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ABSTRACT

ALLISON CAVENAUGH EGGLESTON, DDS: Economic Turmoil and Craniofadctaire:
The Impact of a National Recession on Children with Cleft Lip/Palate
(Under the direction of Ronald Strauss, DMD, PhD)

This study describes the impact of the recent economic renessifamily financial
security and health care access, with respect to mulptismiy craniofacial treatment.
Recruitment via a cleft/craniofacial parent website/emadluded English literate U.S.
respondents with internet access, who were parents/legaliansof a child (<18y.0.) with
cleft lip and/or palate. A survey linked to the AmeriFace® wwel®ctober 2010-January
2011) collected 207 eligible responses; economic effects and perceiviedshia care were
gueried. Reduced income (48%), transportation costs (52%), and decrealsdidxibility
(35%) directly affected access to craniofacial care. #&m@ premiums and co-
pays/deductibles were perceived barriers independent of the ecod&¥y gnd 53%,
respectively); however, the recession was seen to incthaseimpact (57% and 61%,
respectively) and 12% lost insurance benefits entirely. Despitst participants being
affluent, well-educated, and White, significant barriers to obtaiaiagiofacial care not only

exist but have increased due to the recent economic recession.
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PREFACE

Sometimes, a single experience can alter the entire pathwayets life; my first
encounter with the UNC Craniofacial Center in 2005 has held suchiraglaspression. |
am always intrigued by the complex nature of the multidisciplirtegatment planning
required by these patients and often touched by the length to whitdmiHies | meet go to

get the best care possible for their children.

Growing up, my parents’ hard work afforded me the luxury of findregenfort and
stability, and as much as | wish to deny this | often took fontgchthe ability to purchase
everything | need and even wanted (within reason). Our circumstammreshumbled in
April 2009 however, when the staggering economic recession fordedcisse the doors of
our family business. Although these unfortunate circumstances broughightly-knit
family even closer together, my days were fraught with yvorrer the uncertainty of the

future; chiefly, the health of my parents as they aged and their ability tesarare.

One day, mulling over these worries, | thought suddenly of the patiéntsea
Craniofacial Center. Clearly, the impact of the recession Yeageaching across
socioeconomic boundaries. If these families experience obstaclastaining care even

during periods of economic stability, how has this been affected by the recent adwvntur

And thus was born my project.
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EXTENDED LITERATURE REVIEW

A gradient of disparities in access to health care existie United States (U.S),
wherein a disparity is defined as a clinically and statdlii significant difference in health
care use between vulnerable and less vulnerable populations (Adadndadson, 1984;
Braveman, 2003; Spencer, 2003; Seid et al, 2004; Kilbourne et al, 2006; Sxpa0£6).
Vulnerable populations are considered to be those groups that have feoechiniation
because of underlying differences in social status, due toethokfity, gender, age,
regionalization, insurance status, transient or long-term lingit@thomic resources, literacy
and health literacy levels, chronic illness/disability, and nather characteristics (Spencer,
2003; Kilbourne et al, 2006). These factors have been coined in dhedie “barriers to
care,” and can be viewed as a complex of sociobehavioral prot¢kasasterfere with the
ability of an individual to effectively access the health casgem (Seid et al, 2004; Sobo et
al, 2006). A major branch of health care research aims to understgndisparities exist,
identify barriers to care, and explain their influence on vulnerable populationsay that is
useful for the development of interventions that can reduce ioninate health care

disparities (Seid et al, 2003; Kilbourne et al, 2006; Sobo et al, 2006).

According to a review article by Margolis et al, three s/pébarriers exist to hinder
use of health care services: financial, structural, and persdnai,valriable importance and
impact at the individual, family, and community levels. Financiali&aare often the most

popularized and include issues such as insurance coverage, reimbursamdemmublic



support for funds allocation. Structural barriers address such topics as lincgsdibiity of
practitioners for continuity of care, organizational aspects ohgwy care offices, and
availability of transportation to and from appointments (Margolial,e1995). The topic of
personal barriers, while often avoided or carefully skirted in aighpss office, may in fact
have a sizeable impact on an individual's use of the health gatens These personal
barriers include culture, language, attitude, education, income, atpest knowledge and

beliefs, and feelings of marginalization (Margolis et al, 1995; Seid et al, 2004).

Studies from the National Survey on Children with Special Healtk Saeds have
shown that affected children encounter more obstacles (finanabtherwise) in the quest
for care than those without special needs (McPherson et al, 199&cNeck and Kim,
2005; Strickland et al, 2009). Commonly cited barriers to routinespadialty care include
low household income, low maternal education levels, lack of insuranceageyend area

of low provider supply (Mayer, 2004).

In the public health arena birth defects remain an important coreiéeating not
only infant morbidity and mortality but also having a substantiahfired impact on the U.S.
health care system. An updated national prevalence estim&e foajor birth defects cites
cleft lip with or without cleft palate to be the second mostrmom condition (after Down

Syndrome), occurring every 1 in 940 live births in the U.S. in 2004-2006 (Parker et al, 2010).

