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ABSTRACT

PURPOSE Out-of-pocket cost sharing for health care expenses is a growing bur-
den. Prior research has emphasized the medical consequences of cost sharing.
This study investigates the range of social, medical, financial, and sometimes
legal disruptions from high out-of-pocket health expenses.

METHODS We conducted open-ended, semistructured interviews with 33 insured
patients (two-thirds covered by Medicare). All had chronic illnesses and sought
philanthropic financial assistance.

RESULTS We found that high levels of cost sharing precipitated considerable
anxiety and substantial debt problems, as well as disruptions of medical care.
Participants described various borrowing strategies (eg, credit cards), legal prob-
lems (eg, debt collections), and threats to their nonmedical household budgets

(eg, food, housing). Participants described explicit and rank-ordered strategies for
coping with new medical expenses. Participants understood their health benefits
with exceptional detail but described considerable anxiety about changes to those
benefits that could easily disrupt carefully managed household budgets. Benefit
designs that resulted in large a variations in financial liability from month to month
(eg, large deductibles or coverage gaps) imposed considerable financial challenges.

CONCLUSIONS As health care cost sharing grows, policy makers will need to
consider the consequences of high cost sharing for families facing strained
household budgets. Although the generosity of health insurance is important,
continuity of benefits and month-to-month stability of financial liability are also
important and may be undervalued in policy discussions.

Ann Fam Med 2013;11:37-42. doi:10.1370/afm.1444.

INTRODUCTION

merican families are contributing a growing fraction of their per-

sonal income to health care.' From 1999 to 2007, health insurance

premiums increased more than 4 times faster than wages.*” Benefits
also have become less comprehensive.'*® These cost pressures lead fami-
lies to make financial trade-offs within their household budgets in response
to health care needs. Little is known about the choices families make and
how they make them. In this study, we investigate the range of social,
medical, financial, and sometimes legal disruptions from high out-of-pocket
health expenses. We refer to these broad effects as life disruptions.

The literature examining financial burden from health care focuses on

2 major areas. First, several studies have examined trends in the numbers
of individuals and families facing a great financial burden from health care.
These studies generally have shown that a large and growing percentage
of Americans are experiencing financial challenges attributable to health
care."?”? Second, other studies have examined the extent to which high
levels of cost sharing and financial burdens translate into decreased use of
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LIFE DISRUPTIONS FROM HIGH HEALTH EXPENDITURES

necessary health services, such as ambulatory visits or
prescription drugs.'*!?

Fewer studies have examined how financial stress
from health care may affect overall household finances.
Himmelstein and colleagues have shown that approxi-
mately one-half of personal bankruptcies are related
to medical spending."'* Several other authors have
reported basic measures of financial stress, such as dif-
ficulty paying for other expenses attributable to health
care.'”'® We are not aware, however, of studies that have
examined the scope and magnitude of life disruptions
from high-cost medical spending in a household. Given
that financial stress itself is linked to worse health, the
role of health insurance in creating economic security is
itself important for health.'” Our study makes a unique
contribution by examining the complex ways in which
great amounts of out-of-pocket spending for health care
affects other important household domains.

Prior studies have shown that less insurance (ie, less
generous benefits) is associated with greater financial
distress.''® Little is known about how health insurance
shapes household budgets and its role in smoothing risk,
a process that distributes financial liability for health care
evenly over time and minimizes financial shocks."” What
are the medical, financial, and social challenges associ-
ated with medical expenses?> And how do patients navi-
gate complex financial decisions tied to their own health?

In our study, we examined these questions in a
population of midlife and older adults facing serious
medical illness and high-cost out-of-pocket medical
spending. All participants sought financial assistance
from a foundation. The answers to these questions
foreshadow how families may fare as insurance cover-
age becomes more widely available but potentially less

comprehensive under the Affordable Care Act (ACA).

