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Preface
The development of AcroR has been initiated by the Hungarian Society for Endocrinology and
Metabolism. The governing body of AcroR is the Acromegaly Gremium consisting of pituitary
experts approved by the Executive Committee of the Hungarian Society.
This document is the user manual for the Acromegaly Registry (AcroR). Based on the agreement
between the Hungarian Society and the Translational Medicine Institute of University Pécs, it
has been developed in conjunction with the Acromegaly Gremium and the 1st Department of
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Medicine, Division of Endocrinology and Metabolism, University of Pécs, Medical School,
Hungary.
AcroR allows participants to collect data about acromegaly screening procedures, including
patients’ demographic information, medical history and risk factors, procedure indications, and
follow-up information.

How to use this manual
We describe the procedure step by step.
All AcroR data are captured in five AcroR forms (you can see the details below):
•

Form A – Baseline form

•

Form B – Follow-up visit

•

Form C – Surgical therapy

•

Form D – Medical therapy

•

Form E – Radiotherapy

AcroR Data Submission Methods:
1. An online data form is available for direct data entry.
2. A printable form is also available for download to assist you with your internal
workflow. However, data collected on printable forms must be submitted to the AcroR
system.
A two-step verification system should be used. First the administrator enters the data to the
AcroR system then the doctor verifies the data.

Data security
During upload, increased attention should be given to the security of personal data, with special
regards to the covering and deletion of personal data (name, date of birth, social security number, etc.)
found in the headers, footers, and other parts of attached documents, diagnostic reports, final reports,
radiograms, and other images and documents. The filtering of incidental mistakes stemming from the
abovementioned issue is also essential during monitoring (2nd, 3rd, and 4th check-marks).
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First steps

FORM “A” – Baseline form

4

MANUAL GUIDE
Adding the patient to the registry list (zero [] section)

After logging in to your register's online interface (see previous page), you will get to the "User
Dashboard".
Clicking on the "Start attendance" menu item will bring you to the zero section of the "A"
form.

The uploading institute and the physician can be selected on this interface.
To add a new patient, click the [

] icon and the following interface will open:

5

MANUAL GUIDE

] icon in the lower left corner of the page, to enter the patient

Click the [ information:

Then click on the "Save" button to get to "Zero Section", from there you can start uploading
the patient personal data.
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1. Patient personal details (first [] section)
On this interface you can enter personal data, contact information, body weight, height (see
figure below).

2. Acromegaly-specific medical history (second [] section)
 As each part is mandatory to filled here, you can go further by ticking “No data” if the
available data is incomplete.
● Latency (years):
-

Number of years between the first clinical signs of acromegaly

and the diagnosis. ● Early symptoms: being present on the First Visit
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Symptoms due to increased hormone production:
└ Symptoms of acromegaly
Multiple choice
 Acromegaly severity score (0-15 point):
- Depends on 5 symptoms:
1. Swelling of extremities
2. Excessive sweating and body odor
3. Joint pain
4. Fatigue and muscle weakness
5. Headaches
- The characteristic of each symptoms:
- mild: 1 point,
- moderate: 2 points,
- severe: 3 points
- You select a number between 0-3 for each
symptom. Algorithm adds up these numbers
resulting an acromegaly score (one number).
└ Other symptoms
- Multiple choice
● Laboratory results (first available)
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As each part is mandatory to filled here, you can go further by ticking “No data”
if the available data is incomplete.
└ Date of investigation:
- Year, and if available month and day. (in yyyy/mm/dd format)
└ Hormones:
- The applied unit must be chosen, and the calculator will convert it to SI unit.
- IGF-1:
- The upper limit of normal (ULN) must be given by the uploader.
- Upper limit of normal ratio (ULNR): this value came from the actual hormone
level / the upper limit of normal (ULN).
- GH (baseline, 0 min), GH (lowest value during an OGTT),
Prolactin, TSH, FT4, ACTH, Cortisol, FSH, LH, Testosterone for men ♂, Estradiol for
women ♀:
- Range: filling hospital's own reference range.
└ Hormone excess:
- Single choice.
└ Hormonal deficiencies:
- Multiple choice.
Findings of pituitary insufficiency:
- Judged by endocrinologist according to clinical and lab data.
Has previous treatment attempted controlling acromegaly.
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- Current biochemical control of acromegaly:
└ Date of assessment:
- Year, and if available month and day. (in yyyy/mm/dd format)
└ Type:
- Single choice.
→ Well-controlled: Random GH <2.5 ng/ml + IGF-1 <ULN
→ Partially controlled: IGF-1: ULN < IGF-1 ≤1.3 ULN
→ Uncontrolled: IGF-1: >1.3 ULN
└ Random GH, IGF-1, Mean GH:
- The upper limit of normal (ULN) must be given by the uploader. - Upper limit
of normal ratio (ULNR): this value came from the actual hormone level / the
upper limit of normal (ULN).
└ Random GH, Mean GH:
- Range: filling hospital's own reference range.
● Radiological imaging