Despite the relatively high occurrence rate of orofaciaftiog (OFC) there is a
paucity of data in this field, and in 2006 the National Center onh Biéfects and
Developmental Disabilities at the CDC developed a prioritizedolisl8 research topics

necessary to close critical gaps in current knowledge. Two maagas of public health



research were addressed: (1) genetic and environmentalagsksf and their role in the
etiology of OFC, and (2) long-term psychological and social outconiégse areas were
prioritized according to importance and feasibility by the 45 puidilth experts attending
the workshop. The two topics receiving the most support for furtheangs concerned
genetic characterization, environmental risk factors and thel&tson of these into primary
prevention strategies, and the third involved early screening nesa®urlearning outcomes
in affected children. Fourth on the list emphasizes qualityfefals viewed by affected
children, parents, and health care providers, including access idisciytlinary team care.
Closely following are topics including elucidation of associatedts (both direct and
indirect), and the effect of payer status on seeking care {Yetzdl, 2007). Among others,
these aspects of care are important components of assessimgpaice of OFC on affected

children and their families (Strauss, 2009a).

Financial barriers studied in terms of direct medical expeasesvell documented;
however, indirect financial barriers as well as non-financiatidra to care are not well
established (Margolis et al, 1995; Betz et al, 2004; NewachecKiamd2005; Cassell et al,
2011). Some recent studies have provided updated expenditure data whiidn booa
understanding of medical costs for children with OFC. Two stud&®i@ed cost according
to cleft type and number of services rendered, but the data only colveriadt few years of
life and the study design suffered some sampling limitationsk(Bad Marazita, 2002;
Snowden 2003). Two other studies used a national database fronedhleckire Cost and
Utilization Project to study hospitalizations due to birth defecduding OFC. One of
these again considered only the newborn period while the other caveste of ages.

Both found that birth defect-associated hospital stays were longer and mor@casterage



than stays for non-obstetrical conditions, although actual charg€FGrwere among the
lowest of the birth defects studied, with neonatal costs averéags than $40,000 per child
(Russo and Elixhauser, 2004; CDC, 2007). Two studies looked at payer exmsnditdr
found that children with OFC incurred significantly higher headtlated costs than children
without OFC under both Medicaid and private insurance coverage. TFhaties only
considered direct health-care costs by examining insurances@aidhemphasized a need for
additional study of nonmedical costs incurred by families due 16 (Wassell et al, 2008;

Boulet et al, 2009).

A modest number of studies have examined the impacts of OFC onenhddd
families; however, the qualitative data to more accuratelyridbesperceived barriers to
craniofacial health care for children with OFC is lackingneGtudy looked at access to
dental care in Alabama for children with birth defects in which 2d®bcleft lip and/or cleft
palate. Although 85% received routine dental care, 35% of parentseckmlificulty in
seeking this care. In contrast to previous reports, this stushdfno statistically significant
difference in receiving routine dental care between insured anduueihshildren; however,
parents of children with Medicaid insurance were twice as likelycite problems in
obtaining dental care. The remaining 15% of parents who claime@gdchild did not receive
regular dental care most commonly attributed this to the providergllingness to treat
their child, lack of insurance acceptance, and feeling overwhelmad the aspects of their
child’s disability. Other reasons were also cited such astaken from work and school and
lack of transportation. This study gives valuable insight into dexated for a child with
special health care needs, but dental care is only one portion ahudhiglisciplinary

treatment required for a child with OFC (Al Agili et al, 2004).



A recent study examined maternal perspectives of perceivecersata care for
children with OFC using a combination mail/phone survey distributedet@arents of all
children with OFC registered in the North Carolina Birth Dfeklonitoring program
between 0-6 years old. Thirty-three percent of respondents in ulig rgported problems
obtaining primary craniofacial care for their child, although 88fothat their child received
all the care he or she needed within the past year. The astlggssted this discrepancy
could be due to demographic differences in age, diagnosis, and fsumpihort structure.
Reported problems obtaining care were also attributed to strubtumatrs such as lack of
availability of providers, referral systems, and/or awarerméssoordinated care for the
family unit. While this study provides valuable insight to maaéperspectives on barriers
to obtaining craniofacial care, the sample was from one statg, dniting the

generalizability of the findings (Cassell et al, 2011).

Overcoming this limitation by obtaining a national sample hasre increasingly
difficult and costly in recent years due to declining responss, raereasing postage costs,
and anti-telemarketer litigation (Couper, 2007). As an altemmatiany researchers have
turned to Internet-based surveys, which are considered accurateliabt® if designed and
conducted properly, however with inherent limitations and strengthenzs et al, 2007).
This method allows for the recruitment of a large sample uitestr by temporal or
geographic barriers at a much lower cost than traditional steebpiques. It is imperative,
however, that research design fundamentals are not lost in thieuctna of such studies
and that investigators remain cautious in their generalizatrmhgéerences of their findings
(Risko et al, 2006; Ahern, 2007; Couper, 2007). Internet sampling does naskdhdasily

to hypothesis testing using classical biostatistical tests.



