
Patient Advocate Foundation (PAF) is a 

national 501(c)3 non-profit organization 

which provides case management 

services and financial aid to those with 

chronic, life-threatening and debilitating 

illnesses.

Our Mission



PAF: Who We Serve

SUMMARY OF 2018 PATIENT CASES 

Total Patient Case Count 142,109

Case Management Cases 24,804

Co-Pay Relief Cases 82,106

Financial Support Programs Cases 25,003

Patient Services Email Helpline Sessions 10,196

Total Patients Assisted by PAF 

between 1994 and 2018
1,218,555



Disease-directed Treatment + Quality of Life

Value-based 

quality care

Skilled communication and coordinated team-based services

WHAT MATTERS TO THE 

PATIENT
• Change in functional status or activity 

level

• Role change

• Symptoms, especially pain

• Stress of illness on family 

• Loss of control

• Financial burden

• Concerns about stigma of illness

• Conflict between wanting to know 

what is going on and fearing bad news

WHAT’S THE MATTER 

WITH THE PATIENT

• Symptom management and 

services supporting well-being

functioning, and overall QOL

• Care planning and coordination 

across multiple specialists, 

subspecialists and settings

• Evaluation of key clinical 

outcomes



Patient Advocate Foundation

Qualitative Market Research
In Depth Interviews



What have we learned about the patient 

experience?

Three things 
that come up in 
every interview

• Respect—seeing and treating each 
person as an individual, not making 
assumptions or judgments

• Listening—having a genuine two-way 
discussion, not just dictating treatment 
or “hearing without actually listening.”

• The Personal Connection—wanting a 
relationship, or at least to be 
acknowledged on a personal level by 
the doctor or provider

Shared Decision Making  is the perfect 

process by which to co-create and 

deliver these three key elements



Patient Advocate Foundation
Quantitative Market Research



Methodology

• Survey administered to patients who received 
PAF assistance between July 1, 2013 and 
December 31, 2016 

• Patients were invited to complete the survey via 
online link 

• Average response rate for each survey was ~20%

• Demographics of survey respondents were reflective of 
the populations served by PAF

Target: Patients receiving treatment and their 
experiences over the past 12 months



Conditions of Interest

• Cancer

• Multiple Myeloma 
(n=162)

• Breast (n=350)

• Other cancers (n=250)

• Prostate

• Lung 

• Colorectal

• Leukemia & Lymphoma

• Chronic Conditions

• Inflammatory Arthritis

• Cardiovascular Disease

• Virology

• Hepatitis C (n=175)

• HIV  (n=175)



Age Distribution
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Race/Ethnicity
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Income
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Which of the following best describes your preferred 

approach for decisions related to medical care?
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I prefer to be
completely in charge

of my decisions

I prefer to make the
final decision with

input from my
doctors and other

experts

I prefer to make a
joint decision with

equal input from my
doctor

I prefer that my
doctor makes the

decisions with input
from me

I prefer that my
doctor is completely

in charge of
treatment decision
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To what extent do you agree with the following statement: Knowing the 

cost I am going to pay out of my own pocket for my care is important 

when it comes to making decisions about what treatments I should take 

for my disease.
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When deciding on a treatment for your disease, which one 

of the following statements best describes your approach 

when making a decision as it relates to affordability?
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 least cost, medically
appropriate

 most medically beneficial
regardless of cost to me

find treatment option that is
the best fit for both my

financial situation and my
medical situation.

Breast Cancer Other Cancers Hep C HIV



Roadmap to Consumer Clarity 
in Health Care Decision Making

Support for this project was provided by the Robert Wood 

Johnson Foundation. The views expressed here do not 

necessarily reflect the views of the Foundation.

Linking together shared decision-making, decision aids, care 

plans and patient-reported outcomes



Key Activities

•Shared decision making (SDM)

•Decision support tools (DST)

•Care plan

•Care coordination and navigation

•Quality measurement (QM)

•Patient reported outcomes (PROs)



Shared Decision Making (SDM)
• SDM is not just a process of sharing information or creating 

informed consent or maximizing options.

• Patients expect and deserve respect and benefit from a 

collaborative, cooperative relationship and open 

communication that personalizes options.

• Properly executed and scaled, SDM provides the means by 

which to systematically optimize the likelihood of 

determining the right care for the right the patient as quickly 

as possible.

• Health IT and decision aids can play an important role in this 

process by matching the evidence



Closing the Information Gap

• Medical professionals should be experts in the science of treatment 

options and side effects.

