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ABSTRACT

The current article presents the findings of
a quantitative study of 3,886 adults with dis-
abilities and family members of people with
disabilities to examine their financial health
during the COVID-19 pandemic (March 2020-
March 2021). This study provides hard data to
highlight how the first year of the pandemic
has exacerbated long-standing obstacles in
servicing potential planning clients with dis-
abilities. Participants assessed their overall
financial well-being by completing a web-
based survey to provide information about
the state of their individual or family incomes
and financial planning behaviors. Two key
findings are germane to financial service
planners and the special needs planning
(SNP) industry: (1) three quarters of individ-
uals reported that their incomes were neg-
atively affected by the COVID-19 pandemic;
and (2) nearly a third of people with disabili-
ties and their family members have no finan-
cial literacy education or training in SNP mat-
ters. Collectively, these findings identify both
a knowledge gap and a means gap that must
be addressed to provide financial planning
services to a larger portion of the disabilities
market. The vast majority of individuals with
disabilities desire, intend to obtain, or are al-
ready obtaining some form of financial litera-
cy education or financial planning resources.

Overarching Considerations for
Financial Health Assessments by
People with Disabilities

he COVID-19 pandemic (also known as

coronavirus disease or SARS-CoV-2, herein-

after the pandemic or COVID) has caused
additional financial stress on people with disabilities, a
population that was already experiencing significant-
ly higher levels of financial hardship in comparison
to adults in the general population. There is an iden-
tifiable need for professional special needs planning
(SNP) resources that has grown as a result of the pan-
demic.! This need creates new service opportunities
for financial planners in the private sector.

The scope of this research focuses on the first 12
months of the pandemic, after some states implemented
quarantine shelter-in-place orders. The data provide crit-
ical insight into a snapshot in time from March 2020 to
March 2021. In March 2020, Americans faced the first
wave of shelter-in-place orders and economic slowdown
as a result of the COVID pandemic. At that time, the
National Disability Institute (NDI) published multiple
public service announcements focused on how the pan-
demic has “created uncertainty for Americans’ physical,
mental, and financial health.” In encouraging individ-
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the importance of “vigilance in promoting healthy

habits and resiliency.” To facilitate this outcome, the
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present study provides quantitative data about the re-
lationship between the pandemic and its impact on the
financial well-being of individuals with disabilities.

This research supplements the scant existing evi-
dence about how adults with disabilities in the United
States view their financial circumstances, both generally
and in relation to the pandemic. While anecdotal reports
from people with disabilities are available, there is very
limited large-scale data that captures financial experienc-
es of people with disabilities and their family members
in relation to the pandemic.* This nationwide research is
the first of its kind to delve into this knowledge gap and
apply the results to the field of SNP in America.

Prior to the pandemic, people with disabilities and
their families were already experiencing significant stress
regarding their personal finances, posing a unique chal-
lenge for financial planners. People with disabilities are far
more likely to experience financial stress than their peers
in the general population.’ Twenty-six percent of adults in
the U.S. (one in four, over 61 million people) report hav-
ing some type of disability.* Ample research documents
that people with disabilities and their families experience
higher rates of poverty and/or often struggle to make ends
meet.” The NDI reports that people with disabilities are
nearly three times more likely to have extreme difficulty
paying bills.* They are almost two times more likely to
skip medical treatments because of cost” Likewise, they
are almost two times more likely to have incomes of less
than $35,000." NDI research also indicates that adults
with disabilities are 55 percent more likely to report that
they could not come up with $2,000 if an unexpected
need arose, as compared to 32 percent of adults in the
general population without disabilities." Poverty or living
with low income significantly limits people’s opportuni-
ties to save and secure their financial futures, resulting in
people with disabilities and their families being less likely
to engage in short- or long-term financial planning."

