PRIMARY IMMUNODEFICIENCY DISEASES
In recent years, the number of respondents reporting problems seeing a healthcare
specialist as a result of their health plans rules has been on the rise:

TYPE OF HEALTH INSURANCE

89%

99%

of U.S. population had health
insurance in 2016

of respondents reported having health
insurance in 2016

Employer sponsored group plan

Individual policy plan (for individuals or family)
Medicare Advantage Plan
Medicare Supplemental Plan
Exchange/Marketplace (State)
COBRA
Exchange/Marketplace (Federal)

An insurance plan or
policy that is subsidized by
federal or state funds and
is administered by a public
entity, such as Medicare,
Medicaid and Tricare.

74%
26%
72%
8%
6%
4%
4%
2%
2%

49%
23%
17%
8%
2%
1%

39%

of respondents who skipped or delayed an
infusion in 2016 reported this being due to
problems with their health insurance.

Timely immunoglobulin (Ig) replacement therapy is critical for
many persons with PI, yet insurance problems are a common
cause for interruption of Ig therapy.

PUBLIC

PRIVATE

Any health insurance
policy purchased by an
employer or an individual
from a private insurance
company regardless of
any public funding.

2014

13%

15% 16%
2016

The Immune Deficiency Foundation (IDF) conducted surveys of persons with primary
immunodeficiency diseases (PI) and their caregivers to gain insight on availability of
care through health insurance in 2014, 2015 and 2016.

2015

Health Insurance and Access to Care

WHEN HEALTH PLANS INTERRUPT TREATMENT

21%
of respondents (2014, 2015 and 2016) reported
that as a result of their health plan’s cost-sharing
rules, the person with PI had problems affording
visits to healthcare providers.

Medicare Plan
Medicare eligibility due to disability
Medicaid
TRICARE
State Children’s Health Insurance Plan
Veterans Policy

WHAT DOES IT MEAN?

SATISFACTION WITH INSURANCE

2016

85%
83%

2015

2014

86%

The majority of respondents were satisfied
with their insurance plans.
The results of 2014, 2015 and 2016 Health
Insurance Surveys are based on respondents
connected with IDF and may represent those with
better than average coverage and experience.

?

Those surveyed by IDF for the most part are well
insured and are satisfied with their health insurance
coverage. However, a significant minority of
respondents experienced challenges, which
negatively impact their health. Such challenges
included reduced access to care and treatment.

The Immune Deficiency Foundation (IDF), founded in 1980, is the national non-profit patient
organization dedicated to improving the diagnosis, treatment and quality of life of persons with
primary immunodeficiency through advocacy, education and research.
PRIMARYIMMUNE.ORG

?

??

PRIMARY IMMUNODEFICIENCY DISEASES
Quality of Care
How do those with primary immunodeficiency diseases (PI) rate the quality of the care
they’re receiving? The Immune Deficiency Foundation (IDF) Health Insurance Surveys
of persons with PI and caregivers found that generally, respondents are confident in
their ability to receive appropriate medical care. Respondents with private insurance
tend to be more confident than those with public insurance.

DEFINITIONS
PRIVATE

PUBLIC

Any health insurance policy purchased by
an employer or an individual from a
private insurance company regardless of
any public funding.

An insurance plan or policy that is subsidized
by federal or state funds and is administered
by a public entity, such as Medicare,
Medicaid and Tricare.

SATISFACTION WITH QUALITY OF CARE
PRIVATE

PUBLIC

CONFIDENCE IN RECEIVING THE MOST EFFECTIVE DRUGS
PRIVATE

PUBLIC

85%
85%

2014
2015

76%
76%

84%

2016

72%

CONFIDENCE IN RECEIVING THE BEST MEDICAL TECHNOLOGY
PRIVATE

87%
86%

2014
2015

85%
83%

87%

2016

80%

DESPITE HIGH CONFIDENCE AND SATISFACTION, HEALTH
PLAN RULES MAY DISRUPT TREATMENT

PUBLIC

85%
86%

2014
2015

75%
78%

85%

2016

74%

39%

of respondents who skipped or delayed an
infusion in 2016 reported this being due to
problems with their health insurance.

CONFIDENCE IN RECEIVING HIGH QUALITY AND SAFE MEDICAL CARE
PRIVATE

PUBLIC

90%
89%

2014
2015

81%
82%

88%

2016

78%

WHAT DOES IT MEAN?
Despite many persons with PI having high confidence in their
insurance coverage and quality of healthcare, significant
challenges remain.
The results of 2014, 2015 and 2016 Health Insurance Surveys are
based on respondents connected with IDF and may represent those
with better than average coverage and experience.

The Immune Deficiency Foundation (IDF), founded in 1980, is the national non-profit patient
organization dedicated to improving the diagnosis, treatment and quality of life of persons with
primary immunodeficiency through advocacy, education and research.
PRIMARYIMMUNE.ORG
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IN 2016, RESPONDENTS REPORTED DOING THE
FOLLOWING IN ORDER TO PAY FOR HEALTHCARE COSTS

PRIMARY IMMUNODEFICIENCY DISEASES
Affordability of Care

50%

39%

Used credit card
more often

Spent less on
entertainment

From access to specialists, life-long therapies or drugs, the financial burden on
persons with primary immunodeficiency diseases (PI) can be extreme. The
Immune Deficiency Foundation (IDF) Health Insurance Surveys of persons with
PI and caregivers looked into current costs of care.

