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Getting Started  

NPF welcomes you to the patient portal which we hope you use on an ongoing basis.  The portal provides a 

means of privately sharing relevant information associated with your pancreatic condition. This information 

may be used for anonymous reporting and research purposes that may further the treatment of pancreatic 

diseases in the long term. 

To begin using the portal you must complete the registration process using the user-id and temporary 

password supplied via email from noreply_pancreasfoundation@liaison.com email address.  Open a 1browser 

window and navigate to https://npf.liaisonhealthcare.com/.  Help text is available by hovering the mouse 

over any data element label that contains an asterisk (*) or by clicking on the question mark icon (?) next to a 

data label.  

User Login 

Each user is assigned a user name (generally an email to ensure uniqueness) and password upon setup.  

Users will be forced to change their password upon initial login as an initial safeguard, ensuing only that user 

knows their password.  The Login screen is illustrated in Figure 1.   

 

Enter your user name and password 

and click the Login button.  Assuming 

the credentials are valid, the FIRST 

TIME a user enters the portal, they will 

be presented with the registration 

process, see Figure 2.  This will be 

described further below.   

 

All subsequent logins will take the 

patient to will be taken to the home 

page where they will see the user Tabs 

and button to commence a Follow Up 

Survey which uses the same templates 

for each section noted within this user 

guide.  

                                                             
1 For PC users, we recommend the latest version of the Internet Explorer browser to access this site. For Mac 
users, we recommend the latest version of Apple Safari or Mozilla Firefox ESR version 52. Please note that 
other browsers are not compatible with the Registry application due to discontinuation of Microsoft 
Silverlight support. 
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Portal Registration / Initial Data Entry 

Upon initial login to the portal, users will see the following screen, Figure 2.  The left side menu highlights the 

6 data segments that users will report on.  These include: 1). Demographics; 2). Diagnosis; 3). History; 4). 

Symptoms; 5). Treatment 

and Response; and 6). 

Quality of Life. Each 

section may be completed 

in your own time and users 

can click on the left menu 

areas to select a section to 

work on. 

By clicking the NEXT 

button on the registration 

page, users begin the 

registration process. 

 

Demographic Section 
Begin by entering demographic information as illustrated in Figure 3.  All information entered into the portal 

can be updated at any time. It is important to point out that each set of updates to all sections except 

demographics, will be saved as a particular set of data in time and available for reporting in the National 

Pancreas Foundation registry (NPR). 

 

 

FIGURE 2 
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Each data segment has a ‘Check Completeness” button (see bottom left of Figure 3).   Users can click on this 

button to ensure that all required fields are completed prior to progressing to the next segment.  In the event 

a data element is not filled in appropriately, the user will see a RED outline around the data field(s) in 

question.  Correct the area highlighted and re-click on “Check Completeness”.  Once complete, click on the 

“Next” button. 

Diagnosis Section 
This brief section records patient entered diagnosis information. Note that with all sections, data is saved as 

it is entered into the portal, meaning users do not have the click a button to save data.  See Figure 4, for a 

Diagnosis screenshot. 

 

 

History Section 
The patient history section is a comprehensive component of the registry that accepts general vital signs, 

patient medical history, family history, social history and medication history.  Ensure that data entered is as 

complete as possible.  Multiple medical conditions may be entered by clicking ‘Add A Medical Condition Row’ 

button.  Similarly, family history will record as many family history illnesses as a user decides to enter.  Again, 

by clicking on ‘Add A Family History Row’, users should add data only associated with biological relatives 

ONLY, see Figure 5. 

FIGURE 4 



 

 

Medication History may include any over-the-counter or prescribed medications used to manage pancreatic 

disease or any other conditions the user reports within the portal.  Remember that this is patient history, so a 

comprehensive as possible approach to historical data serves to be useful.  See Figure 6 for the medication 

history window. 
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Symptoms Section 
This section is the lengthiest segment for data entry, taking up to 30 minutes for completion.  Symptoms 

includes various questions associated with the pancreatic disease of the patient.  The guide does not provide 

a full view of the Symptoms section, instead Figure 7 provides a screenshot of the final component.  Again a 

Check Completion button exists.  This may be used before proceeding to the next section. 

Areas covered in the symptoms section include: 

• Stool Assessment • Pain • Pain Severity • Pain Impact 

• Employment Status 
Due to Pain 

• Consultation 
Information 

• Pain Management 
• Nausea and 

Management of 
Nausea 

• Constipation 
Management 

• Diarrhea 
Management 

• Lactose Intolerance  

 

 

 

Treatment and Response Section 
This section deals with hospitalization data and treatment of the pancreatic disease being reported.  Please 

complete each section as thoroughly and accurately as possible.  We understand that some data components 

may be estimated based on past visits to hospitals.  This section provides the ability to report on treatments 

including: 

• Medications • Radiation Therapy • Surgical Therapy 

• Interventional Endoscopy • Alternative Therapy • Systemic Therapy 

• Constipation Management • Diarrhea Management • Lactose Intolerance 

FIGURE 7 



 

Patient Referrals are also possible to record, including: 

• Dietician/Nutritionist 
Support 

• Pain and Symptoms 
Control Specialist / 
Service 

• Psychosocial Support / 
Social Work 

 Data entry consists primarily of selection data from dropdown lists, checkboxes or other options.  The portal 

seeks only limited free text entry, reducing error prone data and easing burden of input.  Figure 8 offers a 

well-rounded view of data elements used for entry associated with the Treatment and Response section. 

 

 

Quality of Life Section 
Lastly, this section takes approximately 10 minutes for completion. Quality of Life seeks to understand how 

the condition impacts current everyday life.  The screenshot below provides a sample view, Figure 9. 

FIGURE 8 



 

 

Registration Completion 

Upon completion of the registration process, users will be shown the following screen, Figure 10. 

 

 

If satisfied with the completeness and comprehensiveness of the data entered, click the ‘Submit’ button and 

registration will be complete. 

Users may then come back at future intervals and enter fresh data within forms as they deem appropriate as 

treatment and symptoms come and go, are varied with different intensity and types.  Remember, data can be 

entered at any point in time and is saved automatically with that time stamp. 

 

FIGURE 9 

FIGURE 10 


