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RESEARCH REWIND:

Caregivers and Patient Centricity
Those providing unpaid care to loved ones (collectively 
called “caregivers”) are vital stakeholders in the ever-evolving 
ideology of patient-centric practice. Unfortunately, this group is 
heterogeneous and largely misunderstood—often painted with 
the same brush and afforded little dimension to who they are  
and what motivates their choices. 

To truly understand caregivers and what lies beneath the surface 
in their experiences and perception, Syneos Health conducted an 
online survey in August 2018 with caregivers in the United States. 
The 1,380 respondents represented a convenience sample of 
online panel members who opted to participate. To view the  
first report, visit syneoshealth.com.

http://bit.ly/caregivers-at-the-center
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This first body of work gathered an incredible wealth of 
knowledge, but we knew that it was merely one facet of the 
caregiver landscape. The next phase of research needed to build 
on what we were beginning to understand about the caregiving 
experience and further explore the dynamics of the caregiver-
patient relationship. Specifically, we want to understand how 
caregivers use their experiences, attitudes and motivations to 
influence discrete aspects of the patient journey. 

WHO
The data from this report  
come from a 40-minute online 
survey conducted in the U.S.  
in May 2019 with unpaid adult 
caregivers of patients aged  
18 years or older. Caregiving 
was defined as providing 
unpaid care to at least one 
other adult, usually a relative  
or a friend, to help them take 
care of themselves due to 
health challenges. 

HOW
Caregiver respondents were 
recruited by a third-party panel 
company. A soft quota was set 
on gender so as to closely 
approximate the gender 
distribution of caregivers in the 
U.S. population (60% female, 
40% male). This quota is in 
keeping with the gender 
distribution found in the first 
phase of research, as well as the 
2015 AARP “Caregiving in the 
US” survey and report 
conducted by the National 
Alliance for Caregiving and the 
AARP Public Policy Institute.

WHAT
Survey questions covered a 
range of topics, including:

patient characteristics  
(e.g., demographics, living 
arrangements, health status, 
health management needs 
and current functioning)

caregiver characteristics  
(e.g., demographics, physical 
and mental health status, 
self-care behaviors, and general 
caregiving and healthcare 
system attitudes/beliefs) 

caregiver experiences  
(both over time and currently)

caregiving behaviors  
(e.g., everyday patient support, 
interactions with HCPs, 
treatment decision-making, 
coordination with other 
caregivers)

2019 Methodology
An overview of the survey and the respondent pool

Characterize caregivers’ 
habits and behaviors 
relative to their patient 
relationship

Understand the specific 
points of caregiver 
influence through the 
patient journey

Identify marketing 
and communications 
actions to connect with 
caregivers

2019 Research  
Objectives
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Patients

 
Caregivers

Gender •  39% male; 61% female •  43% male; 57% female

Age •  68 years •  48 years

Employment 
Status

•  62% Retired

•  20% Unemployed

•  12% Full-time

•  4% Part-time

•  2% Self-employed

•  40% Full-time

•  21% Retired

•  13% Part-time

•  6% Unemployed

•  6% Homemaker

•  6% Long-term disability

•  5% Self-employed

•  1% Student

Insurance 
Coverage

•  52% Medicare

•  17% Medicaid

•  12% Private via employer

•  11% Individually purchased

•  5% Veteran’s Administration

•  3% Uninsured

•  27% Medicare

•  14% Medicaid

•  36% Private via employer

•  12% Individually purchased

•  2% Veteran’s Administration

•  8% Uninsured

WHO’S REALLY  
AT THE CENTER?
What We Can Learn From Caregivers— 
The Missing Link to Patient Centricity

001912_066_ncinno_caregiver_report_lo08.indd   1 11/26/18   4:48 PM

Remember those 
motivational styles  
from the first  
Caregiver report? 

