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Abstract

Objectives—Parents of newborns and children with special health care needs (CSHCN) often
experience conflict between employment and family responsibilities. Family leave benefits such
as the federal Family and Medical Leave Act (FMLA) and California’s Paid Family Leave
Insurance (PFLI) program help employed parents miss work to bond with a newborn or care for an
ill child. Use of these benefits, however, is rare among mothers of CSHCN and fathers in general,
and limited even among mothers of newborns. We explored barriers to and experiences with
leave-taking among parents of newborns and CSHCN.

Methods—We conducted semi-structured qualitative interviews in 2008 with 10 mothers and 10
fathers of newborns and 10 mothers and 10 fathers of CSHCN in Los Angeles to explore their
need for and experiences with family leave. Qualitative analytical techniques were used to identify
themes in the transcripts.

Results—All parents reported difficulties in accessing and using benefits, including lack of
knowledge by employers, complexity of rules and processes, and inadequacy of the benefits
themselves. Parents of CSHCN also described being too overwhelmed to rapidly seek and process
information in the setting of urgent and often unexpected health crises. Most parents expressed a
clear desire for expert guidance and saw hospitals and clinics as potentially important providers.
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Conclusions—Even when parents are aware of family leave options, substantial barriers prevent
many, especially parents of CSHCN, from learning about or applying for benefits. Clinics and
hospitals might be opportune settings to reach vulnerable parents at times of need.

Keywords
family leave; parents; chronic disease; newborn infant

INTRODUCTION

Family leave programs give employees time off work to provide health-related care for
family members. Two especially vulnerable categories of family members are newborns and
children with special health care needs (CSHCN). Parents of newborns need to bond with
their child and manage fatigue and stress associated with parenting.l: 2 Parents of CSHCN
need to participate in their child’s health care and provide supervision when the child is ill at
home.3-5 Both groups of parents need to manage financial, social, and personal resources to
fulfill these needs.* 6 Parents of newborns or CSHCN are among the most likely to not only
miss work but also drop out of the workforce altogether, which can sometimes have
damaging effects on family wellbeing.3 -2 Formal and informal leave options are designed
to help them remain employed and still care for their children.

The 1993 federal Family and Medical Leave Act (FMLA) provides up to 12 weeks of family
leave with guaranteed benefits and job security, but the leave is unpaid and available only to
qualifying employees in large companies and public agencies.19 In 2004, California became
the first state to enact the Paid Family Leave Insurance (PFLI) program, which provides up
to 55% of salary for up to 6 weeks during family leave.l! Five states (including California)
also offer temporary disability insurance (TDI) for mothers unable to work due to pregnancy
or delivery.12 Finally, some parents may have access to employer-provided sick leave/
vacation, other benefits, or informal leave arrangements.”: 13

Studies have demonstrated potential benefits of family leave. Paid sick leave coverage is
associated with more parental care for ill children.14 15 Longer leave coverage is associated
with longer duration of breastfeeding among employed mothers8: 17 and more paternal
bonding with infants among employed fathers.® Parents with access to paid sick leave/
vacation are five times as likely to stay home with their sick child as those without.18
Finally, our own research has found that parents believe leave-taking greatly improves child
physical and emotional health and, to a lesser degree, parent emotional health.19

Despite existence of various leave options, access to and utilization of family leave is
limited.13 A U.S. Department of Labor (DOL) 2000 survey of employees found that only
47% of private-sector employees were covered by FMLA.20 Even use of California’s PFLI,
which provides most employees access to family leave, has since its inception been limited
mostly to parents with newborns.11 Private employers typically do not fill in the gaps;
although 83% of U.S. private-industry workers reported access to employer-provided
benefits such as paid sick leave/vacation in 2008, only 8% report access to employer-
provided paid family leave.21 Our 2007 study of employed parents of CSHCN found that
40% reported an unmet need for leave in the past year.22

What factors restrict access to and utilization of leave are unclear. Possible factors include
limitations of leave benefits (e.g., eligibility, duration, pay), lack of information about
options, and concerns about job security, career advancement, or workplace acceptance. In a
study of FMLA, 64% of employees who reported needing leave did not take it because it
was unpaid, and among those taking leave, about half returned to work early because they
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could not afford additional time off.23 Our earlier study of employed parents of CSHCN
found that only 18% had heard of PFLI and only 5% had used it.2* In a survey of California
adults, just 28% knew about PFLI compared to 55% and 69% who knew about FMLA and
TDI, respectively.® Finally, 26% of women and 18% of low-income workers who took
leave reported feeling pressure from their employers to return to work.26 How these barriers
affect leave-taking decisions of vulnerable parents must be understood before effective
interventions can be devised.