As each part is mandatory to filled here, you can go further by ticking “No data”
if the available data is incomplete.
└ Date of imaging (first available):
- Year, and if available month and day. (in yyyy/mm/dd format)
└ Imaging modality:
- Multiple choice.
└ Maximal diameters of the tumor (3D if assessed): - Value
in mm.
└ Size category:
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- Single choice.
└ Sinusoidal invasion:
- Single choice.
└ Optic chiasm:
- Single choice.
└ Ectopic:
- Single choice.
● Genetic investigation:
- Single choice.

3. Details from the medical history (third [] section)

 As each part is mandatory to filled here, you can go further by ticking “No data” if the
available data is incomplete.

● Dysglycemia:
- Type: Single choice.
● Lipid metabolism disorder
● Hypertension
● Cardiomyopathy

- ECG abnormality:
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- If yes:
- Multiple choice.
- Echocardiography:
If yes: - date of examination:
- Year, and if available month and day.
(in yyyy/mm/dd format)
- Degree of left ventricular hypertrophy: - Single choice.
- Heart failure
● Sleep apnoe
● Stroke
● Renal failure = Gr 3-5; eGFR <60 ml/min/1.73m2
● Any malignant tumor disease:
└ If yes:
└ Type: Multiple choice.
● Colonic polyp(s)
● History of other benign tumor
● Carpal tunnel syndrome
● Bone disorder:
- DEXA:
└ If yes: Single choice.
└ T-score: please describe a value.
└ Z-score: please describe a value.
●
Fracture(s):
- Region: Single choice.
● Neuro-psychiatric disorders:
- Type: Multiple choice.
● Other disorder
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● Previous (non-pituitary) surgery
● Pregnancy:
- In period of latency or following the diagnosis.
● Alcohol consumption:
- Frequency: Single choice.
- For how many years?: one single number
● Smoking
● Drug abuse
- Prescribed medication should not be included here.

4. Family history (fourth [] section)

● Tumorous disease in family history:
- Multiple choice.
- Pituitary tumor:
- If yes: relationship to patient: Multiple choice.
- Brain tumor:
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- If yes: relationship to patient: Multiple choice.
- Thyroid gland tumor:
- If yes: relationship to patient: Multiple choice.
- Gastrointestinal tumor:
- If yes: relationship to patient: Multiple choice.
- Hematological tumor:
- If yes: relationship to patient: Multiple choice.
- Skin/ soft tissue tumor:
- If yes: relationship to patient: Multiple choice.
- Urological tumor:
- If yes: relationship to patient: Multiple choice.
- Gynecological tumor:
- If yes: relationship to patient: Multiple choice.
- Respiratory tumor:
- If yes: relationship to patient: Multiple choice.
- Breast cancer:
- If yes: relationship to patient: Multiple choice.
- Other (please describe)
- Relationship to patient: Multiple choice.
● Known diseases:
If yes: please, list/describe them.

5. Treatment of acromegaly (fifth [] section)
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 As each part is mandatory to filled here, you can go further by ticking “No
data” if the available data is incomplete.
● First line treatment: Single choice.
● Second-line
treatment:
choice.