We brought Promoter/Preventer 
back. Within the survey is an 
11-point bipolar rating scale, 
which was designed to assess 
the motivational orientation of 
the caregiver when it came to 
their caregiving role (“promoter,” 
“preventer” or various mixes 
of the two). Of the 1,006 
respondents who completed 
the survey, 612 selected a rating 
other than the scale midpoint, 
indicating that they were either 
predominantly promoter or 
predominantly preventer.  
These 612 respondents form  
the basis of this report.

Caregiver Snapshot
A quick look at the must-know items about our 
caregiver population and the patient-caregiver 
relationship

PROMOTERS see the world in terms of what could be. 
They are motivated by hopes, aspirations and growth.

PREVENTERS see the world in terms of what should be. 
They are motivated by duties, obligations and security.

More on them later in this report.
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Patient Characteristics
A full 60% of patients live with their primary caregiver.  
Of the 40% of patients who did not live with their caregiver,  
7% live in an assisted nursing facility, and 24% live alone. Overall, 
30% of patients currently live in an urban setting,  
47% live in a suburban setting, and 23% live in a rural setting.

Patient health conditions and diagnoses: 

Arthritis  42%

Diabetes  32%

Hypertension  32%

COPD  12% 

Cancer  9%

Advanced macular degeneration  8%

Chronic kidney disease  7%

Parkinson’s disease  6%

Multiple sclerosis  3%

Cystic fibrosis  2%

Caregiver Characteristics
Of the 612 caregiver respondents, 52% are married or in a 
domestic partnership, 13% are divorced or separated, 30% are 
single never married, and 5% are widowed.   

Race/ethnicity closely matched the distribution in the U.S. 
population, though the sample indexed low on respondents who 
identified as Hispanic or Latin (9.2% vs. 18.3% per 2018 U.S. Census 
estimates).

The sample was slightly lower in annual household income than 
the overall U.S. population, with 54% making less than $50,000 
(vs. current U.S. median household income = $59,039). The 
sample under-indexed on people with a high school education 
or less (25% vs. 40%), and over-indexed on people who had 
some college or a college degree (57% vs. 39%), but otherwise 
closely approximated 2018 U.S. Census estimates for educational 
attainment (trade school = 4.6%; some graduate school or 
postgraduate degree = 13%).

Caregiver Experiences
The story caregivers told about the nature of their experience 
was typically one about obligations embedded within spousal 
or intergenerational family relationships. The vast majority of 
caregivers (70%) reported being either children (38%), spouses 
(22%) or grandchildren (10%) of the people for whom they provide 
care. Interestingly, close personal friendships made up 17% of the 
reported caregiver-patient relationships, suggesting a role for 
caregiving beyond the bonds of marriage or family.
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65% of caregivers said 
that they became caregivers 
because the patient started 
having difficulty with everyday 
tasks, which led them to  
begin helping out as needed. 

Consistent with a gradual onset 
of caregiving duties, general 
difficulties of aging (38%) and 
the presence of an age-related 
memory disorder, such as 
dementia or Alzheimer’s disease 
(24%), were the most-commonly 
cited clinical reasons why 
caregivers provide care. 

28% said that they 
became caregivers because 
the patient suddenly became 
ill or incapacitated.

Unsurprisingly, caregivers in 
an abrupt-onset caregiving 
scenario are much more 
likely than those in a gradual 
scenario to say that they had 
no idea how difficult providing 
care would become.

Regardless of the exact nature of the relationship, it was also a 
story of close physical and social proximity. Many caregivers (60%) 
reported living with the patient. Some of these living arrangements 
were likely prompted by the very requirements of caregiving, as 
21% of the caregivers stated that they needed at some point to 
make arrangements to have the person they care for move in with 
them as a consequence of their caregiving role. In cases where 
the caregiver reported living separate, a strong majority of 92% see 
them several times a week and 52% see them every day. 