In this study, we examined the experiences of parents of newborns or recently hospitalized
CSHCN in identifying and using family leave benefits. We compared employed parents of
newborns and recently hospitalized CSHCN because both groups involve a vulnerable child
requiring continuous care or supervision from an adult. In both cases, short-term work-
family decisions may have long-term impacts on both their child’s overall health and their
employment. Examining both expected (birth) and unexpected (hospitalization for illness)
events allows us to investigate access and utilization of family leave programs through
distinct pathways. Moreover, family leave policies (other than maternity and paternity leave)
have historically been catchall policies that do not distinguish between the two events.
Examining the distinctions, therefore, may have direct policy relevance. Finally, previous
studies have surveyed parents about knowledge of leave programs and health benefits for
children when taking family leave. However, few studies have inductively explored parents’
experiences of how they respond to work-family conflict in regards to the health of their
child.2”. 28 Using semi-structured qualitative interviews, we captured detailed experiences
with leave-taking and work-family decisions surrounding the care of a child after a birth or
hospitalization.

Participants and Study Design

In 2008, we conducted qualitative interviews with a convenience sample of parents of
newborns and CSHCN. Potential participants were recruited from UCLA or UCLA-
affiliated pediatric outpatient waiting rooms, clinical referrals, and online postings. The
primary inclusion criteria were having a first child born or having a CSHCN (ages 0-17)
hospitalized in the last 3-9 months, receiving health care for their child in Los Angeles
County, living with the child, and being employed full-time (which we defined as at least 25
hours/week, in alignment with FMLA eligibility criteria) at anytime in the past year (Figure
1). CSHCN was defined as having or being at risk for having “a physical, developmental,
behavioral, or emotional condition” requiring “health or related services of a type or amount
beyond that required by children generally.”2® A validated five-item CSHCN screener was
used to identify children who met this definition.2% Two parents whose child qualified as
both newborn and CSHCN were placed in the CSHCN parent sample.

We aimed to interview at least 40 parents (10 mothers of newborns, 10 fathers of newborns,
10 mothers of CSHCN, and 10 fathers of CSHCN), with more if needed to improve the
likelihood of valid comparisons between parents of newborns and CSHCN.30 We screened
101 potential participants (58 parents of newborns and 43 parents of CSHCN) to reach our
initial sample of 40. Concurrent iterative analyses of notes and transcripts suggested no
major new themes emerging, which allowed us to halt recruitment. Each parent was selected
from a different family unit. Interviews were conducted in English and Spanish (only one
parent requested a Spanish interview). The study received institutional review board
approval from RAND and UCLA.
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Interview protocol—A semi-structured protocol was developed to guide the interview in
two parts: (1) descriptions of typical days prior to, during, and after the birth or
hospitalization of their child; and (2) factors in decision-making regarding whether to take
leave from work. For each time point, participants were asked to describe a typical day spent
around work, family, and leisure activities. Participants were then asked whether they or
their spouse took leave from work. Open-ended follow-up questions were used to explore
their experience with identifying and understanding leave options and the factors that
influenced their decision whether to take leave from work. We also asked parents to express
perceived strengths and shortcomings of family leave benefits available to them through
federal, state, and employer-provided options. Interviews were tape-recorded, and lasted
about 60 minutes.

Socio-demographic variables—Parents completed a brief survey at the end of the
interview. We obtained their gender, age, education, race/ethnicity, marital status, and
household income. Parents were also asked whether they had heard about FMLA or PFLI
and how much time they had taken off from work to care for their newborn or CSHCN.