A large part of research design concerns creating and aimang an equilibrium
between maximizing external validity while upholding internalidiiy (Eysenbach and
Wyatt, 2002). A fundamental principle of web-based surveys cancalspromise the
external validity of the study: an individual needs at leasttione-internet access and basic
technological literacy to even participate (Ahern, 2007). Individuals who lagtngttaccess
also tend to have lower income and education levels, although thisitgidpas been
decreasing steadily across socioeconomic boundaries since 2000 (hEStnizamt of
Commerce, Economics and Statistics Administration, 2002; Ahern 2007)r eXatusion
therefore affects the generalizability of the findings to tkeerd that they differ from

members of the target population who have Internet access (Ahern, 2007; Couper 2007).

A major threat to the internal validity of a web-based surisetye possible lack of
adherence to the established sample inclusion and exclusion catetids method affords
little control with regard to verification of subject eligibiliffRisko et al, 2006; Couper,
2007). Suggested techniques to minimize this bias include employingesookiIP
addresses to eliminate duplicate responses; explaining cfaeparticipation in recruitment
letter and verifying these criteria with questions throughoutstimeey; and placing the

survey and/or recruitment advertisements in targeted areas or webstesdRal, 2006).

One such targeted website is that for the organization Amefiface
www.ameriface.org. AmeriFace® is an organization of cleft amohicfacial advocates
founded in 1991 to provide emotional, educational, and practical support to patple w
craniofacial differences and their families. According to rtheebsite: “Services include
referrals to qualified cleft/craniofacial teams, acces&docational materials about these
medical conditions, emotional support for affected individuals and thmiities, a campaign
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to promote general public awareness about facial differencesthenchetworking of
individuals and families for support purposes... a nationally-recognizedapnogffering a
toll-free support hotline, on-line support forums, comprehensive wehséegorn outreach
programs at area birthing hospitals throughout the country, an danubf conference and
periodic newsletters” (www.ameriface.org/about.html). Amer@ahas a history of hosting
craniofacial-related surveys on their homepage, and has mentberviswhich are valuable

for recruitment purposes.

From December 2007 to June 2009 the United States economy wadlyfiiicia
recession according to the National Bureau of Economic Res@dBiER), making it the
longest post-Depression economic downturn, and recovery remains Blugdis high
unemployment and foreclosure rates (NBER, 2008; NBER, 2010). Thiprtwmpted an
interest in the association between economic stability and heslhutilization. A meta-
analysis in 2008 found a gradient of access to care exists eweim wisadvantaged
socioeconomic groups (Reid et al, 2008). This was attributed to tbey tbk competing
priorities by Gelberg which states that individuals lackingriitial stability may prioritize
basic survival needs above access to health care (Gelbérd 294 Reid et al, 2008). This
progressive inverse relationship between financial security atith lsege access may have a

unique impact on the multidisciplinary care required for cleft patients.

This study aims to describe the association between financiaityeand health care
access and their impact on multidisciplinary OFC treatmenhencontext of the recent

economic recession.



Il MANUSCRIPT

Introduction

In the public health arena birth defects remain an important concern, regarding not
only infant morbidity and mortality but also the substantial financial impacg tt@sditions
have on the health care system. An updated national prevalence estimate fjor 2irtha
defects cites cleft lip with or without cleft palate to be the second most aormomdition
(after Down Syndrome), occurring every 1 in 940 live births in the United Stef&94-
2006 (Parker et al, 2010). Despite this high occurrence rate there is a paekistiof) data
in this field, and in 2006 the National Center on Birth Defects and Developmental
Disabilities at the CDC developed a prioritized list of 18 research topiessay to close
critical gaps in current knowledge. Fourth on the list emphasizes quality aslviewed by
affected children, parents, and health care providers, including access to oiplitndisy
team care. The list also includes elucidation of associated costs (both miir@udieect) and

the effect of payer status on seeking care (Yazdy et al, 2007).

These factors are pieces of a larger concept termed “barriers tovelieh’can be
viewed as a complex of sociobehavioral processes that interfere with theadlah
individual or family to effectively access the health care systend eil, 2004; Sobo et al,

2006). Studies from the National Survey on Children with Special Health Care Needs have



shown that children with special health care needs and encounter more obstacies|

and otherwise) in the quest for care than those without special needs (McPherson et al, 1998;
Newacheck and Kim, 2005; Strickland et al, 2009). Financial barriers include didicaime
expenses which are well documented; however, financial barriers in the farcire€t costs

as well as non-financial barriers to care are not well establisheg@hsaet al, 1995; Betz et

al, 2004; Newacheck and Kim, 2005; Cassell et al, 2011). Non-financial barriers can be
personal (cultural, psychosocial) or structural (related to structure ¢ lvaag system)

(Margolis et al, 1995).

The qualitative data needed to provide a complete picture of perceived barriers t
craniofacial health care for children with orofacial clefting (OFCagking. One study
looked at access to dental care in Alabama for children with birth defects inciE@gbut
dental care is only one portion of the multidisciplinary treatment requiredctutdawith a
cleft (Al Agili et al, 2004). A recent study examined maternal perspesctf perceived
barriers to care for children with orofacial clefts but the sample was dne state, limiting

the generalizability of the study (Cassell et al, 2011).

