, I have access to pharmaceutical consultations, in which a 
pharmacist discusses the drug and side effects prevention.

Learnings

See radiologists 
pneumologist every 
3 months. 

Gender: Female

Please  your feedback on how to improve this Patient Story and how we can bring it to the next level! share with us fromtestingtotargetedtreatments.org/ 
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