- Single

● Third line treatment: Single choice.
- If Surgical:
 FORM “C” - Surgical therapy
- go to MANUAL GUIDE Form-C (page number 31)
- If medical therapy:  FORM “D” - Medical therapy
- go to MANUAL GUIDE Form-D (page number 35)
- If radiotherapy:  FORM “E” - Radiotherapy
- go to MANUAL GUIDE Form-E (page number 40)

6. Relevant, not acromegaly medications taken regularly
(sixth [] section)
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 As each part is mandatory to filled here, you can go further by ticking “No data” if the
available data is incomplete.


Please specify the name of the active substance (e.g. “acetylsalicylic acid”). Please
specify the amount using the International System of Units –SI (e.g. milligram, gram)



The medication block can be multiplied, according to the number of medications.
- details:
● Name of the medication: the name of the medicine
● Active substance: Please describe the active substance of the medicine.
● Dose: Enter a number, without the unit (see figure)
● Unit: single choice
● If fluid concentration: only if it is a liquid-based medicine, otherwise "No data" is to
be filled out.
● How many times a day: number of times per day, enter a number here (eg: 3) ●
Dosage type: single choice.
● Other notes: Please describe. For example, if a medication contains different types of
active substance, you can describe them here.

7. Outcome (seventh [] section)
- Single choice.
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- date of death: year, and if it possible month and day (in yyyy/mm/dd format)

FORM “B” – Follow-up visit
The form “B” has the same structure as the “A” form, with the difference that we are
asking for significant changes compared to the last visit.
Form "B" should be filled approx. one year after the first visit (filling the "A" form)!
To access form “B”:
After completing form “A” and saving it as a draft or permanently, clicking on the "Dashboard"
at the top of the page will bring you to the "User Dashboard" (which was the initial interface
when a new patient was added).

Clicking on the “Attendance list”, the supply list will display a list of already uploaded patients
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By selecting the right patient from the list, an “attendance form list” will open, which
contains the forms which belong to the patient.

Clicking on the [
] icon in the lower right corner of the image (and on the right side of
the online interface) the zero section will appear (same as the form "A") and you can begin
the filling of the form "B":
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1. Patient personal details (first [] section)
In the form “B”, only the patient's monogram and visit date should be filled here.

2. Changes in acromegaly-specific medical history (second [] section)

● Any significant changes or new significant symptoms of acromegaly:
- Multiple choice

As each part is mandatory to filled here, you can go further by ticking “No data”
if the available data is incomplete.
 Acromegaly severity score (0-15 point):
- Depend on 5 symptoms:
1. Swelling of extremities
2. Excessive sweating and body odor
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3. Joint pain
4. Fatigue and muscle weakness
5. Headaches
 The filling of the 5 symptoms is the same as the way of filling them on form
“A”. (The possible changes can be shown by the comparison to the severity
score of the form A, and the score, which was calculated here.) - The score
value is calculated automatically in this form.

- In case of other acromegaly-specific symptoms:
- Multiple choice
- If a symptom is listed on form "A", you may choose "No significant change /
Symptom is over / Improvement / Worsening / No data" (only one of the options
can be chosen).
- If a symptom is not presented in form “A” (new symptom), then the “New
Significant Symptom” option should be selected. (see figure below)
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● Any significant changes in other symptoms or new significant symptoms:
- Multiple choice.
- If a symptom is listed on form "A", you may choose "No significant change /
Symptom is over / Improvement / Worsening / No data" (only one of the
options can be chosen).
- If a symptom is not presented in form “A” (new symptom), then the “New
Significant Symptom” option should be selected.