Many people with disabilities and their families
struggle to plan for their financial futures. This is due, in
part, to legal requirements that limit how much income
people with disabilities can save while maintaining their
eligibility for needed government means-tested benefit

programs like Social Security income and Medicaid."”
In addition, families face substantial time, emotional,
and financial barriers to starting the SNP process."* A
recent study found that less than half (44 percent) of
parents and siblings of people with disabilities inter-
viewed had even started to discuss future financial and
legal planning; even fewer had started a formal planning
process.” Given these many obstacles, many financial
planners do not have a clear view of the disability com-
munity’s thoughts or experiences during the pandemic.
This study is the first of its kind to provide first-person
reports from this potential market. This data identifies
the impact of COVID on people with disabilities, their

families, and their financial planning needs.

Study Sample and Instrument

The study used responses from a web-based survey
to obtain information about the financial health of in-
dividuals with disabilities and their families during the
pandemic, referencing the start of the pandemic in the
U.S. as March 2020. Data collection was from March
2020 through March 2021. Eligible participants for
this study were at least 18 years of age and self-iden-
tified as either having a disability or being a family
member of someone with a disability. To respond to
the web-based survey on the Qualtrics XM platform,
participants needed to have access to a computer and
be able to read and comprehend English or have assis-
tance doing so. All participants gave their consent to
participate on the first page of the online survey.

The sample for this study included 3,886 total
participants, 42 percent female, 57 percent male, and
1 percent identifying as nonbinary or preferring not to
answer. More than half (53.2 percent) of survey respon-
dents were family members of people with disabilities
with the remaining 46.8 percent identifying as having
a disability themselves. Almost three-quarters of partic-
ipants identified as White (72.0 percent), 10.9 percent
identified as Black or African American, 8.9 percent as
Hispanic or Latinx, 3.6 percent as American Indian or
Alaska Native, 1.6 percent as Native Hawaiian or Pacific
Islander, 1.7 percent as Asian, .5 percent as multiracial,
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and .8 percent preferred not to answer. Respondents
were from across the U.S. and the largest age group
represented was 25-34 (41.6 percent). Almost half of all
survey participants were employed full-time (47.5 per-
cent), with another 10.6 percent having a part-time job
in addition to a full-time job, 11.8 percent having just
one part-time job, and 8.2 percent being on disability
benefits and unemployed. Half of respondents (51.0 per-
cent) were middle income, earning $40,000-$100,000
annually while 32.2 percent were low income ($0-
$40,000), 14.5 percent were high income ($100,001+),
and 2.3 percent preferred not to answer.

Study Methodology, Questions,
and Key Findings

This study used a quantitative research design to

examine the financial health of individuals with disabil-

ities and their families during the pandemic.'®

For pur-
poses of this study, the term disability includes anyone
who self-identifies within the following dimensions: (1)
intellectual or cognitive disability, (2) developmental
disability, (3) physical disability, (4) autism or ASD, (5)
mental illness of psychiatric diagnosis, (6) deaf or hard
of hearing, (7) blind or low vision/vision related dis-
ability, (8) brain injury, (9) learning disability (ADHD,
dyslexia, etc.), (10) sensory disability, (11) chronic ill-
ness, or (12) other.”” Family members respondents were
primarily parents (40.3 percent) and siblings (26.2 per-
cent), but also included individuals who self-identify as
a family member of an individual with disabilities."
Two key survey questions focused on examining
any relationship between the pandemic and finan-