From December 2007 to June 2009 the United States economy was officially in a
recession according to the National Bureau of Economic Research (NB&Ringnt the
longest post-Depression economic downturn, and recovery remains sluggish with high
unemployment and foreclosure rates (NBER, 2008; NBER, 2010). This has prompted an
interest in the association between economic stability and health caatiotili A meta-
analysis in 2008 found a gradient of access to care exists even within disadVvantage
socioeconomic groups (Reid et al, 2008). This was attributed to the theory of competing
priorities by Gelberg which states that individuals lacking financiallgtalviay prioritize
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basic survival needs above access to health care (Gelberg et al, 1997; Ri00&)a This
progressive inverse relationship between financial security and healtlccass anay have a

unique impact on the multidisciplinary care required for cleft patients.

This study aims to describe financial security and health care accesemmopact

on multidisciplinary cleft and craniofacial treatment during an econorogssgon.

Methods

A cross-sectional web-based survey containing multiple choigertLscale, and
open-ended questions was developed to obtain demographic informatiorCqra@ats and
children along with parental perception of barriers to obtainingiafi@cial care for their
child both in general and with respect to the recent national ecomlowitturn. The survey
was pilot-tested with ten families at the University of Ido@arolina Craniofacial Center.
The survey was approved by the University of North Carolina Bilbcaé Institutional
Review Board, and can be viewed in the Appendix.

From October 26, 2010, to January 31, 2011, the survey was accessible theough t
AmeriFace® website to identify barriers to craniofacial theehre for children with cleft lip
and/or cleft palate (OFC) in the U.S. AmeriFace® placed a link to the sonvieir website
and sent an email to their member listservs to explain the sangegncourage participation.
AmeriFace® is an organization of cleft and craniofacial advoctesded in 1991 to
provide emotional, educational, and practical support to people with craalaldferences
and their families, www.ameriface.org. Clicking on the website presented the potential

participant with a thorough disclosure of information relevant to thisidado participate in
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the survey. Three reminder emails were sent until receip0@feligible surveys. Potential
participants not on the AmeriFace® listservs were also ablectssa the survey by simply
visiting the AmeriFace® website homepage, which they found eithevdiysurfing or by
word of mouth from previous participants.

Survey responses were included if the respondent was a parerglegdian of a
child (under 18 years old) with a cleft lip and/or a cleft palagel internet access for a one-
time survey completion; was able to read the English languageyasié resident of the
United States. In addition to listing these criteria in theuieog emails and in the
disclosure information accessed upon clicking the link on the Ame®&-aebsite, the first
four survey questions were demographic in nature (child age and dggpadicipant’s
relationship to child) and served as an additional confirmation of apgt@mnrollment.
The participants were also asked their state of residence uwceenslusion of only those
living in the United States.

Descriptive statistics were determined for all variablesluding demographics,
financial security and perceived problems in accessing carentBlaperception of access to
care was assessed through two open-ended questions and two dekeanaseale questions.
The first Likert scale question asked the participant to tregeextent the downturn of the
economy (as represented by 12 Likert items) had affectedathidity to access craniofacial
care. For analysis purposes, a response of “no change” wasrzgda@s “not a perceived
barrier” while responses of “slight,” “moderate,” or “substdnthange” were combined
under a single category of “change,” indicating a perceivedebao care. The second
guestion asked the participants to indicate which of 17 items hadismees in accessing

craniofacial care, past or present. For analysis purposesnees of “never” or “almost
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never an issue” were combined and categorized as not a perceinedwwhile responses of
“sometimes,” “often,” and “almost always an issue” were contbiaed considered to be
perceived barriers to care. Financial security was ssgdtroughout the survey by seven
Likert questions, as well as five open-ended and two multiple €hagjoestions.
Additionally, two multiple choice questions and six Likert questions addrk health

insurance status and costs as an indicator of financial stability.

Results

A total of 207 eligible surveys were analyzed with 74 surexgtuded due to lack of
completion, duplicate IP addresses, and/or the age of the affectédegolited as over 18
years. Ages of children with CL/P ranged from one week to d#isyold. Ages of
respondents ranged from 20-56 years old, with a mean age of 36 yeansjority of the
children were White (77%); the next most represented race w&s Avith 15%. The
respondents were primarily married (85%) and earned an annual headghold income
>$50,000 before taxes (63%). Fifty-nine percent of participants hadegealegree and
only 1% did not hold a high school diploma or equivalent (Table 1).

Figure 1 illustrates the extent to which respondents percéieegconomic downturn
to have negatively impacted their access to craniofacial health for their child in
hierarchical order. Nearly half of respondents (48%) had suftedstrease or total loss of
income which created a direct barrier to obtaining cleftedlaare. While the cost of health
insurance premiums (57%) and deductibles/co-pays (61%) were the amwshonly
identified economic barriers, other associated costs also heldeapsead effect. Fifty-two

percent of parents claimed transportation costs to and from appoisthaet become more
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of an obstacle to obtaining care. Other widely perceived baineluded loss of flexibility
relative to work hours (35%) and an increase in insurance denials (31C4}s to
government and/or community services negatively affected the abildaitain cleft-related
care for 26% of respondents, and 12% reported their affected child ltmirghealth
insurance altogether due to the economic downturn.