● Laboratory results
Way of filling is the same as the lab value filling on form “A”.
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Any significant change in the laboratory results
If yes:
Date of investigation: year, and month if available. (in yyyy/mm format)
Hormones:
- The applied unit must be chosen, and the calculator will convert it to
SI unit.
- IGF-1:
- The upper limit of normal (ULN) must be given by the uploader.
- Upper limit of normal ratio (ULNR): this value came from the actual
hormone level / the upper limit of normal (ULN).
- GH (baseline, 0 min), GH (lowest value during an OGTT),
Prolactin, TSH, FT4, ACTH, Cortisol, FSH, LH, Testosterone ♂,
Estradiol ♀:
- Range: filling hospital's own reference
range.
Biochemical control of acromegaly:
- Single choice.
Findings of pituitary insufficiency:
└ Hypadrenia
- Single choice.
- No significant changes / Finding is over / Improvement /
Worsening / No data. or New significant finding.
- Controlled by treatment: - Single choice.
└ Hypothyroidism
- Single choice.
- No significant changes / Finding is over / Improvement /
Worsening / No data. or New significant finding.
- Controlled by treatment: - Single choice.
└ Hypogonadism
- Single choice.
- No significant changes / Finding is over / Improvement /
Worsening / No data. or New significant finding.
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- Controlled by treatment: - Single choice.
└ Diabetes insipidus - Single
choice.
- No significant changes / Finding is over / Improvement /
Worsening / No data. or New significant finding.
- Controlled by treatment: - Single choice.

● New radiological image:
The same as the radiological imaging part on form “A”.

As each part is mandatory to filled here, you can go further by ticking “No data”
if the available data is incomplete.
If yes:
└ Date of imaging:
format)

Year, and if available month and day. (in yyyy/mm/dd

└ Imaging modality:
Multiple choice.
└ Maximal diameters of the tumor (3D if assessed): __ x __ x __ - Value
in mm.
-Three-way diameter if possible (three numbers)
└ Size category:
-

Single choice.

└ Sinusoidal invasion:
- Single choice.
└ Optic chiasm:
-

Single choice. └ Ectopic:
Single choice.

└ Change from the previous investigation: - Single
choice.
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3. Any significant changes in details from the medical history
(third [] and fourth [] section)

- If a symptom is listed on form "A", you may choose "No significant change / Symptom is over
/ Improvement / Worsening / No data" (only
one of the options can be chosen).
- If a symptom is not presented in form “A” (new symptom), then the “New Significant
Symptom” option should be selected.
● Dysglycemia:
- If dysglycemia was presented in Form “A”:
- Single choice.
- New significant changes in dysglycemia
└ If yes:
- Since when: year, and month if available.
(in yyyy/mm format)
- Controlled by treatment:
- Single choice.

● Lipid metabolism disorder:
- If lipid metabolism disorder was presented in Form “A”: - Single choice.
- New significant changes in lipid metabolism disorder:
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└ If yes:

- Since when: year, and month if available. (in yyyy/mm format)

- Controlled by treatment:
- Single choice.
● Hypertension:
- If hypertension was presented in Form “A”: - Single choice.
- Newly discovered hypertension
└ If yes:
- Since when: year, and month if available.
(in yyyy/mm format)
- Controlled by treatment:

- Single choice.

● Cardiomyopathy:
- Any significant changes in the
cardiomyopathy
└ If yes: Changes in the ECG:
- If yes:
- Multiple choice.
□ Any significant changes in AV conduction abnormality:
- Single choice.
□ Any significant changes in rhythm abnormality
- Single choice.
□ Any significant changes in left ventricular hypertrophy
- Single choice.
□ Any significant changes in bundle branch block
- Single choice.
□ Any significant changes in ischemic lesion
- Single choice.
□ Any significant changes in QTc prolongation
- Single choice.
□ Any significant changes in other:
(which was described in Form “A”)
- Single choice.
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- Any significant changes in
echocardiography:
yes / no
If yes: - date of examination: year, and month if available.
(in yyyy/mm format)
- EF [%]: ……….
- Single choice.
- Any significant changes in
degree of left ventricular hypertrophy:
- Single choice.
- Heart failure:
choice.

