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BACKGROUND
There are multiple first-line (1L) anaplastic lymphoma kinase (ALK) tyrosine kinase inhibitor 
(TKI) treatment options for ALK+ advanced non–small cell lung cancer (aNSCLC), and 
treatment risk-benefit profiles vary in ways that are important for patient decision-making. 
Further, there is some uncertainty about treatment outcomes due to a lack of head-to-head 
trials. Under these conditions, choosing a treatment may be challenging for patients.
Results from multiple patient preference studies in ALK+ aNSCLC demonstrate patient 
preference for efficacy over adverse events and the willingness for tradeoffs.1-3 These 
studies also reveal the heterogeneity in preferences across patients, which underscores 
the importance of supporting patients’ treatment choices and their participation in shared 
decision-making.
The objective of patient decision aids (DAs) is to improve knowledge, reduce decisional 
conflict/regret, and support values-concordant decisions. DAs are especially useful for 
preference-sensitive, uncertain decisions when several treatment options are available.4,5

OBJECTIVE
Engage with patients and oncologists to develop the first digital DA (with a values clarification 
activity [VCA]) for newly diagnosed patients with ALK+ aNSCLC to support shared decision-
making discussions with their oncologists regarding 1L TKI selection.

METHODS
The study included 25 participants. Formative qualitative research was conducted to inform the 
content and design of a DA, and user testing was used to refine the DA.

Formative Qualitative Research
•	 Eleven patients and 3 oncologists participated in 60-minute, 1-on-1 virtual interviews that 

used a semistructured, think-aloud format with targeted questions on draft content and 
concepts for the DA.

•	 Patients with ALK+ aNSCLC were recruited in partnership with 2 collaborating patient 
advocacy groups (PAGs): ALK Positive and GO2 for Lung Cancer.

	– Patient eligibility criteria: aged 18 years or older, recent (within approximately the last  
12 months) diagnosis of ALK+ aNSCLC, ability to participate in a discussion in English,  
and access to a computer/laptop.

•	 Participating oncologists were recruited by study team oncologists.
	– Oncologist eligibility criteria: Currently care for patients with ALK+ aNSCLC, ability to 
participate in a discussion in English, and access to a computer/laptop.

•	 Transcripts were analyzed using an Excel-based matrix.

DA Content
•	 DA content was informed by the results of clinical trials, input from clinical experts on the 

study team, and feedback from 4 patient advisors.
•	 DA content was refined after concept interviews.
•	 A beta version of the DA was prepared for user testing.
•	 The DA comprises the following main sections (Figure 1):

	– Introduction and description of a typical patient journey
	– Descriptive information (education) about TKIs focused primarily on the similarities and 
differences between the main features of available treatment options
	– Links to existing educational resources, provided by collaborating PAGs
	– A quantitative VCA (best-worst scaling [BWS])6 in which users indicate most and least 
important treatment features with attributes informed by a prior preference study1

	– An individualized report with a treatment attribute priority list
	– Common questions about TKI treatments for ALK+ aNSCLC
	– A space for the user to record their questions

User Testing Interviews
•	 Seven patients participated in 60-minute, 1-to-1 virtual interviews in which they shared their 

screen while exploring the beta version of the DA and answered targeted questions related 
to user experience, information seeking, navigability, engagement with the VCA, and other 
features. Participants also completed the Preparation for Decision Making scale.7

•	 Patients with ALK+ aNSCLC were recruited via the same methods as outlined above, and 
the same eligibility criteria were applied.

Figure 1. Select Screenshots From Decision Aid RESULTS
Table 1 summarizes the characteristics of the 18 patients who participated in the interviews.  
All patient participants were using 1L ALK TKIs, had a mean age of 46 years (range,  
33-76 years), and had been diagnosed 2 to 20 months before the interview. 
Table 1.	ALK+ aNSCLC Patient Participant Characteristics 

Characteristic Participants 
(N = 18) 

Age, average (range), years 46.4 (33-76)

Time since diagnosis, average (range), months 10.4 (2-20)

Education, n (%)

High school graduate 1 (6)

Some college or technical school 3 (17)

2-year degree (Associate’s or technical school) 1 (6)

4-year college degree 5 (28)

Graduate school degree 8 (44)

