
Appendix 2 

 

I. Welcome Page 

The home page welcomes the surrogate 
decision maker to the website and gives an 
overview of the sections.  

 

 

 

 

 

 

 

 

 

 

 

A “start here” tag is added to the first section 
to encourage the surrogate to view the website 
in order. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



II. About Stroke 
 

a. Types of stroke 

The website starts by introducing the type 
of stroke the patient experienced. 
Depending on what type of the stroke the 
patient experienced, the surrogate will see 
one of the two versions of content shown to 
the right. 

 

 

 

 

 

 

 

Example for Ischemic Stroke (IS) 

 

 

 

 

 

 

 

 

Example for Intracerebral Hemorrhage 
(ICH) 

 

 

 

 

 

 

 

 

 



b. Common problems from stroke 

Common symptoms that patients may 
experience after a stroke is listed here as 
well. This content is the same for IS and 
ICH. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



III. Stroke Outcomes 
 

a. Levels of disability after stroke 

A plain language description of each level of the 
modified Rankin Scale was created to 
accompany the prognostic information to help 
with interpretation of the prognostic model. Due 
to the study targeting a moderate to severe 
stroke population, and to minimize the number 
of displayed categories, mRS scores of 0-2 were 
combined to become a single category of “mild 
disability or better”. The other scores were 
maintained as distinct categories – “moderate 
disability”, “moderately severe disability”, and 
“severe disability”, for mRS 3, 4, and 5, 
respectively. Examples of residual symptoms 
were listed to help family members understand 
the range of possible outcomes. The descriptions 
also included examples on the types of 
assistance they may need, e.g., not able to live 
alone, need help with daily activities, etc. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



b. Predicting your loved one’s  
outcome 

A brief introduction is given on the 
prognostic calculator, including what it is 
and how it works. Some surrogate decision 
makers in our focus groups expressed the 
desire for the model to show outcomes 
beyond 3 months. However, due to 
limitations of the source data, we were 
unable to accommodate this request. To 
clarify to the audience that continued 
improvement is possible beyond 3 months, 
a sentence was added to explain this. (See 
first red arrow)  

 

 

 

 

 

Participants in our focus groups also 
suggested that some people may find 
numeric prognoses distressing rather than 
helpful. Therefore, a preface was added to 
warn surrogates about the potential 
emotional distress and give the option to not 
view the personalized numeric prognosis. 
(see second red arrow) 

 

 

 

 

 

 

 

 

 

 

 

 

 



c. Graphical presentation of prognosis 

We included the option to toggle between a 
pie chart, which was overwhelmingly 
favored by patients, surrogates, and 
providers alike, and a horizontal stacked 
bar chart, which is commonly shown when 
reporting stroke clinical trial results. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



d. Overview of the recovery process 

A brief overview is given on the recovery 
process. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



IV. In the Hospital 
 

a. Very early treatments 

Early treatments for intracerebral hemorrhage 
(ICH) or ischemic stroke (IS) are listed on this 
page (tailored to patient condition). This helps the 
surrogate decision maker understand what 
decisions they may be asked to make on the 
patients’ behalf. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Intracerebral Hemorrhage 

Ischemic Stroke 



b. Other medical treatments after 
stroke 

Other common medical treatments or key 
decisions (i.e., DNR orders) for ICH and IS 
patients are briefly introduced here as well. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Each treatment is 
organized into an 
accordion that can be 
expanded or closed 
depending on surrogate 
interest. 



V. Making Decisions 
 

a. Making healthcare decisions for  
someone else 

This section describes what it means to be a 
surrogate decision maker and how to make 
healthcare decisions for someone else. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



b. Thinking about the goals of your 
loved one’s treatment 

Given the multitude of life-sustaining 
treatment decisions that a stroke surrogate 
decision maker may face (e.g. intubation, 
resuscitation, feeding tube), Understanding 
Stroke was designed to frame the decision 
as setting the overall goals of treatment 
rather than on any individual treatment or 
procedure. The overall goals of treatment 
were adapted from prior work (see 
manuscript references) and includes Life-
Prolonging Treatment, Basic Treatment, 
and Comfort Measures Only. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Each treatment is 
organized into an 
accordion that can be 
expanded or closed 
depending on surrogate 
interest. 



c. Thinking about what your loved one 
would want 

This section focuses on helping the surrogate 
clarify the patient’s values. A list of 
situations where a patient might need help 
with activities of daily living is presented, 
and the surrogate is asked to pick up to 5 
items that may cause their loved one to 
consider stopping treatment and choosing 
comfort measures only. A “None of the 
above” option is also offered for those who 
feel their loved one would not want to stop 
treatment under any circumstances. Their 
choices are recorded and saved into their 
Summary Report. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



VI. After the Hospital 
 

a. Rehabilitation settings 

A table with rehabilitation options is 
presented to the surrogate to help them 
determine what may be the best fit for their 
loved one. It is also briefly mentioned that 
there are treatments available to prevent 
another stroke. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

b. Adjusting to life after stroke 

Adjusting to life after stroke may be difficult 
for both the patient and their families. 
Resources are provided that may help with 
adjusting to a “new normal”. 

 

 

 

 

 



VII. Asking Questions 

This section gives the surrogate some tips on 
talking to the health care team, as well as a 
suggested list of questions they may want to ask. 
A free text field is also offered for them to enter 
any additional questions. Their choices are 
recorded and saved in their Summary Report. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



VIII. Summary Report 

The Summary Report collates key information 
from the website into a report that the surrogate 
can print out and use in their conversations with 
the health care team. 
The Summary Report includes stroke type, 
prognosis, results from the values clarification 
exercise, tips for talking to the health care team, 
a list of the surrogate’s questions, as well as 
national and regional resources (not pictured). 

An example for Ischemic Stroke is shown. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


