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Angel’s Story
Angel was a bright, energetic boy with an even brighter future. 
Shortly after Angel turned two, he was diagnosed with stage IV 
neuroblastoma. Angel’s world quickly changed – days that were 
once spent playing outside now required long hours in the hospital. 
For Angel’s parents, Alma and Rodolfo, many sacrifices ensued; 
Alma withdrew from college and Rodolfo was forced to miss work in 
order to care for their children. They spent long hours and financial 
resources on the commute back-and-forth to Angel’s treatment 
center. The family was also emotionally devastated. As Alma 
explained, “It was the worst news of my life...all our dreams and 
future plans were put on hold.”

BACKGROUND
Stories of family sacrifice like Angel’s are commonplace in the pediatric cancer 
world. In 2015, the American Cancer Society (ACS) estimated that 10,380 families 
with children under the age of 15 will face a pediatric cancer diagnosis. While 
treatment advances have improved five-year survivability rates to more than 80%, 
cancer still represents the second leading cause of death for children in the United 
States. Evidence also suggests that childhood cancer rates have risen in recent 
decades. While the child’s death is the greatest risk of a cancer diagnosis,the 
second-greatest danger may be financial catastrophe. An evaluation of pediatric 
illness expenditures revealed that cancer hospitalizations cost five times as much 
as hospitalizations for other complex chronic conditions, with childhood cancer 
costs reaching almost $32,000 more per hospital stay. In fact, a national survey of 
medical bankruptcy filers found that 14.6% of respondents indicated the patient 
was a child.

Despite facing immense adversity both emotionally and financially, parents 
of children with cancer display great resilience and strength. Parents’ ability 
to address the financial burden of their child’s diagnosis, however, is often 
complicated by their caregiver responsibilities. Employment interruption, income 
losses, and inability to perform basic domestic or parenting duties for other 
siblings compound an already emotionally-taxing situation for parents of children 
with cancer. Many parents face difficult financial decisions that may leave the 
family financially strained in the long-term. Family Reach believes that flexible, 
timely financial assistance represents the key to helping parents weather the 
caregiving storm. This paper will explore the financial struggles of families facing 
pediatric cancer, financial coping strategies employed by parents, and the role of 
Family Reach’s unique financial lifeline in helping to ease the financial burden for 
these families.
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CAREGIVER RESPONSIBILITIES AND COSTS
Following a child’s cancer diagnosis, parents grapple with the life-threatening 
nature of their child’s illness and adjust to a new set of caregiver roles. Caregiver 
responsibilities for parents whose children have cancer are numerous, time-
consuming, and both physically and emotionally taxing. A qualitative study of 
contextual life stressors for parent caregivers in Canada revealed that caregivers 
categorized their duties into three distinct tasks: providing emotional support to 
both children and other family members, seeking treatment-related information 
and resources to manage medical and day-to-day costs, and physically performing 
medical tasks to care for their sick child and other siblings.

One Family Reach grant recipient described devoting all of her free time to 
financial resource-finding, but she secured financial assistance only after months or 
even years of persistent effort.

Previous attempts to measure the resources required to respond to a pediatric 
cancer diagnosis generally examined two cost categories: direct costs and indirect 
costs. Direct costs are defined by any costs relating to treatment, including 
insurance payments and other out-of-pocket costs directly contributing to 
patient access to treatment (travel, food, lodging, child care, etc.). Indirect costs 
include monetary losses incurred by families either because of productivity loss, 
employment loss, patient and caregiver time, and the years of potential life lost in 
the event of a child’s death.

Additionally, managing the caregiving duties for a pediatric cancer diagnosis 
comes with  other, less tangible costs. Researchers in Canada noted that 
household income directly influenced caregiver strain, which in turn influenced 
both the physical and psychosocial quality of life of parents. Another study 
noted that parents experiencing negative financial life events were five times 
more likely to report clinically depressive symptoms. The quality of life reduction 
risk for parents is particularly troubling considering a caregiver’s physical and 
mental state also impacts the wellbeing of patients. In short, the new caregiver 
role necessitated by a pediatric cancer diagnosis costs families directly through 
medical expenditures, indirectly through time and opportunity costs, and 
intangibly through diminished quality of life for family members.