- Single

- New cardiomyopathy
└ If yes:
- Since when: year, and month if
available. (in yyyy/mm format)
- ECG abnormality:
- Multiple choice.
- If yes:
□ Other: please describe.
- Echocardiography:
If yes: - date of examination: year, and month if available.
(in yyyy/mm format)
- EF [%]: ……….
- Degree of left ventricular
hypertrophy: - Single choice.
- Heart failure:
If yes: - Since when: year, and month if available.
(in yyyy/mm format)
- Controlled by treatment:
- Single choice.
● Sleep apnoe:
- sleep apnoe was presented in Form “A”: - Single choice.
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- New sleep apnoe:
└ If yes:
- Since when: year, and month if available. (in yyyy/mm format)
- Controlled by treatment:
- Single choice.
● Stroke:
- If stroke was presented in Form “A”:
- Single choice.
- Any new stroke:
└ If yes:
- Since when: year, and month if available. (in yyyy/mm format)
● Renal failure = Gr 3-5; eGFR <60 ml/min/1.73m2
- If renal failure was presented in Form “A”: - Single choice.
- Any new significant renal failure (Gr 3-5; eGFR <60 ml/min/1.73m2)
└ If yes:
- Since when: year, and month if available. (in yyyy/mm format)
- Controlled by treatment:
- Single choice.
● Malignant tumor
- If malignant tumor was presented in Form “A”: - Single choice.
- Any new malignant tumor └ If yes:
- Multiple choice.
- Other: please describe.

- Since when: year └ Type:

- Controlled by treatment:
- Single choice.
● Colonic polyp(s):
- If colonic polyp(s) was presented in Form “A”: - Single choice.
- Any new colonic polyp(s)
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└ If yes:

- Since when: year, and month if available. (in yyyy/mm format)

- Controlled by treatment:
- Single choice.

● Other, benign tumor:
- If other, benign tumor was presented in Form “A”: - Single choice.
- Any new other, benign tumor
└ If yes:
- When was discovered: year, and month if available.
(in yyyy/mm format)
- Controlled by treatment:
- Single choice.
● Carpal tunnel syndrome:
- If Carpal tunnel syndrome was presented in Form “A”: - Single choice.
- Any new Carpal tunnel syndrome
└ If yes:
- When was discovered: year, and month if available.
(in yyyy/mm format)
- Controlled by treatment:
- Single choice.
● Bone disorder:
- If bone disorder was presented in Form “A”: - Single choice.
- New significant changes in bone disorder:
└ If yes:
- When was discovered: year, and month if available.
(in yyyy/mm format) DEXA:
└ If yes: Single choice.
└ T-score: please describe a value.
└ Z-score: please describe a value.
- Controlled by treatment:
28

MANUAL GUIDE
- Single choice.
● Fracture(s):
- If fracture(s) was presented in Form “A”: - Single choice.
- Any new fracture(s)
└ If yes:
- When happened: year, and month if available. (in yyyy/mm format) Region: Single choice.
- Controlled by treatment:
- Single choice.
● Neuro-psychiatric disorders:
- If neuro-psychiatric disorder(s) was presented in Form “A”: - Single choice.

└ If yes:

- Any new significant neuro-psychiatric disorder(s)
- When was diagnosed: year, and month if available
(in yyyy/mm format)
- Type:
- Multiple choice.
- Other: please describe.
- Controlled by treatment:
- Single choice.

● Other disorder(s):
- If neuro-psychiatric disorder(s) was presented in Form “A”: - Single choice.
- Any new significant other disorder(s):
└ If yes:
- What disorder: please describe.
- Since when: Year, and month if available. (in yyyy/mm format)
- Controlled by treatment:
- Single choice.
● Non-pituitary surgery:
- Recent (non-pituitary) surgery:
└ If yes:
- What was: please describe.
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- When: Year, and month if available. (in yyyy/mm format)
● Pregnancy:
- Any new pregnancy:
└ If yes:
- When: Year, and month if available. (in yyyy/mm format)
● Alcohol consumption:
- If alcohol consumption was presented in Form “A”: - Single choice.
- Any significant new alcohol consumption:
└ If yes:

- Frequency: Single choice.

- For how many years: one single number
- Improvement / worsening: Single choice.