Data Analysis

RESULTS

Audiotapes were transcribed and managed with ATLAS.ti. The lone Spanish interview was
translated into English after transcription. Content analysis of the narratives was conducted
using both inductive and deductive techniques.3! Such analysis allows for a full range of
themes and subthemes to emerge, including those that were not anticipated prior to analysis.
Following Bernard’s content analysis protocol, we created a set of thematic-based codes,
applied the codes systematically to the narratives, and tested the reliability between
coders.31 Two trained coders independently coded each transcript, with disagreements
between coders resolved by consensus among the first three authors. This procedure
produced a body of 857 quotes related to parents’ leave-taking experiences, resulting in four
major themes. Cohen’s Kappa was used to check consistency between coders32 and was
0.78-0.92 for all identified themes.33

Although we explicitly compared parents of newborns with parents of CSHCN across all
themes, results were often highly similar. Therefore, unless noted otherwise, results are
presented without distinction between the groups.

Among the 20 parents of newborns and 20 parents of CSHCN (Table 1), the average age
was 35 and the racial/ethnic distribution was 28% Latino and 45% White. Twenty-six
parents (65%) had a college degree; 50% reported a household income of >$75,000. Thirty-
one parents (78%) had heard of FMLA, and 38% had heard of PFLI. Medical conditions of
CSHCN varied widely and included diseases such as asthma, cystic fibrosis, epilepsy, liver
failure, and malignancy.

Eight parents took no or minimal leave (<2 weeks). Eleven parents took 2—6 weeks of leave.
Thirteen parents took =6 weeks before returning, and 8 parents stopped working completely.
The vast majority took some combination of vacation or other formal leave (usually sick
leave, paid time off, or unpaid FMLA). Several parents of CSHCN also used informal
unpaid time off that they arranged with supervisors.

With respect to parents’ leave-taking experiences, four major themes emerged from the
interviews: 1) the importance of pre-planning for family leave; 2) difficulties in accessing
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and understanding information about leave benefits; 3) limitations of the benefits
themselves; and 4) the potential importance of help from people who understand what is
involved in caring for newborns or CSHCN (i.e., healthcare providers) (Table 2). Themes 2—
4 were expressed near-universally and equally strongly by parents of newborns and

CSHCN; theme 1, however, exhibited strong differences between parents of newborns and
CSHCN.

Pre-Planning for Leave Is Critical

Parents universally expressed an enormous, often distressed, sense of need for family leave.
One mother of a two-year-old child with a brain tumor described her initial situation:

“When we first realized that [our child] had a serious illness...he was in the
hospital that day. And physically | was in the hospital and | was having to make a
lot of phone calls and | was very worried. | was either on the phone with work or
on the phone with my family and talked to a bunch of different people: social
workers, doctors, nurses...It was kind of a blur...We didn’t want to leave him [in
the hospital] alone for fear that he wouldn’t get the right care or he’d be afraid or it
would compromise his emotional wellbeing or physical well-being...1 had to make
arrangements with my work...And then once I had that hammered out with my
boss—what days | would be working or staying with him at the hospital...
Emotionally, we wanted to both be at the hospital at all times and just not work, but
that wasn’t an option. We knew if we’d do that we would lose our house and we
would lose our job and we lose our health insurance so that just wasn’t feasible.

Despite sharing this need for taking time off work to care for their child, parents of
newborns and CSHCN differed substantially in their ability to plan for and successfully
access leave. Parents of newborns generally felt that they had adequate time to gather and
evaluate information prior to the birth of their child. One new mother reported “Before N
was born, | read a lot about my company’s policies...So | was ready to either stay home or
go back to work.” Another new mother explained her plans:

“I knew | wasn’t going to be ready to go back to work after 6 weeks. So when |
found out about...Paid Family Leave, that was a relief because then | knew that |
could stay with him another 6 weeks and still sort of get paid for it.”

Parents of CSHCN, because of the relative unexpectedness of their child’s illness and/or
hospitalization, were far more reactive. One mother whose son was newly diagnosed with
lymphoma described her experience:

“In the hospital, just 24 hours of non-stop [being] awakened by the nurses or taking
care of him, or just dealing with doctors...It took a week to find out what he had...
[The doctors] explained to us the length of hospital stays and what our life is gonna
be like. At that time | just made the decision not to go to work.”