METHODS

We conducted open-ended, semistructured inter-
views with individuals who applied to the HealthWell
Foundation, Gaithersburg, Maryland, for financial
assistance to help pay for the costs of their illness. The
HealthWell Foundation is a nonprofit organization that
assists insured chronically ill individuals with copay-
ments, coinsurance, and health insurance premiums
(http://www.healthwellfoundation.org/). The founda-
tion receives financial contributions from individual
and corporate donors. Most applicants are covered by
Medicare and are frequently seeking copayment assis-
tance; however, privately insured individuals also apply
for similar reasons, as well as for assistance with insur-
ance premiums. We chose this population to under-
stand the nature of financial distress among a popu-
lation with a chronic illness facing health care cost

barriers. The study was approved by the Institutional
Review Board at the University of Pennsylvania.

Participants

A purposive sampling method was used to identify
potential participants among patients who applied to
the HealthWell Foundation for financial assistance who
were older than 18 years, were insured, and had 1 of 32
serious medical conditions. Eligible participants were
contacted once by mail or e-mail and invited to partici-
pate. If they agreed, they were contacted by either the
principal investigator (D.G.) or a research assistant, who
obtained verbal consent to participate and then inter-
viewed the respondent over the telephone. Participants
were offered a $25 gift card for interview completion.

Data Collection

Interviews were conducted over the telephone. The
interview guide consisted of 17 open-ended questions
that elicited information about general and specific ill-
ness-related financial challenges. We specifically probed
for challenges in the domains of housing, food, utilities,
savings, and borrowing, as well as health care expenses.
We offered participants the opportunity to elaborate
within each of these domains. The interview guide
(Supplemental Appendix, available at http://ann
fammed.org/content/11/1/37/suppl/DC1) included
language to reduce stigma associated with financial
distress, given that all participants sought financial
help. Interviews generally lasted 20 to 35 minutes and
were audio-recorded with the respondents’ permission,
transcribed, and prepared for analysis. The study team
met regularly to debrief the content of interviews. We
agreed after 33 interviews that saturation had been
reached, and recruitment was terminated.

Data Analysis

De-identified transcripts were entered into QSR NVivo
9.0 (QSR International) for analysis. We used a modi-
fied grounded theory approach,*® coding the data using
an a priori set of codes based upon our original study
question, as well as a list of codes that emerged from a
close reading of the data. Using the constant compari-
son method,”" we moved iteratively between codes and
text. A subset of the data was coded by 2 coders, and
any disagreements in coding were resolved by consen-
sus. After the data were coded, we searched the key
codes for themes and patterns within each theme. Key
themes were discussed by the study team.

RESULTS

One hundred fifteen applicants for financial assistance
from the HealthWell Foundation were contacted dur-
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ing the period July 1, 2010, and September 20, 2010,
and 33 agreed to participate (30% response rate). The
participants tended to be of older age, reside in metro-
politan areas, and have low to moderate income. Most
participants were insured through Medicare (Table 1).

Four issues figured prominently. First, the structure
of health insurance—especially gaps in coverage, such
as the Medicare Part D “"doughnut hole"—powerfully
affected financial well-being. Second, financial stress
and debt from medical expenditures had a strong influ-
ence on day-to-day personal, financial, and medical
decision making. Third, participants turned to family
and other sources to help manage the costs of their
illnesses, which resulted in financial, emotional, and
social challenges for all family members. Fourth, par-
ticipants managed high out-of-pocket health care costs
using a range of strategies that were potentially disrup-
tive to their medical care.

Influence of Health Insurance Structure

on Financial Stress

All of the participants were insured, and all reported
that medical expenses considerably exceeded their
insurance coverage. In describing their insurance ben-
efits, respondents were often precise regarding the
nature and extent of their benefits, eg, the remaining

duration of COBRA coverage, the dollar amounts of
their deductibles, and the precise copayments. Precise
reporting was frequent (“This month [ had to pay
because I had $191 dollars left on my prescription
insurance, | had to pay $291 dollars.")

When participants reported confusion regarding
their health care coverage, that confusion typically
stemmed from benefit changes. Participants described
how they had come to marginally understand, and
sometimes even accommodate, the limits of their health
plans, but changes in deductibles, premiums, and copay-
ments upset their carefully calibrated household budgets.