As with living arrangements, some of the opportunities for regular 
contact were likely made possible by the caregiver’s own choices 
as they made accommodations for their caregiving role. Nearly 
a quarter of caregivers (22%) reported having moved at some 
point so that they could be closer to the person for whom they 
provide care. Independent of whether they maintained close 
physical proximity or not, 77% of caregivers also said they have daily 
communication (e.g., phone, text or other means) with the person 
they are caring for. The number rises to 96% once it includes 
caregivers who say they stay in touch at least a few times a week.

Another important factor in the nature of a caregiver’s experience 
is the manner in which they became a caregiver in the first place. 
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Caregiving Behaviors
In terms of everyday patient support, caregivers lend help with a 
wide variety of tasks. To better characterize the caregiving burden, 
it’s helpful to think about these tasks in two broad categories: 
functional and autonomous. 

Functional tasks include the basics of daily mobility and 
completion of life-sustaining necessities. Caregivers cited these 
top functional tasks as being routine struggles for patients: 

going up and down steps 58%

walking  55%

getting dressed  46%

bathing or showering  45%

getting in and out of bed  42%

getting to and from the toilet  31%

Autonomous tasks are those that, by virtue of completing them, 
preserve the patient’s sense of autonomy and independence—
such as things that a patient feels as though they should be able 
to do on their own, but often cannot. Caregivers noted these key 
items as daily challenges for their patients:

housework  68%

grocery or other shopping 68%

preparing meals  62%

managing finances  49%

managing everyday  
frustrations  48%

forgetfulness  44%

everyday planning  43%

These struggles with autonomy-based tasks are exactly what one 
would expect from clinically significant forms of cognitive decline—
and indeed, in our survey, they had the strongest correlations with 
either general aging difficulties and/or presence of an age-related 
memory disorder as stated reasons for caregiving.  

As we can see from the caregiver responses, patients tend to 
struggle with the autonomous tasks to a greater degree. These 
types of tasks require a larger effort—and, often, increased 
planning and sacrifice—on the part of the caregiver, which 
has implications for their overall sentiment and approach to 
navigating the patient experience. We will explore this sentiment 
in the fourth report in this series.

 In terms of broader caregiver burdens or support from other 
caregivers, less than a quarter of caregivers (23%) reported caring 
for more than one person. When it comes to the person for 
whom they provide the most care, a little over a third of caregivers 
(38%) stated that they have others who also function as caregivers 
to that person, providing a level of support and workload sharing. 
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Caregiver Motivational Segments
Exploring the motivational styles of caregivers  
and the impact that those have on the  
caregiving experience

We know a bit about the situational aspects of the caregiving 
experience (e.g., whether another caregiver is present). But to 
further contextualize things, we must also explore the 
dispositional aspects of the caregiver. Does their mindset or 
motivational style impact the way in which they perceive the 
caregiving experience? 

Here, we look to behavioral science to help us further understand 
caregiver segments. Over 25 years of research in this field has 
shown us that human motivation is rooted in two types of 
orientation toward the world: A “promotion focus” (which is about 
achieving growth and aspirations, and pursuing gains to satisfy 
those ends) and a “prevention focus” (which is about maintaining 
safety and security, and avoiding losses to satisfy those ends). 
Both orientations exist within everybody, but, as we’ll see, some 
people tend to exhibit one orientation more than the other.  

Everyone’s sources of motivation and persistence are personal to 
their functional context (e.g., having another caregiver present to 
help carry the load). To one person, doing a good job as a 
caregiver means that they feel a sense of accomplishment and 
derive energy from their success. To another caregiver, a good job 
brings relief, a feeling of peace and a break from worrying about 
the patient. 

So you see, sources of caregiver motivation are indeed very 
personal. But as it turns out, they’re not all that unique. Many 
people tend to exhibit mostly promotion-focused tendencies 
(Promoters) or prevention-focused tendencies (Preventers), and 
we can think about these two types of people as forming distinct 
segments or groups. Let’s go a bit deeper to understand why 
thinking about caregivers in this way might be important for our 
communication efforts.
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Promoters
Promoters are motivated by hopes,  
dreams and aspirations. 