Race and/or ethnic identity, n (%)

Asian (e.g., Asian Indian, Chinese, Filipino, Japanese, 
Korean, Vietnamese) 3 (17)

Black, African American, or African (e.g., African American, 
Ethiopian, Haitian, Jamaican, Nigerian, Somali) 1 (6)

Hispanic, Latino, or Spanish (e.g., Colombian, Cuban, 
Dominican, Mexican or Mexican American, Puerto 
Rican, Salvadoran)

3 (17)

Middle Eastern or North African (e.g., Algerian, Egyptian, 
Iranian, Lebanese, Moroccan, Syrian) 1 (6)

White (e.g., English, European, French, German, Irish, 
Italian, Polish) 9 (50)

None of these fully describe 1 (6)

 
Patients responded favorably to the aggregation of information about “similarities” and 
“differences” on separate screens to highlight differentiators and reduce information overload to 
learn about TKIs.
Information from patients indicated that:
•	 The DA is likely to be valuable for newly diagnosed patients seeking information about 

treatment options. 
•	 Many patients thought that, if they had had this DA upon diagnosis, they would have found it 

to be informative and empowering and it would have helped them to engage in shared 
decision-making with their healthcare provider.

Findings indicated that:
•	 Users perceived the information in the DA to be balanced.
•	 Users paid attention to cognitively/psychologically challenging concepts and questions.
•	 Use of the VCA resulted in careful deliberation about ALK TKI features that mattered most 

and those that mattered least.
Patients confirmed the importance of individualized reports and user- and pregenerated 
questions to help guide conversations about treatment choice with healthcare providers.
Oncologists (n = 3; representing 1 community health center and 2 academic centers; 
currently caring for patients with ALK+ aNSCLC [range, 2-10]) supported the DA’s value in 
helping patients understand treatment options and identify preferences. Suggestions were 
made to refine content further (e.g., addition of a new similarity item).

In user testing, participants were observed engaging in the desired deliberation during the 
VCA; participants discussed multiple attributes as important, and they said that selecting the 
most and least important features was challenging yet meaningful in determining treatment 
priorities. Participants commented favorably on the simple graphic the activity produced.
Responses of user test participants on the Preparation for Decision Making scale indicated that 
9 of the 10 items in the measure rated above the midpoint of the 1-5 scale, with 6 items having 
median scores of 5 (Figure 2).
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Your Guide to TKIs and Understanding What Matters Most to You

Welcome to a decision aid for people with ALK (Anaplastic Lymphoma Kinase) positive advanced non-small cell lung cancer 
(NSCLC) and those who care about them. We understand that a diagnosis of ALK-positive NSCLC can be overwhelming, 
and you may be given lots of information. This decision aid is focused on one decision: use of a TKI (tyrosine kinase inhibitor) 
treatment as your first treatment for ALK-positive NSCLC.

We will explain what TKIs are and help you think about the treatment features that are most important to you.

This decision aid is only about TKI treatments. There are other types of therapies that can be used for people with 
ALK-positive advanced NSCLC. You can find links to information about other treatment options under the Resources tab.

Journey to Expect as You Plan Your Care
Below are some typical steps in the diagnostic and treatment journey. Not everyone will go through the steps in this order, or their 
journey may look different. Explore this graphic to learn more.

Signs &
Symptoms

Meet to Discuss
Treatment Options

Treatment Ongoing
Treatment &
Monitoring

Appointment &
Diagnostic Tests

DA landing page with introduction and patient journey.

Your Guide to TKIs and Understanding What Matters Most to You

Differences within the TKls

You just learned about things that are similar about TKI treatments. But approved TKI treatments differ in important ways, and there is no 
single best option.

As you explore the list of differences below, please think about what matters most to you in choosing a TKI. Some aspects of TKI 
therapies may be very important to you, while others may not.

Soon you'll do an activity to sort through things that are important to your decision making.

TKls differ in:

How long lung cancer is controlled after a person starts their first TKI treatment <<

• This describes whether lung cancer tumors stop growing when a person is taking a TKI, and how long people go without 
their cancer getting worse. Having no tumor growth while on treatment is known as lung cancer control. Your doctor may 
call it "progression free survival" or "PFS".