29%

Postponed paying
other bills

38%

32%

Spent less
on groceries

Spent less
on family

COST OF CARE (ALL INSURANCE TYPES)
2014

2015

2016

MONTHLY PREMIUMS

48%

MAX OUT-OF-POCKET EXPENSE

of people who reported
skipping at least one
treatment, did so due to cost
or health care plan problems.

$4,366
$4,689
$4,600

ANNUAL
DEDUCTIBLE

MONTHLY CO-PAY FOR IG THERAPY

$453

$223
$346

Annual medical expenses that require patients to
spend more than 10% of their family’s total income
are considered high burden1, 2

$2,156
$2,135
$2,019

47%

MONTHLY COINSURANCE FOR IG THERAPY

$

1000
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4000

of respondents reported currently
receiving financial assistance (for
co-pay, co-insurance or health
insurance premium expenses).

28%
20%
15%

of families spent over 10% of their
income on healthcare expenses

2016

2015

$574

2014

$562

$652

28%

2016

$447

2015

2016 FINANCIAL BURDEN OF CARE

2014

$422

$414

5000

WHAT DOES IT MEAN?
The financial burden on persons with PI due to healthcare and health
insurance costs is high, with many forgoing important healthcare related
treatments. An increasing number, despite having health insurance, turn to
outside sources of support to pay for their healthcare related expenses.

The results of 2014, 2015 and 2016 Health Insurance Surveys are based on
respondents connected with IDF and may represent those with better than
average coverage and experience.
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The Immune Deficiency Foundation (IDF), founded in 1980, is the national non-profit patient
organization dedicated to improving the diagnosis, treatment and quality of life of persons with
primary immunodeficiency through advocacy, education and research.
PRIMARYIMMUNE.ORG
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PRIMARY IMMUNODEFICIENCY DISEASES

SKIPPED OR DELAYED INFUSIONS IN 2016

31%

Public Policy Impacts
As the Immune Deficiency Foundation (IDF) Health Insurance Surveys of persons with
PI and their caregivers show, many people are either taking actions or being forced to
take actions that are detrimental to their health, as a direct result of health insurance
policies, health insurance costs and the general cost of medical care.

Yes

SKIPPED OR
DELAYED AN
INFUSION

No

69%

}

39%

skipped or delayed due to
problems with their health
insurance

9%

skipped or delayed due to
their part of the cost of
therapy was too expensive

TYPE OF HEALTH INSURANCE
PUBLIC

PRIVATE

Any health insurance
policy purchased by an
employer or an
individual from a private
insurance company
regardless of any public
funding.

74%
26%

An insurance plan or
policy that is subsidized
by federal or state funds
and is administered by a
public entity, such as
Medicare, Medicaid and
Tricare.

Annual medical expenses that require patients to spend more than 10%
of their family’s total income are considered high burden.1, 2
Almost half of all families used more
than 10% of their income to cover
healthcare costs.

47%
46%

Cunningham, Peter, Carolyn Miller and Alwyn Cassil, Living on the Edge:
Health Care Expenses Strain Family Budgets. HSC Research Brief No 10.
Washington DC: Center for Studying Health System Change, 2008. Accessed
September 6, 2016. http://www.hschange.org/CONTENT/1034/1034.pdf

2016

2015

1

2014

Having a problem seeing a specialist due to health plan rules:
PRIVATE

PUBLIC

12%
13%

2014
2015

19%
20%

13%

2016

23%

Confidence in ability to afford the needed care:

FINANCIAL BURDEN OF CARE

49%

HAD A PROBLEM SEEING A SPECIALIST DUE TO
HEALTH PLAN RULES

PRIVATE

PUBLIC

67%
70%

2014
2015

66%
68%

67%

2016

66%

Since January 2016, were there times the person with PI
had problems paying or was unable to pay for medical bills?

Abramowitz, Joelle and Brett O’Hara, “The financial burden of medical
spending: estimates and implications for evaluating the impact of ACA
reforms.” Medical Care Research and Review, 72, no. 2 (2015). 187–199.
doi: 10.1177/1077558714563173.)

31%

YES

2

The results of 2014, 2015 and 2016 Health Insurance Surveys are based on
respondents connected with IDF and may represent those with better than
average coverage and experience.

WHAT DOES IT MEAN?

?

In light of healthcare reform in the U.S., policy makers must
consider the health and economic cost burdens placed on this
vulnerable chronic disease population.

The Immune Deficiency Foundation (IDF), founded in 1980, is the national non-profit patient
organization dedicated to improving the diagnosis, treatment and quality of life of persons with primary
immunodeficiency through advocacy, education and research.
PRIMARYIMMUNE.ORG
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