Costs of prescription medications were uniformly
challenging for participants, both in terms of individual
copayments and total monthly cash expenditures.
Participants often reported their monthly prescription
costs to the dollar amount. This acute financial aware-
ness weighed heavily on participants, especially during
their tenure in the Medicare doughnut hole—the Part
D pharmacy benefit coverage gap. The doughnut hole
presented a vexing challenge, because each year prom-
ised a new opportunity to hit the coverage gap. One
participant referred to this gap as going into “the black
hole.” Some described the challenges of coinsurance
(paying a proportion of costs) vs fixed-dollar copay-
ments. Prices are variable; seemingly modest coinsur-
ance can require high out-of-pocket spending
on expensive pharmaceuticals. One respon-

Table 1. Participants’ Characteristics (N = 33) dent described how “that 20% can kill you.”
1ctl 0, 1ctl 0 " 0
Characteristic No. (%) Characteristic No. (%) Management of Financial Stress
Age, y Geography and Medical Debt
21-40 309) Rural 5 (15) Respondents spoke of difficulty paying their
41-60 12 (36) Nonrural 28 (83) household bills because of their medical
61-70 12 (36) Region Fi ial . decisi f
2195 6 (18) Midwest 4(12) expenses. Financial coping decisions often
Race Northeast 721 appeared to have been made strategically
African American 4(12) South 13 (39) rather than haphazardly. To pay medical
White 26 (79) West 9 (27) bills, participants commonly described an
Missing 30 Health condition ~ explicit ranking of bill-paying priorities, often
Ethn|c1ty promptlng app[lcatlon . . . ) . )
Not Hisoan 20 (@8 for assistance beginning with housing costs and involving
ot spanic . . .
Hispar:is ' 3 59)) Arrhythmia 103) compromises on heating, transportation, and
Missing 10) Arthritis 10 (30) food. As one participant described:
Income Asthma 2 (6)
<$20,000 13 (39) Cancer 13 (39) Number 1's the mortgage...that gets paid first.
$20,000-$40,000 15 (46) Hlepatitis C . 2 (6) And number 2, my large bill's the COBRA pre-
$40,000-$60,000 4(12) Kidney/renal disease 5(15) mium. And then number 3, [ give my daughter
Missing 10) Insurance type $400 to $500 a month to go to [college]....
Education Cobra 4(12) couldn't heat the house.
High school 20 (61) Employer 6(18) '
Some college 39 Me:fca'd 2; (3)7 Some respondents took proactive aus-
College graduate 6 (18) Medicare (67) terity measures to forestall financial crises,
Graduate school 4(12) including moving to lower cost housing or
Note. The number of participants covered by Medicare exceeded the number older than taking out a home equity loan, and in one
65 years, suggesting that the sample includes chronically disabled individuals who were case having newer cars "voluntarily repoed”
younger than 65 years.

in favor of a "junker” car. Another participant
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explained her compromise on food: "l meet all my bills.
If anything | have to budge on, it's food...that's the one
that gets whatever's left.... You get to figure out how
to be creative with food.” Less commonly, participants
described reactive coping strategies—eg, being unable
to pay housing bills and therefore facing eviction,
mortgage default, or foreclosure.

Overall, medical expenses seemed to be a source of
substantial stress among respondents. Participants used
stark metaphors of medical expenses hitting or kick-
ing them. They infrequently used hopeful metaphors
(“making ends meet”) to describe their financial situ-
ations. More often, participants used metaphors that
evoked struggle and death (“went to hell,” “signed my
death warrant,” “going down in flames.")

Several participants reported using their credit cards
to compensate for underinsurance. Although multiple
participants reported trying to keep up with credit
card bills, others had given up entirely on repaying the
debt. Some respondents reported coping by avoiding
bills, creditors, and discussion of financial matters, even
with their spouses. Importantly, several participants
were engaged in legal matters as a result of their unpaid
medical debts. Others feared for the longer-term impli-
cations of their current financial hardship: “So it's going
to get harder and...we have really great credit. [ hate to
ruin that, but it looks like it might get ruined if we can't
afford to pay all these high medical bills."