Item
Number Question Available Responses Research Focuses
1(a) Self-Report by People with Disabilities: A. Yes Impact of the pandemic on
“Has your annual income gone down B. No individual and family incomes
because of the COVID-19 pandemic?”
1(b) Self-Report by Family Members Who A. Yes Impact of the pandemic on
Support Individuals with Disabilities: B. No individual and family incomes
“Has your annual income gone down
because of the COVID-19 pandemic?”
2(a) Self-ldentification by People with A. No, never Prevalence of access to and/or
Disabilities: “Have you ever had training B. No, but | want to desire to receive financial
or help with saving or spending money? C. No, but | plan to literacy service
For example, from a workshop, class, in the future
help from staff, etc.” D. Yes, | receive ongoing
help with my finances
E. Yes, | get a lot of training
F. Yes, but only once or twice
2(b) Third-Party Identification on Behalf of A. No, never Prevalence of access to and/or
People with Disabilities: “Have you ever B. No, but | want to desire to receive financial
had training or help with saving or C. No, but | plan to literacy service
spending money? For example, from a in the future
workshop, class, help from staff, etc.” D. Yes, | receive ongoing
help with my finances
E. Yes, | get a lot of training
F. Yes, but only once or twice
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cial well-being. In Question 1, participants indicated
“yes” or “no” when asked, “Has your annual income
gone down because of the COVID-19 pandemic?” In
Question 2, participants were asked, “Have you ever
had training or help with saving or spending mon-
ey? For example, from a workshop, class, help from
staff, etc.” Question 2 allowed subjects to select from
a 6-point Likert scale of responses. (See Table 1.)

Findings

The results of the study include two key findings
that are germane to financial planning services. First,
an overwhelming majority of survey respondents
(77.4 percent) reported their individual or family in-
comes were negatively affected by the ongoing pan-
demic. (See Tables 2 and 3.) Second, nearly a third
of individuals with disabilities reported having no fi-

TABLE 2

nancial education or training whatsoever. (See Tables
4 and 5.) Nearly one-third of all respondents had not
yet obtained training or help with saving or spending
money; however, most either “wanted” or “planned”

to do so in the future. (See Tables 6 and 7.)

Emerging Evidence of the Impact of
COVID on People with Disabilities
Multiple reports from the U.S. federal and
state governments show that COVID is more likely
to cause death or serious bodily harm to individu-
als with disabilities in comparison with the general
population.”” Shakespeare et al. suggest that the dis-
proportionate negative effects of COVID on those
with disabilities stem from three factors: an increased
risk of poor outcomes from the disease itself, reduced
access to routine health care and rehabilitation, and

Key Data Findings regarding Annual Income during the Pandemic: Self-Report by People with Disabilities

Question 1(a): “Has your [individual with disabilities’] annual income gone down because of the COVID-19 pandemic?”

Total Responding Participants: 1,817

Response Option

Total Responding Participants

Percentage of Table 2 Respondents

A. Yes 1,531

84.3%

B. No 286

TABLE 3

15.7%

Key Data Findings regarding Annual Income during the Pandemic: Self-Report by Family Members Who Support
Individuals with Disabilities

Question 1(b): “Has your [family member’s] annual income gone down because of the COVID-19 pandemic?”

Total Responding Participants: 2,069

Response Option

Total Responding Participants

Percentage of Respondents

C. Yes 1,478

71.4%

D. No 591

28.6%
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TABLE 4

Key Data Findings regarding Financial Guidance: Self-Identification by People with Disabilities

Question 2(a): “Have you ever had training or help with saving or spending money? For example, from a workshop,
class, help from staff, etc.”

Total Responding Participants: 1,701

Response Option Total Responding Participants Percentage of Respondents
A. No, never 79 4.6%
B. No, but | want to 190 11.2%
C. No, but I plan to in the future 192 11.3%
D. Yes, | receive ongoing help with 319 18.8%
my finances
E. Yes, | get a lot of training 432 25.4%
F. Yes, but only once or twice 489 28.7%

Cumulative Total of “No” Responses: 461 (27.1%)

Cumulative Total of “Yes” Responses: 1,240 (72.9%)

TABLE 5

Key Data Findings regarding Financial Guidance: Third-Party Identification on Behalf of People with Disabilities

Question 2(b): “Has this person ever had training or help with saving or spending money? For example, from a work-
shop, class, help from staff, etc.”