• All TKIs may provide long-term control for many, but not all, people who use them. None are a cure for advanced NSCLC.

• What differs among TKIs is how many people still have cancer control at longer time points.

• Lung cancer control is different than how long you live after starting a TKI. Controlling the cancer does not always mean 
living longer.

• Newer second and third generation TKIs are expected to offer longer cancer control than older first generation TKIs.

Screen with collapsable/expandable information about attributes that differ within available TKIs.

Your Guide to TKIs and Understanding What Matters Most to You

Activity: Create Your Priority List of What Matters Most to You When Selecting a TKI
Here are some aspects of the trial that may be important to your decision. Review the list and select and drag one item into the “Matters most to 
my decision” box and one item into the “Matters least to my decision” box. You can only select one item per box. You will do this a total of 12 
times. This may feel like a lot, but it allows you to create your own unique priority list.

How long lung cancer is controlled

Matters most to my decision

Matters least to my decision

1 / 12

How much we know about each TKI

Avoiding problematic weight gain

Minimizing changes to mental health

Minimizing extreme tiredness

Avoiding high blood pressure, cholesterol, and blood sugar

Back Next

Example from the BWS VCA where users choose one item from the set and drag to “Matters 
most to my decision” and one item to drag to “Matters least to my decision.”

Your Guide to TKIs and Understanding What Matters Most to You

Summary
You have reached the end of this decision aid. Learning about your treatment options and priorities are important steps in your treatment journey. 
This screen includes your unique priority list showing which TKI differences were most and least important to you. Please take a moment to 
review this information. Understanding what matters most to you and discussing that information with your health care provider will help you both 
arrive at a treatment choice that is best for you.

Your Priority List of What Matters Most to You
How you ranked your most and least important differences among the TKI treatments. You may also see features you did not select:

You chose these features as mattering most to your decision: You chose these features as mattering least to your decision:

How long lung cancer is controlled

Preventing brain tumors from forming or getting worse

Minimizing bone and muscle pain

How much we know about each TKI

Minimizing extreme tiredness

Avoiding high blood pressure, cholesterol, and blood sugar

Avoiding problematic weight gain

Avoiding changes to thinking and memory

DA summary printable screen includes BWS VCA results, guidance on interpretation, questions to 
ask themselves and their healthcare providers, and compilation of user-generated questions.
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Thinking about the choice of TKI treatment,
did viewing the decision aid... 

1.  Help you recognize that a decision needs 
 to be made? 

2.  Prepare you to make a better decision?
 

3.  Help you think about the pros and cons of 
 each option? 

4.  Help you think about which pros and cons 
 are most important? 

5.  Help you know that the decision depends 
 on what matters most to you? 

6.  Help you organize your own thoughts 
 about the decision? 

7.  Help you think about how involved you 
 want to be in this decision? 

8.  Help you identify questions you might want 
 to ask your healthcare provider? 

9.  Prepare you to talk to your healthcare 
 provider about what matters most to you? 

10. Prepare you for a conversation with your 
 healthcare provider? 

A little

% of responses

Somewhat Quite a bit A great deal

Figure 2. �Summary of Responses to the Preparation for Decision Making  
Scale by User Test Participants

DISCUSSION
•	 Participants discussed the value of centralized, patient-friendly information about 1L ALK 

TKIs that helps patients understand their priorities and supports shared decision-making. 
Patient participants expressed the desire for such a DA when they were first diagnosed.

•	 Oncologists also endorsed the DA to provide patients with information about treatment 
options and support informed decisions.

•	 User testing interview participants perceived the embedded BWS exercise in the DA to help 
patients identify treatment priorities.

•	 Overall, user testers indicated that the DA may help prepare patients for decision-making.

CONCLUSIONS
•	 The DA was well received by patients with ALK+ aNSCLC and 

oncologists. Newly diagnosed patients with ALK+ aNSCLC may benefit 
from the DA to support shared decision-making regarding 1L ALK TKI 
selection, highlighting the importance of sharing it upon ALK+ aNSCLC 
diagnosis and before 1L treatment.

•	 The DA was added to the ALK Positive PAG website (https://alkpositive.org/
decisionaids), and will also be disseminated via Go2Lung website in 2025.


