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DEAR PATIENT,
Being diagnosed with cancer can have a profound impact 
on your life. In recent years, significant progress has been 
made in the treatment and cure of cancer. However, it is 
essential that we continue to learn more about how the 
disease develops and how it can be treated.

The Rhineland-Palatinate Cancer Registry, based at the 
Institute for Digital Health Data Rhineland-Palatinate 
(IDG), works according to the German Cancer Screening 
and Registry Act (KFRG) and the Rhineland-Palatinate 
Cancer Registry Act (LKRG).

The Cancer Registry collects and analyses data on 
cancer and precancerous conditions.

This data helps to improve the quality of cancer care 
while supporting further medical research and the 
development of new treatments and therapies.

For a cancer registry to benefit all patients, it is especially 
important to ensure that data is complete and accurate.

The information about your illness that your doctor is 
legally required to report to the Rhineland-Palatinate 
Cancer Registry under the LKRG therefore makes an 
important contribution to cancer research and the fight 
against cancer.

We would really appreciate your support!

HOW WILL YOUR DATA BE USED?
The Rhineland-Palatinate Cancer Registry at the IDG 
records all essential information relating to cancer 
diagnoses, treatments and follow-up care. Your doctor 
can access a summary of this data, which can provide 
important support in guiding your treatment.

The data held by cancer registries is also used for medical 
research and healthcare planning. In the medium and 
long term, your data will therefore help to improve your 
own treatment and the overall quality of cancer care.

WHICH DATA WILL BE REPORTED?
The information that needs to be reported is standardised across Germany and includes the following details:

PERSONAL DETAILS

	� Name
	� Address
	� Gender
	� Date of birth
	� Health insurance details
	� Reporting institution

MEDICAL DETAILS ABOUT THE TUMOUR

	� Diagnosis, location and stage
	� Date of diagnosis
	� Method used to confirm the diagnosis
	� Type, start, duration and outcome of treatment
	� Course of the disease
	� Vital status

INFORMATION FOR PATIENTS
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HOW WILL YOUR DATA BE PROTECTED? 

1.	All data processed by the Rhineland-Palatinate Cancer Registry is handled in strict 
confidence and under medical supervision.

2.	The technical and organisational measures used to safeguard data comply with the latest 
security standards.

3.	The work of the Rhineland-Palatinate Cancer Registry is supervised by the State 
Commissioner for Data Protection and Freedom of Information for Rhineland-Palatinate.

4.	Any data used for quality assurance or research purposes is processed in accordance with 
strict legal requirements and without direct identification of individuals (in encrypted or 
pseudonymised form).

5.	If your name is needed for a specific research project, your consent will always be obtained 
in advance. Your data will only be used for this purpose if you have given your explicit 
consent. 

WHAT RIGHTS DO YOU HAVE?
Reliable information about cancer and patient care can 
only be obtained if the registry contains complete data.

It is important that all cases are reported. If only some 
cases were reported (e.g. those with particularly 
successful outcomes), this would give a distorted picture 
of treatment results and could have a negative impact on 
research and improvements in cancer care.

For this reason, the Rhineland-Palatinate State Cancer 
Registry Act does not exempt any doctors from their 
obligation to report cancer diagnoses. However, as a 
patient, you may object at any time to the permanent 
storage of your identifying information (name, address 
and health insurance details). After the necessary 
processing has been completed, your identifying data will 
be anonymised so that you can no longer be identified 
as an individual.

However, your medical data relating to your cancer dia-
gnosis will remain available for evaluation and research 
purposes.

If you choose to object, the doctors and hospitals involved 
in your treatment will no longer be able to access your 
data. In addition, we will not be able to contact you to ask 
for your consent to participate in research projects (e.g. 
studies aimed at developing new therapies).

You have the right to ask the Rhineland-Palatinate Cancer 
Registry at any time whether it holds any data relating 
to you, what information is held, and whether your data 
has been accessed. You can make such a request 
through your attending physician. You can also contact 
the Rhineland-Palatinate Cancer Registry directly at the 
Institute for Digital Health Data. To do this, you will need 
to provide the name of your attending physician or GP.

To ensure patient safety, you will receive the relevant 
information through the doctor you have named (Section 
14 LKRG).
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