Total Responding Participants: 1,983

Response Option Total Responding Participants Percentage of Respondents
A. No, never 247 12.5%
B. No, but he/she wants to 138 6.8%
C. No, but he/she plans to in the future 288 14.3%
D. Yes, he/she receives ongoing help 344 17.3%
with their finances
E. Yes, he/she receives ongoing training 478 24.1%
F. Yes, but only once or twice 488 24.8%

Cumulative Total of “No” Responses: 673 (33.9%)

Cumulative Total of “Yes” Responses: 1,310 (66.1%)
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TABLE 6

Key Data Findings regarding Financial Guidance: Combined Third-Party and Self-ldentification Figures

Questions 2(a) and 2(b): “Have you/Has this person ever had training or help with saving or spending money? For

example, from a workshop, class, help from staff, etc.”
Combined Total of Responding Participants: 3,684

Response Option

Total Responding Participants

Percentage of Respondents

A. No, never 326 8.8%

B. No, but | want/he wants/she wants to 328 8.9%

C. No, but | plan/he plans/she plans to 480 13.0%
in the future

D. Yes, | receive/he receives/she receives 663 18.0%
ongoing help with my finances

E. Yes, | get/he receives/she receives 910 24.7%
a lot of training

F. Yes, but only once or twice 977 26.5%

Cumulative Total of “No” Responses: 1,134 (30%)

Cumulative Total of “Yes” Responses: 2,550 (70%)

TABLE 7

Comparison of Cumulative Data Findings regarding Financial Guidance

Responding Cumulative Cumulative
Survey Population Segment Participants No Responses Yes Responses
Individuals with Disabilities 1,701 27.1% 72.9%
Family Members of Individuals with Disabilities 1,983 33.9% 66.1%
Combined Individuals with Disabilities and
Family Members of Individuals with Disabilities 3,684 30.8% 69.2%

the adverse social impacts of efforts to mitigate the
pandemic.” In this same vein, 2020 reports from the
Kaiser Family Foundation demonstrated that where
people with disabilities live and receive services was
critically related to the likelihood that people would
be infected with and die from COVID.”" People
living in long-term services and supports (LTSS)

facilities made up 9 percent of the total cases in 43
reporting states, and 44 percent of the total deaths in
42 reporting states in July 2020.*

Amidst the crisis of the pandemic, the U.S. federal
government provided limited legal actions to support
individuals with disabilities and their families. (See
Table 8.) COVID-related legislation contained emer-
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gency relief provisions and offered numerous benefits
to individuals nationwide (regardless of their disabil-
ity status). These benefits include but are not limited
to: funding for home and community-based services,
federal economic stimulus checks for individuals and
families, and funding for disability-related nonprofit
organizations and public systems to “prevent, prepare
and respond to the Coronavirus challenges.”” Nev-
ertheless, it is imperative to note that to date, U.S.
COVID relief laws contain no substantial provisions
to assist with the unique financial planning challeng-
es caused by the pandemic. The laws failed to address
the long-term financial needs of people with disabili-
ties and their families. In recognizing this void in ser-
vices, financial planners have a unique opportunity
for networking and growing their customer bases to
provide much-needed future planning services.

Serving the SNP Market during the
Pandemic: Obstacles and Opportunities
for Financial Planners

Financial planners should be aware of three key
issues related to financial planning challenges caused
by COVID: (1) the pandemic has caused addition-
al financial stresses on a population that was already
experiencing significantly higher levels of financial

hardship in comparison to adults in the general pop-
ulation; (2) the federal legal system has provided only
limited resources to support individuals with disabili-
ties during the pandemic; and (3) the vast majority of
individuals with disabilities desire, intend to obtain,
or are already obtaining some form of financial liter-
acy education or financial planning resources.

In the longer run, an overriding finding of the
survey is that a heavy majority of people with disabil-
ities report a decline in household income during the
pandemic. Such an outcome underscores the necessity
for people with disabilities to engage in professional
financial planning to provide them with a path for-
ward during future health and economic disruptions.