● Smoking habits:
- If smoking habits was presented in Form “A”: Single choice.
Any significant new smoking habits:
└ If yes:

- Amount: cigarette / day
- Since when: year, and month if available. (in
yyyy/mm format)

● Drug abuse:
- Prescribed medication should not be included here.
- If drug abuse was presented in Form “A”:
- Single choice.
Any significant drug abuse:

4. Any significant changes in family history (fifth [] section)
If yes:
● Tumorous disease in family history: Multiple choice.
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- Pituitar tumor:
- If yes: relationship to patient: Multiple choice.
- Brain tumor:
- If yes: relationship to patient: Multiple choice.
- Thyroid gland tumor:
- If yes: relationship to patient: Multiple choice.
- Gastrointestinal tumor:
- If yes: relationship to patient: Multiple choice.
- Hematological tumor:
- If yes: relationship to patient: Multiple choice.
- Skin/ soft tissue tumor:
- If yes: relationship to patient: Multiple choice.
- Urological tumor:
- If yes: relationship to patient: Multiple choice.
- Gynecological tumor:
- If yes: relationship to patient: Multiple choice.
- Breast cancer:
- If yes: relationship to patient: Multiple choice.
- Other (please describe)
- Relationship to patient: Multiple choice.
● New diseases:
list/describe them.

if yes: please

5. Any significant changes in treatment of acromegaly (sixth [] section)
The same as the treatment of the acromegaly part on form “A”.
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 As each part is mandatory to filled here, you can go further by ticking “No data” if the
available data is incomplete.
Any change in the therapy:
└ If yes:
● Any new surgical therapy
└ If yes:
FORM C - Surgical therapy
- go to MANUAL GUIDE Form-C (page number 31)
● Any significant changes in the medical therapy:
└ If yes:
FORM D - Medical therapy
- go to MANUAL GUIDE Form-D (page number 35)
● Any new radiotherapy
└ If yes:
FORM E - Radiotherapy
- go to MANUAL GUIDE Form-E (page number 40)

6. Any significant changes in relevant, not acromegaly medications taken
regularly (seventh [] section)
The same as the relevant, “not acromegaly medications taken regulary” part on form “A”.
 As each part is mandatory to filled here, you can go further by ticking “No data” if the
available data is incomplete.
 Please specify the name of the active substance (e.g. “acetylsalicylic acid”). Please specify
the amount using the International System of Units –SI (e.g. milligram, gram).
 The medication block can be multiplied, according to the number of medications.
- detailed:
● Name of the medication: the name of the medicine
● Active substance: Please describe the active substance of the medicine.
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● Dose: Enter a number, without the unit (see figure)
● Unit: single choice
● If fluid concentration: only if it is a liquid-based medicine, otherwise "No data" is to
be filled out.
● How many times a day: number of times per day, enter a number here (eg: 3) ●
Dosage type: single choice.
● Other notes: Please describe. For example, if a medication contains different types of
active substance, you can describe them here.

7. Outcome (eighth [] section)
- Single choice.
- date of death: year, and if it possible month and day (in yyyy/mm/dd format).

FORM “C” – Surgical therapy
To access form “C” (almost identical to form "B", -"D",-"E")
 Form "C", "D" and "E" are therapeutic forms, that can be loaded in parallel with form "A" and
"B".
After completing form “A” and saving it as a draft or permanently, clicking on the "Dashboard"
at the top of the page will bring you to the "User Dashboard" (which was the initial interface
when a new patient was added).
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Clicking on the “Attendance list”, the supply list will display a list of already uploaded patients

By selecting the right patient from the list, an “attendance form list” will open, which
contains the forms which belong to the patient.

Clicking on the [
] icon in the lower right corner of the image (and on the right side of
the online interface) the zero section will appear (same as the form "A") and you can begin
the filling of the form "C":
[
]: by clicking on the icon, you can open / fill multiple datasheets if the patient
has undergone several (acromegaly) surgical procedures.
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1. Patient personal details (first [] section)
In the form “C”, only the patient's monogram and visit date should be filled here.