A father discussed initially trying to balance work with his son’s new and unexpected
respiratory illness:

“He was in the hospital for 4 weeks. | had to go back to work, | was spending 3
weeks at work and | was trying to figure out a way...I would go to work, come
home, go to the hospital.”

Information about Leave Is Difficult to Access and Understand

Despite these differences in the time available to pre-plan, parents of newborns and CSHCN
expressed similar methods of, and frustrations with, obtaining information about family
leave. Both reported using multiple sources to obtain information, including family and

Acad Pediatr. Author manuscript; available in PMC 2013 May 01.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Chung et al.

Page 6

friends, websites, and pamphlets. Healthcare providers were almost never mentioned as

sources. Employers, however, were generally seen by parents of newborns as having the
greatest initial influence on their ability to obtain information. One mother of a newborn
echoed comments of many parents on the lack of helpful advice she received at work:

“Even though | workedfor a department of social services... They never sat down
and said, ‘Well, how much time are you taking off?” They never said, ‘Well, these
are your options.””

Overall, about half of parents of newborns and about a quarter of parents of CSHCN were
aware of PFLI. Even when aware of PFLI, parents reported difficulty comprehending
eligibility criteria and options for family leave. One mother of a CSHCN described how the
lack of understanding exacerbated the urgency of her situation:

“Paid Family Leave was very complicated to understand...Nobody had a really
clear picture of it even at the human resources office...I have to admit | didn’t
understand it...But | really didn’t have the luxury of time to study it all.”

A father of a newborn described how each detail added another layer of complexity,
especially with respect to how federal and state programs meshed with employer-provided
benefits:

“The...thing that was confusing—in terms of [PFLI]...you can take it
intermittently. So it wasn’t quite clear how that system worked and how that would
work with both the state and how an employer might handle that.”

Limitations in Leave Benefits Make Leave-Taking Even Harder

Even when benefits were understood, parents of newborns and CSHCN perceived
inadequacies in the benefits themselves. A few parents reported not qualifying for FMLA
because they had not been employed for 12 months or had not worked enough hours (FMLA
requires a minimum of 1,250 hours in the past year). A father of a CSHCN commented:

“You have to be with the job for 12 months...I could understand how if you started
a job and a month later you asked for Family Leave, there [are] grounds there for
you not to have your job back. But if you’re with the company 9 months, 10
months, 11 months like | was, | believe that there should be a little bit more
leniency on the company’s behalf.”

More frequently, though, parents complained about inadequacy of financial coverage, not
only with FMLA (which is unpaid) but even with PFLI (which provides up to 55% salary
for up to 6 weeks). One mother of a CSHCN expressed her frustrations: “6 weeks of [PFLI]
...wouldn’t be enough to pay for groceries, daycare, and your mortgage and if you have a
car payment, or to pay your bills and feed your children.”

Information from Healthcare Providers Could Have Made a Difference

Both parents of newborns and CSHCN expressed a need for higher-quality information
about family leave, with parents of CSHCN frequently emphasizing the urgency of such
information. One mother of a CSHCN described the importance of obtaining timely
information from her employer: “If they would have given me more information on the
FMLA leave, or if they would have given me more information on their procedures,
protocol of leaving [work] in case of an emergency situation, it would have benefited my
decision more.”

Personalized, hands-on, often hospital- or clinic-based help was the most commonly desired
avenue for increasing awareness and informed decision-making. A mother of a CSHCN
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commented that having someone at the hospital who understood how child illness,
specifically, affected parents would have been most useful:

“| think the financial implications of having a child that is ill is not something you
really ever think about. And how it changes your work-life and the jobs you take
and what you do...I’m wondering, ‘What are my other options?’ | mean maybe
there are other options, but I don’t know. It’d be nice to have someone help us
work through all of that...”

Another mother of a CSHCN, echoing other parents, wished that she had a personal
advocate at the hospital (e.g., social worker, clinician) “who knows the laws and knows
what to do and how to help you make your life not so stressful, stressing over a child.”