Unrelated to recent national economic changes, many participartsive to have at
some point experienced barriers to obtaining craniofacial-relatdthheare for their child
(Figure 2). Missing work for appointments was the most commonabdestported (57%).
Closely following was the cost of health insurance co-pays and tilddar53% viewed this
as an issue independent from the recent national economic changgdly &lss than half
considered distance traveled to medical appointments (48%), insuwden@ds (47%), and
cost of health insurance premiums (45%) significant barriers tenotgatheir child’s care.
Financial concerns other than direct costs of medical care peeceived as barriers by a
number of respondents, including transportation (29%), overnight lodging (23%),hend ot
travel expenses (29%). Nineteen percent reported issues fiadingtor/team that would
treat their child although 93% claim to be followed by a cleft or craneifeeam.

Family, budgetary, and household matters are complex issuesiltif® capture by
multiple-choice or even Likert scale questions. This study encali@mEn-ended responses
to explain how the economy had affected each respondent and thdy. faQualitative
analysis revealed three main themes in response to the qudilease tell us how your
family has been affected by the recent economic downturn.”

The first, mentioned by 57% of respondents, was “Loss of Income.” wWass

divided into several subcategories including lost job, hours or pay redumt business
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owner seeing decreased business, salary freeze, diffianliyngd employment, loss of
income due to caring for a Child w Special Health Care Neadsjod change resulting in
reduced salary.

The second theme, reported by 22% of respondents, concerned diffithltyealth
benefits and/or government assistance. This was further catgyanto complete loss of
benefits; government assistance programs changes or freezesased insurance costs,
increased coverage denials, and stricter stipulations; insurdictating employment
opportunities; and change in craniofacial team/surgeon due to economy.

The final theme, cited by 23% of parents, was generaltyilesand financial
difficulties. These could be serious or minor and included a paresitier child obtaining
additional employment to support the family as well as stresscated with uncertainty of

what the future holds for their family and their ability to access cranafeare.

Discussion

Ratification of the Affordable Care Act (Obama Care) imrbh 2010 initiated a
sequence of health care reforms. Although the ultimate collegbiakof this act is to lower
medical costs while improving quality of care for all Americati®e breadth of these
controversial policies will not be universal for several years, lamagrtainty exists about
how much of this act will be implemented due to highly variable ipudohd political
opinions. Therefore, it is imperative in today’s political clienthat clinicians remain aware
of the obstacles experienced by their patients in the purshéadth care and that they seek
to educate policy makers about the barriers experienced acrgssstia, regional, and

socioeconomic boundaries. This study aimed to describe how the ret®nal economic
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downturn has affected the ability of families to access tareheir children affected by
OFC.

A critical aspect to consider when illustrating the barrteese parents perceive to
obtaining craniofacial care is the change in family dynamicowever minor, that
accompanies the birth of a child with OFC. An OFC child requpeesntal education on
specialized feeding practices and multiple physician visite vespect to future surgical
repair. Some families (11% of this sample, from open-ended resg)amske arrangements
for one parent to stay at home to care for their child; sometpleaturn to work after a few
years while others must take permanent leave to care foldangth complex functional and
medical needs. These families depend heavily on the remaining irmankenefits; the
recent volatile economy therefore presented an elevated thréairtbdusehold budgets, as

described by this 32 year old mother from Indiana on October 27, 2010:

“I was forced out of a job due to my son’s medical condition. | currently get unemployment
that runs out in June of 2011... Our income went down, and our co-pays went up. We pay
more out of pocket for our son’s medical care now as well. We are in collections with 5

different medical facilities due to his medical conditions and a recent broken arm.”

In open-ended responses on this survey, nearly half of the partic{(g@éts cited
additional general financial difficulties due to salary freseaehour reductions coupled with
a steadily increasing cost of living. Parents experiencing lsudbetary stress may feel the
need to prioritize basic needs of their family above obtainingafiacial health care for their

affected child, as proposed by Gelberg’s theory of competing prioritidsgi@est al, 1997).
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Often those caregivers who opt to stay home with their affected infant ioteeitn
to work when the child is old enough to attend daycare or school. Wilalestnot a new
development, the high unemployment rate and scarcity of opportunities dbe tecent
economic downfall left nearly three quarters of parents in thidystinable to resume
employment (70%, according to open-ended responses) after taGmigleare leave. The
budgetary stress and resulting competing priorities for treesdiés will, at best, continue
until employment is obtained or, at worst, intensify as any gemey funds dwindle, as

passionately illustrated by this 47 year old mother from New Jersey:

“My husband’s family has owned a car dealership for over 50 years. With the implosion of

the car industry, the factory has shut them down... Our entire lives have been turned upside
down and we take things day by day. We have health insurance—where we can go out of

network—but hey deny, deny, deny... | could go on and on and on. We have some money left

but we’re draining our accounts to get our kids the care WE know is best.”

