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WHAT WE FOUND:

Caregivers expressed:

Changes to work status  
Unpredictable time commitments dictated by their child’s health 
status and medical care made it difficult to maintain the regular 
schedule that employers generally require.

Inconsistent and intermittent access to FMLA benefits 
Those who said they were ineligible for FMLA were not always 
sure why, citing possible reasons including part-time hours and 
having used up the maximum allotted leave. Even parents who did 
qualify for FMLA were left vulnerable, most often sharing about 
the financial hardship of leave without pay.

Variable workplace supports 
Work environments, such as the relationship with a supervisor, 
impacted employment experience and ability to take time off for 
their child’s medical needs. Some parents described being offered 
informal leave agreements, either as an alternative to or when they 
were not eligible for FMLA.

Prohibited professional growth 
Presented with career advancement opportunities, parents were 
wary of additional time commitments and new responsibilities,  
and some described opting out of promotions.

Financial hardship 
The combined uncovered health care costs and associated costs of 
unpaid time off and loss of income—due to employment changes—
resulted in financial hardship. Seemingly small expenses, like the 
cost of parking or eating at the cafeteria during a long hospital 
stay, amounted to significant costs. Home health aides paid for by 
Medicaid and food assistance from the Supplemental Nutrition 
Assistance Program were important sources of stability.

Emotional and physical strain  
Participants’ experiences managing work and their child’s medical 
needs were emotionally and physically taxing. On top of juggling 
their job responsibilities and their child’s medical needs, parents 
described difficult realities such as selling the family car to make 
ends meet or relocating to be near medical services. 

WHAT IT MEANS:

The eligibility criteria and 
unpaid nature of FMLA, as 
well as employers’ attitudes 
and actions mitigating 
access to and support of 
leave, make continuous 
employment and financial 
stability difficult for many 
caregivers of children with 
medical complexity.

Though there is a growing 
body of research on how 
public paid leave policies 
can support families, 
future research is needed 
to understand whether 
they provide new options 
to parents of children 
with medical complexity 
and allow for caregiver 
employment stability.

To remain active in the 
workforce, caregivers 
of children with medical 
complexity need 
flexible schedules that 
accommodate their child’s 
ongoing, unpredictable 
medical needs.

WHAT IS THE PROBLEM:

Children with medical complexity are 
a subgroup of children with special 
health care needs whose conditions 
typically require ongoing care from 
multiple providers.

The complexity of their conditions places these children at risk for recurrent 
hospitalizations, often with admissions to the hospital following emergency 
department visits and longer lengths of stay than other children.1,2

Parents of children with medical complexity have reported challenges 
with maintaining employment due to the demands of caregiving. These 
challenges include the need to take unplanned leave from work, reduce 
their hours of work or leave the workforce entirely.3 As a result, parents 
of children with medical complexity describe negative impacts on their 
income, savings, and job advancement, as well as their own mental health.4–6

The Family and Medical Leave Act (FMLA) is the primary federal 
U.S. policy that provides employment protections for individuals with 
caregiving responsibilities, covering up to 12 weeks of job protection 
without pay while an employee cares for themselves, a new child or a 
family member with a serious health condition.7 While several states have 
enacted their own paid family and medical leave policies, workers in the 
vast majority of states only have access to the unpaid federal policy, which 
has eligibility criteria that severely and disparately limits access to leave. 

While FMLA may allow some parents to balance the competing demands 
of employment and caregiving, how its protections are accessed and 
perceptions of the policy’s value among parents of children with medical 
complexity—given their unique caregiving responsibilities—have not been 
well articulated.

WHAT WE ASKED:

What are the caregiving obligations 
of parents of children with medical 
complexity?

How effectively does the Family  
and Medical Leave Act (FMLA) 
support their dual role as caregiver 
and employee?

How does this dual role affect 
caregivers’ employment stability  
and economic security?

WHAT WE DID:

We recruited caregivers of children enrolled in a Philadelphia pediatric 
primary care practice’s intensive care management program designed 
to support the families of children with complex chronic conditions who 
participate in a Medicaid managed care plan.

We then conducted semi-structured interviews with 16 parents of children 
with medical complexity. Interview questions incorporated a variety of 
topics related to support networks, employment status, medical needs 
of their children, financial strain caring for their children, and FMLA 
knowledge and experiences.

Parents of children  
with medical  
complexity have  
reported challenges  
with maintaining  
employment due  
to the demands  
of caregiving.
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STUDY METHODS

We recruited caregivers of children enrolled in a Philadelphia 
primary care practice’s intensive care management program 
designed to support the families of children with complex 
chronic conditions who were enrolled in a Medicaid managed 
care plan. Eligible patients had an upcoming appointment at the 
time of recruitment and met one of the following criteria: a) ≥2 
complex chronic conditions, or b) 1 complex chronic condition 
and ≥2 inpatient admissions within the previous 12 months.

Members of the study team conducted semi-structured, 
individual interviews between November 2018 and August 
2019. Questions covered family context and personal support 
networks; work status of heads of household; the relationship 
between their child’s medical needs and current or past 
employment status of the heads of household; experience 
of financial hardship related to caregiving; and caregiver 
knowledge of and experiences with FMLA. 

We took an integrated approach to develop our codebook and 
direct our thematic analysis, reading through early transcripts 
as a team to identify themes emerging from the data, as well as 
integrating a priori codes informed by our research questions.
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