Family-Level Impact of High Out-of-Pocket
Health Spending

The family-level impact of illness and associated health
care costs was evident throughout all interviews. Mul-
tiple participants reflected a degree of reticence and
wounded pride regarding asking family members for
cash assistance. Often, participants described getting
bits of financial support from many people to distrib-
ute the burden. In some cases, this money was offered
forthrightly by family members, but in other cases
participants described having no choice but to ask for
help. One person bluntly described how he borrowed
money, but that the people who loaned it will never
see it again: “What we did was borrow from friends
and family, probably about $30,000 dollars, and they'll
never see it because it will never come back.”

In deciding whether to ask for family help, partici-
pants considered the other stressors operating within
their family networks. For example, participants noted
family members’ work responsibilities and geographic
distance as factors that limited their ability to provide
practical support. One participant noted with a degree
of guilt that his son was at war in Irag, sending money
back to provide for his father's medical care. Another
participant explained how he resisted asking for help

because he didn't think of himself as a good invest-
ment. He said, "I just don't want a bunch of people
putting money...into me if I'm not going to make it."
Several participants reported having to move in with
family members (either children or parents) because
they could no longer afford living alone.

Disruption of Medical Care and the Doctor-
Patient Relationship

Delaying medical care was a common financial cop-
ing strategy, as in the case of one participant who
"wouldn't go to the doctor unless I just could not
stand...the pain." In some cases, participants described
anxiety and regret associated with foregoing needed
but prohibitively expensive treatments:

It's scary because when you know you've had colon cancer
and your... stool starts changing..., then you start getting
scared again.... And you know that every month you put this
off...you're really hurting yourself.

Participants understood the potential adverse health
consequences of care delays or nonadherence to treat-
ment, but they did not see a viable alternative. Costs,
rather than unwillingness to comply with recommended
treatment, weighed heavily in decisions to delay or
avoid recommended care. These self-rationing decisions
were often made without a doctor’s input, although one
participant described a negotiation she had with her
physician regarding when to start chemotherapy:

After test results, he wanted to start...chemo. And...there
was no way | could start paying for that. So he put it off.
He said how much time do you need to come up with the
money? And | said 3 months.... He wasn't happy about that,
but I just don't have the money.

Participants reported willingness to suffer to avoid
medical expenditures. For the following participant,
insurance covered $900 of the $1,200 cost for a 30-day
supply of an antiemetic to accompany his cancer che-
motherapy: "l couldn't take it. [ can't afford it. The
copay was even too hard to handle.... | said, you know
what, I'd rather be sick.”

To comply with unaffordable treatments, some par-
ticipants sought assistance from physicians, most com-
monly in the form of medication samples.

[ skipped the Arimidex from November until March because
I couldn't afford the copay. | could see the handwriting on
the wall at the start of the heating season. So then when |
went to my oncologist in March, | told him that [ had not
been taking the Arimidex since November, and he gener-
ously provided me with Arimidex.

Other participants sought low-cost or uncompen-
sated medical consultations, particularly through tele-
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phone contact with physicians. Participants recognized
that doctors were providing this type of care “out of
the kindness of their heart” and observed that they
were more likely to receive “free” advice from their pri-
mary care physicians than from specialists.

DISCUSSION

The participants in our study, all of whom faced major
chronic illnesses and most of whom were covered by
Medicare, provided several insights on how insured
patients cope with the financial stresses associated
with high out-of-pocket spending. First, much to our
surprise, participants were extremely knowledgeable
about their benefits. Even so, they struggled with bene-
fit changes. With little cushion in their household bud-
gets, changes to insurance benefits easily overwhelmed
carefully developed coping strategies. Another
important and new finding is insurance benefits that
varied financial liability from month to month were
particularly troublesome. Participants often turned to
extreme measures, including credit cards, to cope with
and smooth high medical expenses. Participants were
reluctant to ask for financial help from friends and fam-
ily, often owing to feelings of shame or guilt. Finally,
health care costs and financial struggles were rarely
part of an explicit discussion with doctors and at times
altered from whom they sought care.