Meanwhile, in the shorter term, a review of both
the survey reported here and the literature on finan-
cial planning and disability identifies two strategic
gaps in the disability financial planning marketplace:
a knowledge gap and a means gap.** To leverage the
findings of the survey, financial planners must ad-
dress the opportunities and obstacles of both gaps.

The knowledge gap consists of the difference
between what the market for people with disabili-
ties knows about financial planning—their financial
literacy—and what they need to know in order to
be competent decision makers for financial services.

Public Law
Date Passed Full Title Common Title(s) Number
March 6, 2020 Coronavirus Preparedness and Response CPRSA Act PL 116-123

Supplemental Appropriations Act, 2020

PL 116-127

PL 116-136
December 21, 2020 Consolidated Appropriations Act, 2021 Consolidated PL 116-260

Appropriations Act

March 11, 2021 American Rescue Plan Act of 2021 ARP or American PL No. 117-2

Rescue Plan
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Fortunately, the survey indicates that a majority of
respondents have some level of awareness about finan-
cial planning in general, with affirmative self-reports
of 72.9 percent, third-party reports of 66.1 percent,
and combined reports of 70 percent. (See Tables
4-7) While encouraging, the data do not identify the
breadth and depth of that financial literacy beyond
“saving or spending money.” As such, while it is im-
portant for financial planners to know that a major-
ity of the market for people with disabilities reports
some knowledge of financial planning issues, financial
planners will need to explore that knowledge in more
depth. That said, the survey also reports that nearly a
third of respondents do not have much or any informa-
tion about financial planning and closing this part of
the knowledge gap presents a much greater challenge.
Still, interest in obtaining more information about fi-
nancial planning is keen among survey respondents.
Recent research reports the effectiveness of peer coun-
seling for improving financial knowledge across dif-
ferent subgroups.” Similarly, financial planners might
reach out to local colleges and universities that have
financial literacy programs to help them include dis-
ability planning content into their ongoing programs.
Awareness of these trends can help financial planners
develop strategies for closing the knowledge gap.
Considering people with disabilities and their
caregivers as a population or market, the means gap
consists of the difference between the market’s abili-
ty to pay for financial planning services and the cost
of providing those services. Here too the survey and
previous research present both reasons for optimism
and obstacles to overcome to service this market seg-
ment. As reported in the survey, over half of respon-
dents reported household income between $40,000
and $100,000, with another 14.5 percent of respon-
dents reporting household income above $100,000.
As such, for many, financial planning services are
within reach of their reported income levels. Howev-
er, servicing the one-third of respondents at the lower
end of this market who have household incomes be-
low $40,000 will prove challenging and require new
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ways of delivering financial planning services. Finan-
cial planners may need to benchmark other programs
already designed to help fund financial planning for
people with disabilities.”® For example, many state
ABLE account websites include the ability to set up
social media accounts, such as the GoFundMe mod-
el, to solicit contributions from interested parties for
the recipients’ ABLE account.?” Similarly, financial
planners may advise clients to set up social media
funding options to help close the means gap.

Another caveat for closing the means gaps may ex-
ist in the demographic makeup of the respondents to
the survey. The respondents are predominantly White
and male and wealth discrepancies exist across gender
and racial lines.”® In comparison, the respondents to
the survey report higher levels of income and wealth
than the population with disabilities as a whole. Still,
in the least this may indicate that the “market for peo-
ple with disabilities” is not homogeneous and the sur-
vey identifies both that there is a need for professional
financial planning and, for many, the motivation and
means to engage in the financial planning process.

The size of the SNP market for people with disabil-
ities and their families is substantial and growing. The
opportunity is a large and underserved population; the
challenge is how to service this market segment profit-
ably. Significant segments of the disability population
lack income, educational resources, and the financial
literacy to move forward with SNP. Perhaps new pub-
lic-private partnerships with academic disability centers
and for-profit planning firms can assist financial plan-
ners to qualify, prospect, and prepare this market seg-
ment to actively engage in long-term SNP. l
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