A Promoter is someone who: 

•  See their goals as ideals that they  
aspire to accomplish

•  Is focused on seeking gains or  
making progress toward their goals

•  Feels elated when things go right  
and sad when things go wrong

• Is open to change and exploring options

•  Finds it easy to think in broad,  
sweeping terms

•  Feels like the future is something  
they can see clearly

•  Takes risks when they think it  
maximizes expected value

Preventers
Preventers are motivated by duties, 
obligations and the need to stay secure.

A Preventer is someone who: 

•  Sees their goals as necessities that  
must be met

•  Is focused on avoiding losses or  
falling short

•  Feels anxious when things go wrong 
and at peace when things go right

•  Prefers the trees over the forest, 
because the devil is in the details

•  Prefers the status quo and likes to  
work on things one at a time

• Is focused on the here and now

•  Takes risks when it’s a matter of  
“doing what’s necessary”

Think of Promoters as viewing the world  
through the lens of “what could be.”

Promoters like imagery that involves the big picture, messages 
that are about achieving good outcomes, and experiences that 
involve novelty and variety.

Think of Preventers as viewing the world  
through the lens of “what should be.”

Preventers prefer concrete details (as opposed to abstract,  
big-sky ideas), messages that are about vigilantly avoiding 
negative outcomes, goals described in terms of the things  
that involve maintaining safety and security.
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Consider, first, the way these two orientations impact the 
overall experience of caregiving over time. Since they first 
began providing care for the patient, some respondents feel 
that the experience has stayed the same (45% of Promoters, 41% 
of Preventers). But of those caregivers who have experienced a 
change over time, Preventers are more likely to say that providing 
care has gotten easier, whereas Promoters believed their 
caregiving experience to have gotten harder. Why might this  
be so? There are several clues to consider.

Clue #1: level of  
administrative involvement. 

Clue #2: treatment  
decision-making.

On the everyday aspects of care, 
Preventers are more likely than 
Promoters to frequently handle 
reimbursement submissions for 
medications and medical supplies, 

pay for medical supplies, and handle all HCP appointment 
scheduling. When the patient is using monitoring devices 
or medical equipment, they are more likely to be taking 
time at least once a day, or more than once a week, to stay 
on top of it and remind the patient to use those devices 
and equipment (this despite the fact that they are less likely 
than Promoters to be caring for a patient who needs to be 
using equipment and monitoring devices to begin with). 

Takeaway: Preventers may be more hyper-vigilant  
and will develop routines that they feel protect them 
from being caught off guard with unexpected events.

When it comes to larger treatment 
decisions, Preventers are more likely 
than Promoters to say that they are 
personally the ones to make the final 
decision about whether to accept a 

doctor’s treatment recommendation. If they encounter 
a new treatment that they think would be good for the 
patient, they are more likely than Promoters to bring 
the topic straight to the patient’s doctor on their own. 
And there are indications that, if they seek out and find a 
potential trial for their loved one, they are more likely to 
discuss it with the patient. 

Takeaway: Preventers may feel that they are able  
to be proactive and exert some influence on  
decisions that impact the patient and ultimately 
them as caregivers.
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Clue #3: care philosophy. Clue #4: condition onset.

Preventers consistently demonstrate 
a care philosophy and approach 
that directs the patient. That is, they 
assume a primary decision-making role, 
take on more control of the patient’s 
care regimen and serve as a figure 

of authority that tells the patient precisely what to do. 
Promoters, on the other hand, take a more collaborative 
approach with the patient, behaving in ways that are 
inclusive and empowering to the patient while making 
decisions about their treatment plan and daily needs.  

Takeaway: Preventers’ directive behavior may give 
them a higher sense of control over potentially 
stressful situations.