Of those parents who have maintained or found new employment, 35kerof t
claimed decreased work hour flexibility had introduced a challengsecheduling and
attending appointments for their child.

It is well documented that direct medical expenses and in®+emsociated costs
impose a major access barrier among children and children witiakspealth care needs
(Margolis et al, 1995; Betz et al, 2004; Newacheck and Kim, 2005g{Cassl, 2011epub).
While 45% and 53% of respondents reported insurance premiums and ategagsbles,

respectively, as barriers to care regardless of the econdimmate; the effects of the
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recession elevated the impact of these burdens for 57% and 61%spwindents,

respectively. As explained by this 24 year old father from Alabama:

“Wife/Mother lost job due to school proration cuts. Insurance premiums increased, co-pays
increased, deductibles increased. Could not afford group plan. Applied for low cost/state
policy to cover cleft and related issues and encountered problems with 1 year waiting

periods, pre-existing condition clauses.”

Even more concerning is that during the recession, 12% of responejeotsed that
their child lost health insurance altogether. This is in addition%or&porting loss of
children with special health care needs benefits and 4% repao8sgof Medicaid and/or
Supplemental Security Income (SSI) benefits.

Despite these reported losses, only 2% claimed their child to beletehy without
health insurance. According to the Kaiser Family Foundation on Mddemad the
Uninsured, the percentage of uninsured children actually declinediyslighth December
2007-December 2010, largely due to increasing eligibility and enrollmgniblic insurance
programs. During this time period, Medicaid enrollment increasea toyal of 31.8% for
children and 28.3% for adults (some states classify “disabled” childreadalis” for record-
keeping purposes) (Kaiser Commission on Medicaid and the Uninsured, 2Qdi%ar
Commission on Medicaid and the Uninsured, 2011b). Also the Children’shHealirance
Program Reauthorization Act of 2009 provided incentives and suppatates to actively

enroll eligible and otherwise uninsured children in government-fundedrgmsg (US
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Department of Health and Human Services, 2010; Kaiser Conomiesi Medicaid and the
Uninsured, 2011a).

Another possible explanation for this discrepancy could be coverage lhtbag
Consolidated Omnibus Budget Reconciliation Act of 1985 (better known GBRE&)
following a job loss or while between jobs (which we unfortunatelynaditiinclude as an
option). As the former employee is no longer subsidizing a porticheoppremiums the
parent may perceive this as “total loss of insurance,” but naegity their child’s insurance
status as either obtained through an employer or as privatelygsed. Despite a temporary
subsidy reducing the cost of COBRA by 65% for workers laiddafing the recession, this
relative increase in premium expense also can introduce a strain on the famdi, budg

Less frequently reported barriers included other indirect costsoltéining
craniofacial health care, such as out-of-pocket expenses. @fufar note is the cost of
transportation, which has increased as a barrier from 29% of respemte-recession to
52% as a result of the recession. The cost of gasoline in 2007 asenleyr 32%, and while
it has fluctuated somewhat over subsequent years, supply and demand Ikpepesi
significantly elevated (Orszag, 2007). As 48% of respondents coedidiestance from
home to medical appointments an issue in obtaining care for thedy thibllows that the
price of transportation was also perceived as a barrier ¢casadescribed by this 38 year old

mother from Washington state:

“Due to our daughter’s medical needs | don’t work anymore. It is too hard to maintain a job

when you are going to Dr’s appts three to four times a week. Thankfully that was only the
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first 1 ¥ years of her birth. But we were very stressed for money to covepénses to get

her to her Hospital (2 %2 hours away, by ferry) and covering gas.”

The online survey method for data collection is relatively newiduwtonsidered
accurate and reliable if designed and conducted properly, howeveinhattent limitations
and strengths (Atienza et al, 2007). One limitation is the peskibk of adherence to the
established sample inclusion and exclusion criteria, which could #ffemternal validity of
the findings. Although online surveys present the potential for rewnoit of a sample
unlimited by geographical boundaries, little control is afforded vatard to verification of
subject eligibility (Risko et al, 2006; Couper, 2007). In addition to réspondents’
confirmation of their inclusion as part of informed consentha study, an additional layer
of selection was employed within the survey in the form of agaphic and diagnostic
guestions (Risko et al, 2006). Placing the survey on a OFC pareppadrs and advocacy
website also served to target the population of interest and to hgpeisdourage non-
eligible responses (Risko et al, 2006). AmeriFace® was chogbe ashicle for this survey
because of the ability to access a national sample and duestacttess of previous projects
utilizing this approach (Strauss et al, 2009b).

The requirement of Internet access for this and all online sulegspotentially
introduces certain biases and limitations in the sample populatibnregard to elevated
annual household income, parental education level and possibly race. Indivithaalack
Internet access also tend to have lower income and education &thesigh this disparity
has been decreasing steadily across socioeconomic boundaries since 2000 (USebBepartm

Commerce, Economics and Statistics Administration, 2002; Ahern 2007)r eXatusion
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therefore affects the generalizability of the findings to tkeerd that they differ from
members of the target population who have Internet access (Ahern, Q00Fer 2007).
While the majority of the sample classified their race asit®V(77%), this accurately
reflected the national population according to the United Statesu€ddigreau, which
reported the White population as 72.4% in 2010 (US Census Bureau, 2010). hSpanis
speakers were excluded from the sample because the survey wavaldple in English.
White, followed by Asian populations are also known to have a highealpreee of OFC

compared to other races (Croen et al, 1998; Hashmi et al, 2005; Gundlach and Maus, 2006).