Lack of Leave-Taking Options Restricts Parent Decision-Making

Hampered by lack of time, information, benefits, and/or guidance, parents made decisions
they often deemed unsatisfactory and sometimes found unsustainable. A single mother of a
newborn explained how she needed more time off to be at home with her baby yet returned
to work to keep her job:

Being a new employee | was supposed to be back after 6 weeks. But | just became
very adamant after bonding with him and, because he was a preemie...I had
changed and made a decision that | was going to stay home a lot longer...[But]
they don’t offer those options...So, yeah, it’s pretty much Monday through Friday
40 hours a week.

A mother of a CSHCN discussed how her decision to continue working required intensive
scheduling to cover childcare and job responsibilities:

“There’s just this kind of constant, until things settle down, constant juggling act...
We wanted [my child] to receive the best care as possible and | knew that meant
that we had to keep our insurance and | had to keep my job. So, that pretty much
drove the decision that [my partner] would stay with him at certain times and |
would be at work...We had this big spreadsheet that we would plug in who was
gonna be where...We had to space everything out and make sure everybody was to
maximize his coverage [to create] the least amount of work disruption for us.”

A father of a newborn reflected on his insoluble conflict between family and work
responsibilities:

| want to give myself as much time as possible, because | knew [my spouse] was
going to be fragile, and she was going to need all the help she could get. | was
thinking I need to take as much time as possible off of work without them getting
too upset about it... Two months was too much time though, because, like I said,
I’m in a management position...And then 2 weeks off, | felt like that’s just not
gonna work because 1I’m not gonna be able to contribute in any way | want to
within those 2 weeks...

Echoing other parents, a single father of a CSHCN describes a situation in which his choices
ultimately vanished:

The thing that’s probably changed the most for my work environment has been just
scheduling my work around her illness and just trying to be with her as much as
possible...And my boss is...very accommodating, but he also knows, too, that |
have certain responsibilities that | have to fulfill... There really is no other option.
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DISCUSSION

Family leave benefits provide an opportunity for parents of newborns and CSHCN to
balance employment and family needs. Without such programs and other work-family
benefits, parents may be more likely to be forced into decisions that jeopardize their
employment or their child’s health. This exploratory study offers insights on parents’ needs
as they access information on leave options and make decisions about leave-taking. We
captured key barriers hindering use of leave benefits and identified potential ways to address
these barriers in future interventions and policies.

Parents of both newborns and CSHCN reported problems accessing and understanding
information about leave benefits, and dealing with program limitations. Consistent with
prior studies, 2% 24 many California parents were simply unaware of PFLI and other leave
options. Poor access to information was most often attributed to a lack of expertise among
employers and the failure of alternative information sources, including publicly available
materials and social networks, to compensate. For many parents who were aware of their
leave options, the lack of full financial coverage and/or job protection were barriers to taking
family leave—even parents who were more financially well-off expressed concerns about
losing their job or being unable to pay expenses.

A key difference exists, however, between parents of newborns and CSHCN—the ability (or
lack thereof) to plan for their work/family needs in advance. For most parents of newborns,
several months of advanced warning provided an opportunity to make more informed
decisions about family leave. For parents of newly diagnosed or acutely ill CSHCN, the
relative unexpectedness of their child’s hospitalization dramatically shortened the time
available to obtain and understand leave information. Their inability to confidently predict
the requirements and duration of their child’s illness episode posed additional challenges.
Finally, their immediate concern about their child’s ill health often overwhelmed other
concerns. Reduced ability to make informed decisions about employment and leave-taking
may in part explain the increased risk of job loss and other negative outcomes reported
among these parents.19 22 Although few parents in this study appeared ineligible for federal
and/or state benefits, the timing and confusion rendered many parents’ eligibility relatively
meaningless. Despite often not knowing about the availability of various leave options or
their eligibility for these programs., many parents acted by default as if they were ineligible
in order to avoid the time and stress of pursuing these benefits while emotionally distressed.

Even with our aim of examining leave-taking experiences from two distinct groups of
parents (parents of newborns and CSHCN), our findings revealed more similarities than
differences, similarities that seemed also to transcend demographic differences. However,
these findings may not be generalizable to all employed parents of newborns and CSHCN.
First, selection bias of parents who agreed to participate in this study may limit the
applicability of our findings to all parents. Parents were recruited from a single area, and
thus these findings may not apply to parents in other regions or states. Second, the sample
for this study is limited to a convenience sample, and represents parents that tend to be more
educated and have higher household incomes than typical parents. How these characteristics
might bias results is unclear—more educated parents, for instance, might have greater job
flexibility but less substitutable job responsibilities; similarly, parents with lower-status (i.e.,
non-salaried) jobs tend to be more aware of PFLI, possibly due to greater union
involvement.24 Furthermore, parents with lower household incomes may be less likely to
take time off due to financial needs.