The Promoter is most likely caring for a 
spouse or a parent, in situations where 
the health onset was a gradual decline 
in the patient’s condition. In terms of 
length of time providing care, their 
experience skews toward the shorter 

end of the spectrum (5 years or less). Herein lies another 
clue as to the context of a Promoter’s experience growing 
more difficult over time: If they have been providing care 
for a relatively short amount of time, and if the patient’s 
initial onset was gradual in nature, we’d expect to see a 
further degeneration of the patient as time progresses. In 
fact, when asked why caregiving had gotten more difficult 
over time, 71% of Promoters cited a continued erosion of 
the patient’s ability to function. 

Takeaway: The tedious, never-ending nature of 
caregiving for a loved one who is more likely to 
decline than to make remarkable gains, wears 
down the Promoter who takes a big-picture view 
of the world and who is driven by aspirations and 
opportunity.
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https://www.census.gov/quickfacts/fact/table/US/PST045218

https://data.bls.gov/timeseries/LNS12300000

https://www.bls.gov/cps/definitions.htm

https://www.census.gov/data/tables/2018/demo/education-attainment/cps-detailed-tables.html

https://www.aarp.org/content/dam/aarp/ppi/2015/caregiving-in-the-united-states-2015-report-revised.pdf

BASED ON THIS BODY OF RESEARCH, 
our caregiver population is composed of:

56% Promoters       44% Preventers

The Preventer profile exhibits similar trends to that of 
the Promoter. They are both caring for a spouse or a 
parent largely for 5 years or less, also with a gradual 
onset of the patient’s condition. Yet Preventers feel 
that their experience has gotten easier over time. The 
difference lies in what the Preventer caregiver did that 
the Promoter did not: they made an immediate and 
drastic life change to accommodate the ability to care for 
the patient. This willing adjustment to their life trajectory 
forced upon them a level of dramatic acclimation at the 
outset of their caregiving journey, making subsequent 
changes in the patient’s condition pale in comparison. 
This is a stark contrast from the gradual unfolding and 
transition that the Promoters experienced.

Clue #4: condition onset. (Continued)

60% of Preventer caregivers either  
moved to be closer to the patient, made 

arrangements for the patient to live with them,  
or changed jobs or careers to be able to care for  
the patient.

These different motivational styles have a major impact on 
people’s feelings, thoughts and actions. Segmenting the 
caregiver population in this way helps us get closer to each 
person’s source of identity and motivation, which in turn gives  
us clues and guidelines for how to communicate with them. 

There are many nuances to how Promoters and Preventers 
experience the responsibility of providing care, some of which we 
explore in depth in subsequent reports in this series. 

Although both can be quite successful and meet the demands 
of caregiving, their motivational style may play a role in how 
distressing they find the experience. 

In upcoming reports in our series, we’ll take a closer look at each 
motivational segment and their needs as caregivers. Visit our 
Syneos Health Insights Hub at insights.health, where dynamic 
research informs actionable insights to guide biopharmaceutical 
decision making and investment.

HOW ARE YOU MOTIVATED? 
Take a 4-question text-message quiz to find out. 
Send the word TYPE to:
+1-740-218-5432 (U.S.)
+44 7723 468111 (EU)
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ABOUT THE SYNEOS HEALTH  
INSIGHTS HUB
The Syneos Health Insights Hub generates future-focused, 
actionable insights to help biopharmaceutical companies 
better execute and succeed in a constantly evolving 
environment. Driven by dynamic research, our perspectives 
are informed by our insights-driven product development 
model and crafted by subject matter experts focused on 
real answers to customer challenges to help guide decision 
making and investment.

insightshub.health

ABOUT SYNEOS HEALTH 
COMMUNICATIONS
Syneos Health Communications is the only healthcare 
communications network that is part of a company on the 
frontlines of healthcare, with a clear view into the everyday 
complexities of life and health. As part of Syneos Health®,  
our advertising, branding, public relations, managed 
markets and medical communications agencies are 
engaged in every point of influence in health, providing  
real-world insight into markets and audiences.

We work in scalable, collaborative teams that partner 
across disciplines and geographies to deliver integrated 
communications strategies that accelerate brand 
performance. We create ideas that will work in the real  
world because they were built there.

syneoshealthcommunications.com