Conclusion
Despite the majority of respondents being affluent, well-educatet Véhite, our
study demonstrates that barriers to obtaining craniofacialfoara child with OFC not only

still exist, but have progressively increased due to the recent economicarecess
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Table 1. Demographic information for child and respondent.

Total N varies per question; percentage based on number of respondents who answered each
guestion. Total N for each question represented in parentheses. For study, N=207.

*All “other” responses were specified as some combination of the above choices.

£ All “other” responses were specified as either American Indian (N=1) o1 %ative
Hawaiian/Pacific Islander (N=2, <1%).

Demographic/Characteristic N Percentage
Age of Child in Years (N=207)
0-2 70 34%
3-5 56 27%
6-10 63 30%
>10 18 9%
Type of Cleft (N=207)
Unilateral cleft lip only 14 7%
Unilateral cleft lip and palate 84 41%
Bilateral cleft lip only 7 3%
Bilateral cleft lip and palate 58 28%
Cleft palate only 29 14%
Other* 15 7%
Race of Child (N=204)
White 158 7%
African American 3 2%
Asian 26 13%
Mixed/multiracial 14 7%
Other* 3 <1%
Age of Respondent in Years (N=199)
<25 10 5%
25-34 79 40%
35-44 81 41%
>45 29 14%
Relationship to Affected Child
(N=207) 171 83%
Biological Mother 2 1%
Step-Mother 27 13%
Adoptive Mother 5 2%
Biological Father 1 <1%
Adoptive Father 1 <1%
Non-Parent Legal Guardian
Marital Status (N=205)
Married 174 85%
Divorced/Separated 14 7%
Never Married 14 7%
Non-Married Couple Member 3 1%

21



Demographic/Characteristic N Percentage

Education Level of Respondent

(N=206) 2 1%
Some high school 16 8%
High school grad/GED 67 32%
Some college/technical school 121 59%
4 year college degree or higher

Total Annual Household Income

(N=204) 17 9%
<$20,000 58 28%
$20,000-$49,999 129 63%
>$50,000
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Figure 1. Negative impact of economic
downturn on access to craniofacial care

Change in residence for economic reasons H 17%, N=35 (204)

Cost of transportation

52%, N=106 (203)

Loss of transportation 11%, N=22 (203)

Loss of flexibility relative to work hours 35%, N=71 (203)

Cuts to government and/or community services

26%, N=53 (200)

7%, N=13 (197)

Loss of CSHCN benefits

Loss of Medicaid/SSI benefits

4%, N=8 (198)

Economic effects

Health insurance denials

31%, N=63 (201)

Cost of health insurance deductibles/co-pays

§ 61%, N=125 (206)

Cost of health insurance premiums
. 57%, N=117 (205)
12%, N=25 (205)

Loss of health insurance altogether

48%, N=99 (205)

-10% 0% 10% 20% 30% 40% 50% 60% 70%

Decrease or loss of income

|

Percentage of respondents experiencing change in access to craniofacial care

*Total N varies per question; percentage based on number of respondenenswered
each question. Total N for each question represented in parentiiesggondents could
“check all that apply.”

** For analysis purposes, a response of “no change” was categosz&ubtaa perceived
barrier.” Responses of “slight,” “moderate,” or “substantial chamgee combined under a
single category of “change,” indicating a “perceived barrier to.’tare
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Figure 2. Barriers to accessing craniofacial care
experienced unrelated to economic downturn

| | |
47%, N=95 (202)

39%, N=80 (204)
|

27%, N=55 (203)
| |

29%, N=59 (204)

23%, N=47 (201)
|

29%, N=59 (203)

Tending to other family/household duties
Meeting the needs of other family members
Obtaining/paying for childcare for siblings
Other travel expenses

Overnight lodging

Distance from home to medical appointments 48%, N=98 (204)
Cost of transportation
Availability of transportation

11%, N=23 (204)

Availability of medical appointments 32%, N=65 (202)

Finding a doctor/team that will treat your child 19%, N=38 (204)

Barriers to obtaining craniofacial care

Missing work for medical appointments

57%, N=116 (204)

30%, N=60 (201)
| |

31%, N=63 (204)

47%, N=96 (203)

School hours/days missed by children

Insurance stipulations (exclusions, pre-existing
conditions)

Insurance denials

Cost of health insurance co-pays/deductibles
53%, N=108 (205)

45%, N=92 (205)
16%, N=32 (205)

-10% 0% 10% 20% 30% 40% 50% 60% 70%

Cost of health insurance premjums

Lack of health insurance

Percentage of respondents affected

*Total N varies per question; percentage based on number of respondenenswered
each question. Total N for each question represented in parentiiesggondents could
“check all that apply.”