Parents’ recommendations for improving family leave programs were often expressed
within two contexts: (1) better delivery of information from employers/human resources

Acad Pediatr. Author manuscript; available in PMC 2013 May 01.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Chung et al.

Page 9

departments/government agencies and (2) instrumental and informational support from
clinicians or social workers in the clinic/hospital setting. The second recommendation has
clear clinical implications. Clinical personnel may serve as a potentially valuable
information source for work-family benefits,3* especially through multidisciplinary
coordination among clinicians, social workers, and discharge planners that addresses
employment and family leave options.

Finally, as state and federal policy makers continue to debate and develop family leave
programs, they should consider not only the ways in which policies may need to be
responsive to the needs of specific populations, but also the need for efficient and effective
dissemination in a variety of clinical situations. Policies may need to mandate robust
dissemination of information by employers and governments, decouple parental leave for
birth or adoption from family leave for illnesses, and provide fast-track application
procedures aimed specifically at employees whose family members experience sudden,
unexpected, or serious illnesses. Those who design or administer policies and dissemination
strategies must distinguish between a newborn’s birth and a child’s hospitalization and
recognize the unique challenges of each. Successful refinement and implementation of
family leave policies, therefore, may require not only educating clinicians to help them
disseminate information but also incorporating their frontline expertise into the policy
process.

What’s New

Employed parents of newborns or CSHCN experience both enormous need for leave and
enormous barriers to leave-taking related to lack of time, information, benefits, and
guidance. Parents view healthcare providers as potentially key sources of support.
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Parents of Newborns
Potential Participants
(n=58)

Eligibility Criteria:

e First child born within the past 3-9
months

¢ Child received health care in Los
Angeles County area

e Lives with child

e Employed full-time at any time in
the past 12 months

Parents of CSHCN
Potential Participants
(n=43)

Eligibility Criteria:

¢ Child diagnosed with a chronic
illness and hospitalized for reasons
related to the illness at least once
within the past 3-9 months

e Child received health care in Los
Angeles County area

¢ Lives with child

e Employed full-time at any time in
the past 12 months

Parents of Newborns Screened
Eligible
(n=20)

/\

Parents of CSHCN Screened
Eligible
(n=20)

/\

Study Recruitment and Eligibility Flowchart (n=40)

Mothers of Newborns Fathers of Newborns Mothers of CSHCN Fathers of CSHCN
(n=10) (n=10) (n=10) (n=10)
Figure 1.
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Overall Study Themes for Leave-Taking by Parents of Newborns and Parents of Children with Special Health
Care Needs (CSHCN) (n=40)

Themes

Parents of Newborn

Parents of CSHCN

(2) Importance of pre-
planning for family leave

Reported adequate time to gather
and evaluate family leave options;
proactive

Reported lack of time to plan,
gather, or evaluate family leave
options; reactive

(2) Difficultiesin accessing
and under standing
information about family
leave benefits

Used multiple sources to gather
information; cited employers as
influential but often unhelpful
Information about eligibility and
benefits was difficult to
understand

Used multiple sources to gather
information; cited employers,
family, and friends, all of whom
were often unhelpful

Information about eligibility and
benefits was difficult to
understand, especially given lack
of time

(3) Limitations of family
leave benefits

Limited benefit eligibility (e.g.,
length of time with employer,
company size)

Limited benefit provision (e.g., job
protection, pay)

Limited benefit eligibility (e.g.,
length of time with employer,
company size)

Limited benefit provision (e.g., job
protection, pay)

(4) Potential importance of
people who under stand
what isinvolved in caring for
newbornsor CSHCN (i.e,
healthcare providers) in
helping navigate these
barriers

Need for more accurate
information in lay language
Preference for information from
advocates who understand
newborn needs

Need for more accurate and
timely information in lay language
Preference for timely information
from advocates who understand
CSHCN needs
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