2. Surgical therapy: (second [] section)
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 As each part is mandatory to filled here, you can go further by ticking “No data” if the
available data is incomplete.
● Date of surgery: Year, and month if available. (in yyyy/mm format) ● Institution:
Please describe.
● Type of surgery: Single choice.
● Endoscopic surgery: Single choice
● Major short-term surgical complication: Single choice.
● Response to surgical treatment
- Assessed between 3-6 months after surgery. └ Single choice.
→ Well-controlled: Random GH <2.5 ng/ml + IGF-1 <ULN
→ Partially controlled: IGF-1: ULN < IGF-1 ≤1.3 ULN →
Ineffective: IGF-1: >1.3 ULN
- IGF-1:
- The upper limit of normal (ULN) must be given by the uploader.
- Upper limit of normal ratio (ULNR): this value came from the actual hormone level
/ the upper limit of normal (ULN).
- Random GH, Mean GH:
- Range: filling hospital's own reference range.

3. Histopathology (third [] section)

36

MANUAL GUIDE

 As each part is mandatory to filled here, you can go further by ticking “No data” if the
available data is incomplete.
● Hormone production: Single choice.
● Granulation: Single choice.
● Proliferation marker: Single choice, from two options.
● Mitotic count (index): Single choice.
● P53 immunereactivity: Single choice.
● Type: Single choice.

FORM “D” – Medical therapy

To access form “D” (almost identical to form "B", -"C",-"E")
 Form "C", "D" and "E" are therapeutic forms, that can be loaded in parallel with form "A" and
"B".
After completing form “A” and saving it as a draft or permanently, clicking on the "Dashboard"
at the top of the page will bring you to the "User Dashboard" (which was the initial interface
when a new patient was added).
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Clicking on the “Attendance list”, the supply list will display a list of already uploaded patients

By selecting the right patient from the list, an “attendance form list” will open, which
contains the forms which belong to the patient.
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Clicking on the [
] icon in the lower right corner of the image (and on the right side
of the online interface) the zero section will appear (same as the form "A") and you can begin
the filling of the form "D":
[
]: by clicking on the icon, you can open / fill multiple datasheets if the patient
receiving several (acromegaly related) medication.

1. Patient personal details (first [] section)
In the form “D”, only the patient's monogram and visit date should be filled here.
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 Multiple drugs can be added to a data sheet using the multiplexed blocks.
- Click the [

] icon to open a new block.

 Single sheet must to be completed, if the patient is taking more and overlapping
medication.
 If there is no overlap between the medical therapy, then separate “D” forms should be filled
(similar to filling the form “D”, if it is filled at the same time with form “B” - for details see
below).

Form “D” can be divided into two important (and distinct) parts!

The second section of the form “D” (  - “Medical therapy of acromegaly”) has to
be filled in if it is uploaded at the same time as form “A”.
 Here are the medicines the patient have taken (no longer used) or the current ones
(which was filled on the same time, when form “A” was).

The third section of the form “D” ( - “Significant change in the treatment of
acromegaly”) has to be filled in if it is uploaded at the same time as form “B”!  Here’s
the changes which happened with the medical therapy related to acromegaly since the
the completion of Form “A” (since the first visit).
 For these information, the "Please fill out with B form!" subtitle will remind you, on
the online interface.

40

MANUAL GUIDE

2. Medical therapy of acromegaly (second [] section)
If the patient has previously received acromegaly-related medication.
Medication:
Earlier (not given anymore) or current:
Lanreotide autogel / Octreotide LAR / Bromocriptine / Quinagolide /
Cabergoline / Pegvisomant / Pasireotid / Other.
Other (please specify): the non-listed medicine should be included.
For each medicinal product separately, the following questions apply:
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└ Start date : Year, and if available month and day. (in yyyy/mm format)
└ Maximal reached dose : one number

unit: [unit]

└ Side effects
- Single choice
- Other: please describe the other, non-listed side effects.

└ End date: Year, and if available month. (in yyyy/mm format) └
Reason for withdrawal

: Single choice.