• Patients are experts about what matters most to them (i.e., their 

preferences and goals).

• The promise of SDM is to align those two very important sources 

of knowledge so there can be a co-created outcome that integrates 

the medical evidence with personal preference.



Creating Readiness

• Patients receive very little preparation for how to be part of the 
decision making process.  

• Providers receive little training about how to do it  in a way that 
patients want.

• Patients vary in what they may want from a shared decision 
making process.

• Pre-SDM training and preparation is required for both patients and 
providers to create common expectations.

• SDM should not be a pop-quiz.  Pre-assessment of the patient’s 
preferences and goals may be helpful to the both the  provider and 
patient.



Care Plan
• The SDM process must align to and even populate 

a care plan.

• SDM allows for a care plan that aligns with 
patient/family-determined goals and that includes 
identification of social support, navigation, and 
other care needs.

• The care plan can serve as an engagement 
platform for the patient and various members of 
the care team including the navigator. 



Shared Decision 

Making
Care Planning Measurement

• Expression of 

personalized goals, 

needs, and 

preferences matched 

against personalized 

treatment options

• Adjusted for certain 

variables that may 

impact appropriate 

treatment selection.

Develop a  goal 

concordant care 

plan that includes 

identifying social 

support and care 

navigation needs

• Data collection and sharing 

to track adherence and 

progress

• Patient Reporting on QoL, 

functional status, health 

status and safety

• Care coordination and 

navigation  especially for 

high cost and high needs 

patients

SDM as Part of a Person-Centered Care Model

QoL = Quality of life

Decision Support Tools

Care Coordination and  Navigation



Incorporating Cost of Care
• Cost of care and financial toxicity concerns need to be 

incorporated into SDM protocols and care planning.

• Most patients want to consider cost as part of their 
decision making factors, but in the context of other 
factors and not in isolation.

• They don’t want the possible options to be constrained 
or limited by assumptions about what they can afford or 
tolerate financially.  

• They often want to consider cost after first evaluating 
the  possible benefits and risks of different options.

• Financial risk tolerance may vary with age, stage/type 
of disease.



Survey Research 

Presented data is self-reported from roughly 1,050 primarily low to average income 
patients:

277 patients with breast cancer

291 patients with all other cancers

268 patients with HIV/AIDS

135 patients with pulmonary conditions 

79 with Hepatitis A/B/C

2018 Financial Toxicity and Cost 
of Care Conversations



Survey Methodology 

• Survey open between May 2, 2018 and May 25, 2018

• Eligibility was dependent on receiving a service from 
PAF during the 2017 calendar year.

– Patients must have opted in to receive PAF survey 
communications

– Provide a valid email address as part of their contact 
information

• When applicable, the list of question responses were 
randomized to help reduce response bias



38% 

Percentage of 

patients that report 

their healthcare 

provider discussed 

cost associated 

with treatment 

75%

Percentage of 

patients that report 

their healthcare 

provider explained 

choices and 

treatment options

77%

Percentage of 

patients that feel it 

is VERY IMPORTANT

to discuss cost 

with their 

healthcare provider

Talking to Patients



SDM Measure Set

How much did a doctor (or health care provider) talk with you about the reasons you 
wanted to have the treatment you chose?   70 to 80% selected “a lot”

How much did a 
doctor (or other 
health care 
provider) talk with 
you about reasons 
you might not want 
to have the 
treatment you 
chose? 21% 24%

16% 13%
19%
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Knowing the Cost for Decision Making

To what extent do you agree or disagree with the following statement: 
“Knowing the cost I am going to pay out of pocket for my care is important 
when it comes to making decisions about what treatments I should use”.  
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2016 Response

To what extent do you agree with the following statement: 
“Knowing the cost I am going to pay out of pocket for my care is important when it 
comes to making decisions about what treatments I should use”.  
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Compare this data from 2016 to less than 5% in recent survey



Cost Planning Conversations

How important is it for you to discuss with your medical provider the cost 
you have to pay for your medical care? 
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Drug Cost vs Total Cost of Care
Of the two options below, which do you think is more important for your treatment 
decision making and financial planning needs?
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Cost Conversations

Indicate the level of importance each of the following statements has to you when 
having conversations with your medical provider about your medical care costs 
(percentage selecting “5” for very important)  

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Feeling confident that the provider will still
provide you with the best care if you ask about…

Knowing that there may be resources or options
for reducing costs

Knowing the questions you need to ask

Having access to information about the costs
associated with the care you need

Pulmonary Conditions Hepatitis HIV/AIDS Other Cancers Breast Cancer