There are several important implications to these
findings. This study showed that during the course of
an illness patients actively learn about and attempt to
manage their insurance benefits. The current emphasis
on complex insurance design (eg, tiered formularies) will
likely make benefits more volatile and therefore difficult
to accommodate in financially stressed households. As
benefit designs require more cost sharing, many low- and
moderate-income patients with chronic conditions will
experience the life disruptions described by the patients
in our study, including substantial financial trade-offs
with household necessities, stress on familial relation-
ships, and medical nonadherence. More patients may
also start turning to undesirable sources of financing for
medical care, such as credit cards. Finally, with the pro-
liferation of high-deductible health plans, it is assumed
that patients and doctors will engage in discussions to
make decisions that are both medically sound and cost
conscious. Participants in our study infrequently dis-
cussed costs with their physicians and therefore decided
unilaterally which medical tests and treatments were
essential and which were too costly to pursue.

The ACA will lower cost barriers for many previ-
ously uninsured Americans, but it will not likely reverse
the overall trend of increasing financial liability for
patients. For Medicare enrollees (a majority of our

sample), the ACA will reduce financial stress by closing
(by 2020) the particularly challenging coverage gap
(doughnut hole) in Medicare Part D, which was noted
by nearly all of our participants as one of the leading
causes of their financial difficulties.?? Other structural
aspects of Medicare benefits will not change under the
ACA. For the remainder of the population, the ACA
will have mixed effects on cost sharing. Individuals with
an income of less than 400% of the federal poverty
limit will be eligible for some protection through cost-
sharing subsidies that limit deductibles, copayments,
and out-of-pocket maximums. Individuals who use
health services frequently, however, will still be liable
for considerable out-of-pocket costs. For example, a
single adult earning $30,000 (midpoint of the modal
income range in our sample), would be liable for up to

2324 There would be no

$3,000 in cost sharing annually.
assurances that this spending would be evenly distrib-
uted during the course of a year. Our research showed
that many patients have limited flexibility in their
monthly budgets to accommodate episodic increases in
health care expenditures. Thus, even small changes in
monthly financial liability can be disruptive.

Our study has several limitations. First, participants
were recruited from a patient financial assistance pro-
gram. They are not representative of all patients with
a chronic medical illness or all patients with financial
concerns. Patients who seek out financial assistance
from a philanthropic organization may have different
coping mechanisms and be more resourceful than other
financially stressed patients. Given that the program
identifies patients facing cost-related barriers, however,
we chose this population to better understand the
nature of financial distress among this important group.
Second, although our sample included privately insured
individuals, our results may be most applicable to the
specific benefit structure of Medicare, from which most
of our sample received their coverage. The heterogene-
ity of benefit structures within private insurance plans
may introduce different challenges. Third, as a qualita-
tive study, we are not able to quantify the prevalence of
various life disruptions or coping strategies; instead, we
emphasize the range of experiences. The experiences of
our participants are likely to be shared by many other
insured patients facing high out-of-pocket costs. In
addition, our qualitative approach has the strength of
allowing greater exploration of the complex behavioral
decisions facing patients such as those in our study:.

Given the complexities of health care financing, the
role that primary care doctors can play in helping their
patients is challenging but important. Physicians need
training and tested strategies to screen for and discuss
patients' financial stress. Although physicians strongly
support intervening on unmet social needs,? it is diffi-

ANNALS OF FAMILY MEDICINE + WWW.ANNFAMMED.ORG + VOL. 11, NO. 1 + JANUARY/FEBRUARY 2013

~eg”



LIFE DISRUPTIONS FROM HIGH HEALTH EXPENDITURES

cult to expect physicians to solve this issue alone. New
models are needed that link physician practices with
social services and other resources such as financial
counseling. Health Leads is an example of a program
that embeds volunteers in primary care clinics to pro-
vide this kind of support to patients.? New models and
programs need to be developed that can work across
different populations and practice settings to support
comprehensive, patient-centered primary care.

To read or post commentaries in response to this article, see it
online at http://lwww.annfammed.orgl/content/11/1/37.
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