** For analysis purposes, responses of “never” or “almost never a@”iggere combined
and categorized as “not a perceived barrier.” Responses of “swmsgti“often,” and

“almost always an issue” were combined and considered “perceived barwars '
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APPENDIX: ONLINE SURVEY

Thank you so much for joining us in this survey.

AmeriFac€ and the University of North Carolina seek to learn more about how economic
hard times and the recession have impacted your experience in obtaining naaditai c
your child with a cleft lip and/or a cleft palate.

If you have a child under 18 years old with a cleft lip and/or a cleft palatsgptback here
and proceed:

If you do not have a child under 18 years old with a cleft lip and/or a cleft palate, pledse exi
this survey. Thanks so much.

Now, please tell us abouwbur youngest child with a cleft lip and/or a cleft palate:

What type of cleft lip and/or cleft palate does this child have?

Unilateral (one side) cleft lip only

Bilateral (both side) cleft lip only

Cleft palate only

Unilateral (one side) cleft lip with cleft palate
Bilateral (both side) cleft lip with cleft palate

O O O0O0Oo

Other, please specify

How old is this child with a cleft lip and/or a cleft palate: years old
What is your relationship to this child?

Biological mother
Step-mother
Adoptive mother
Biological father
Step-father
Adoptive father
Non-parent legal guardian
Other, please specify

O 0OO0OO0OO0OO0O0OO0

Which would you say is the race of this child?

o White
o Black/African American
o Mixed/multiracial
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American Indian
Alaska Native
Asian

Native Hawaiian/ Pacific Islander
Other, please specify

O O O0OO0Oo

Tell us about other medical condition(s) this child might have in addition to the cleft:

How many children younger than 18 years old live in your household:

How many other children with a cleft lip and/or a cleft palate do you have?

Are there any other people other than your child with a cleft lip and/or a cletf, paitn
special health care needs living in your home? Please tell us about these people:
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Our interest is learning how the recent economic downturn has affectecagolyrdnd your
ability to obtain medical care for your child with a cleft.

Please tell us how your family has been affected by the recent economicigdowiave you
or a household member lost your job, experienced reduced work hours, or other change:

Please tell us how your living situation has been affected by the recentrecatownturn.
Has your family experienced a home foreclosure, a rental eviction, or ctherimanged
residence or living situations for economic reasons?

Please tell us how obtaining medical, dental or speech services has betex &ffehe
recent economic downturn:

Please rate to what extent th@vnturn of the economyhas affected your ability to access
medical care for your child with a cleft:

No Slight | Moderate | Substantial
change| change| change change
*Decrease or loss of income

27



*Loss of health insurance altogether
*Cost of health insurance premiums
*Cost of health insurance
deductibles/co-pays

*Health insurance denials

*Loss of Medicaid/SSI benefits
*Loss of CSHCN benefits (Children
with Special Health Care Needs)
*Cuts to government and/or
community services

*Loss of flexibility relative to work
hours

*Loss of transportation

*Cost of transportation

*Change in residence for economic
reasons

Which of the following have been issues for you, past or present, in accessing weadical
for your child with a cleft? Please rate:

Never an | Almost | Sometimes| Often | Almost
issue never an issue an always
an issue issue | an issue

Lack of health insurance

Cost of health insurance
premiums

Cost of health insurance co-pays
and deductibles

Insurance denials

Insurance stipulations
(e.g., exclusions, pre-existing
conditions)

School hours/days missed by
child

Missing work for medical
appointments

Finding a doctor/team that will
treat your child

Availability of medical
appointments

Availability of transportation

Cost of transportation

Distance from home to medical
appointments

Overnight lodging
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Other travel expenses

Obtaining/paying for childcare

for siblings

Meeting the needs of other
family members

Tending to other
family/household responsibilitie

[72)

Please tell us about types of doctors or clinics where you get claéerdélaalth care for your
child with a cleft lip and/or cleft palate:

Do you go to a cleft or a craniofacial team for evaluation or care forcjolal?

YES

NO DON'T KNOW

What is youraffected child’sprimary_ health insurance plan? This is the plan which pays
the medical bills first or pays most of the medical bills.

O 0O O0OO0Oo

O O0OO0OO0OO0OO0OO0O0

No health insurance
State employee health plan

Group health insurance plan provided by or purchased through an employer
Employer’s self-insured (self-funded) plan

Private family/individual health insurance plan purchased directly from an
insurance company or through a broker

Medicaid

SSI

Children with Special Health Care Needs (CSHCN) program

A state-specific government-sponsored program

Military/veteran health services

The Indian Health Services

Do not know/not sure
Other, please specify

What is youraffected child’sprimary dental insurance plan?

0]
(0]

No dental insurance
State employee health plan
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(ol elNe]

O O0OO0OO0OO0OO0OO0O0

Group health insurance plan provided by or purchased through an employer
Employer’s self-insured (self-funded) plan

Private family/individual health insurance plan purchased directly from an
insurance company or through a broker

Medicaid

SSlI

Children with Special Health Care Needs (CSHCN) program

A state-specific government-sponsored program

Military/veteran health services

The Indian Health Services

Do not know/not sure
Other, please specify
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