- Other: any non-listed reason should be included here.
- Response to medical treatment

:

└ Single choice.
→ Well-controlled: Random GH <2.5 ng/ml + IGF-1 <ULN
→ Partially responsive: IGF-1: ULN < IGF-1 ≤1.3 ULN
→ Ineffective: IGF-1: >1.3 ULN
- IGF-1:
- The upper limit of normal (ULN) must be given by the uploader.
- Upper limit of normal ratio (ULNR): this value came from the actual hormone level /
the upper limit of normal (ULN).

- Random GH, Mean GH:
- Range: filling hospital's own reference range.
 The units of hormones can be replaced with the calculator using the given
units of measurement.

3. Significant change in the treatment of acromegaly
(third [] section)
The way to fill this section is exactly the same as in the second section, except that it must be filled
with the form “B”!
Medication:
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Earlier (not given anymore) or current:
Lanreotide autogel / Octreotide LAR / Bromocriptine / Quinagolide /
Cabergoline / Pegvisomant / Pasireotid / Other.
Other (please specify): the non-listed medicine should be included.
For each medicinal product separately, the following questions apply:
└ Start date : Year, and if available month and day. (in yyyy/mm format)
└ Maximal reached dose : one number

unit: [unit]

└ Side effects
- Single choice
- Other: please describe the other, non-listed side effects.
└ End date: Year, and if available month. (in yyyy/mm format) └ Reason
for withdrawal

: Single choice.

- Other: any non-listed reason should be included here.
- Response to medical treatment

:

└ Single choice.
→ Well-controlled: Random GH <2.5 ng/ml + IGF-1 <ULN

→

Partially responsive: IGF-1: ULN < IGF-1 ≤1.3 ULN
→ Ineffective: IGF-1: >1.3 ULN
- IGF-1:
- The upper limit of normal (ULN) must be given by the uploader.
- Upper limit of normal ratio (ULNR): this value came from the actual hormone level /
the upper limit of normal (ULN).

- Random GH, Mean GH:
- Range: filling hospital's own r

eference range.

 The units of hormones can be replaced with the calculator using the given
units of measurement.

FORM “E” – Radiotherapy
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To access form “E” (almost identical to form "B", -"C",-"D")
 Form "C", -"D" and -"E" are therapeutic forms, that can be loaded in parallel with form "A"
and "B".
After completing form “A” and saving it as a draft or permanently, clicking on the "Dashboard"
at the top of the page will bring you to the "User Dashboard" (which was the initial interface
when a new patient was added).

Clicking on the “Attendance list”, the supply list will display a list of already uploaded patients:

By selecting the right patient from the list, an “attendance form list” will open, which
contains the forms which belong to the patient.
44

MANUAL GUIDE

Clicking on the [
] icon in the lower right corner of the image (and on the right side
of the online interface) the zero section will appear (same as the form "A") and you can begin
the filling of the form "E":
[
]: by clicking on the icon, you can open / fill multiple datasheets if the patient
has several radiotherapy related to acromegaly.
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1. Patient personal details (first [] section)
In the form “E”, only the patient's monogram and visit date should be filled here.

2. Radiotherapy (second [] section)

 As each part is mandatory to filled here, you can go further by ticking “No data” if the
available data is incomplete.
- Date of (start of) irradiation: Year, and if available month. (in yyyy/mm format)
- Institution: Please describe.
- Type: Single choice.
- Total dose in Grays: one single number
46

MANUAL GUIDE

- Response to treatment:
└ Single choice.
→ Well-controlled: Random GH <2.5 ng/ml + IGF 1<ULN
→ Partially responsive: IGF-1: ULN < IGF-1 ≤1.3 ULN
→ Ineffective: IGF-1: >1.3 ULN
└ IGF-1:
- The upper limit of normal (ULN) must be given by the uploader.
- Upper limit of normal ratio (ULNR): this value came from the actual hormone level / the
upper limit of normal (ULN).
└ Random GH, Mean GH:
- Range: filling hospital's own reference range.
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