Employment Interruption and Income Loss

With their expanded caregiver responsibilities, many parents face cutting back or 
leaving employment to free up time to devote to caregiving. A literature review 
of childhood cancer studies found that 77 to 84% of parents faced some sort of 
work interruption. Work interruption constitutes not only of quitting or losing a 
job, but also missing work, scaling back hours worked, declining educational or 
work advancement opportunities, or sacrificing overtime. A study of families facing 
advanced pediatric cancer revealed 94% of parents experienced work interruption 
in one or more of these forms. This figure is not surprising when we consider 
the results of another study which showed parents missed an average of 17.3 
days of work in the first month following their child’s diagnosis. In some studies, 
families needed one parent to quit his/her job to assume full-time caregiving 
responsibilities at rates as high as 36%. Employment interruption and instability 
during the first five years following a child’s diagnosis have shown to increase 
parents’ self-reported financial burden.
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For the majority of families, income loss is a very real side effect of employment 
interruptions. A meta-analysis of financial burden in pediatric cancer demonstrated 
that upwards of 60% of families lose more than 10% of household income, and 
nearly 20% lose more than 40% of household income. In some cases, the income 
loss due to employment interruption is so dramatic that families drop below the 
federal poverty line. ACS estimates that two high cost points exist in the trajectory 
of a cancer patient’s life: shortly after diagnosis and again when patients need 
assistance managing late-effects of treatment. The family faces a two-fold financial 
vulnerability following their child’s diagnosis—while medical costs reach an all-time 
high, caregiving responsibilities disrupt the availability of resources needed to 
respond to the financial burden.

Burdens for Rural Residents 

For one in five families living in rural areas of the U.S., the time and money spent 
traveling to treatment centers offering specialized care required for their child’s 
cancer add to the financial burden. In a study evaluating the impact of residence 
on caregiver burdens, rural families caring for a child with cancer had greater 
average out-of-pocket costs per visit than their urban counterparts ($138 vs. $42 
respectively). The study also noted that longer travel times experienced by rural 
families resulted in a greater risk of the need for more expensive ambulatory care 
or emergency air transport. For 29% of families in the study, relocating closer to 
the treatment facility was a more viable financial solution than continuing to incur 
travel costs.

Travel time requirements also placed rural caregivers at increased risk of longer 
periods of employment disruption. Rural parents required to travel more than 2 
hours to the treatment facility reported an average of 24 days of missed work in 
the first month following their child’s diagnosis, with each hospital visit requiring 
a greater number of workdays missed compared to urban families. This evidence 
suggests that already limited caregiver time and financial resources for rural 
parents must stretch even further to accommodate their child’s treatment.

Other Vulnerable Families 

Additionally, studies have found that financial and caregiver burdens are more 
pronounced in low-income and lower-educated families, single-parent households, 
and families with additional siblings, thereby amplifying the vulnerability to 
financial crisis for these groups. Individuals from lower income and lower 
education strata may be more likely to occupy jobs with stringent policies about 
work absence and less flexibility to respond to caregiver demands without risk 
of imminent job or income loss. Meanwhile, single parents are solely responsible 
for managing all financial and caregiving needs for their families. The presence of 
additional siblings in a household generally leads to greater domestic labor (child 
care) costs to offset caregiving demands. Each of these factors decreases a family’s 
ability to successfully avoid financial crisis caused by a child’s cancer diagnosis.

of families
will hit financial 

hardship

60%
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CAREGIVER FINANCIAL COPING STRATEGIES

In the face of tremendous adversity, childhood cancer caregivers exercise a variety 
of financial coping strategies: parents reduce expenses by delaying big purchases; 
incur debt via credit cards, personal loans, and additional mortgages; sell 
property; pursue medical fundraising; and, at times, simply leave non-medical bills 
unpaid. A study in parents whose child died from his/her cancer found that 32% 
of participating U.S. parents were forced to use more than one financial coping 
mechanism during the course of their child’s illness.

Financial coping for many families also meant sharing some of the caregiving or 
financial burdens with members of their support network. A study of childhood 
cancer families in Canada noted that families enlisted the help of an average 
of three individuals from within their family (grandparents, aunts, etc.) and 
two people in their wider support network (coworkers, church members, etc.). 
Researchers calculated the median direct and indirect costs to the entire family 
support network at about 4% of income after taxes. While financial coping 
strategies employed by parents are similar across all income levels, researchers 
warn that families with fewer resources or limited support networks will have 
less flexibility in how their household adapts financially. Additionally, researchers 
suggest that financial hardship is often forced on parents who lack the financial 
knowledge to implement healthy financial coping strategies.

Housing Insecurity and Material Hardship 

With an increased proportion of household income diverted to cover medical 
costs, families increasingly face budget shortfalls. Studies evaluating the major 
material hardships for families of children with cancer identified food, energy, 
and housing insecurity among the top three. According to a 2015 report from the 
Joint Center for Housing Studies at Harvard University, 25% of homeowners in the 
United States were considered “cost-burdened” (exceeding the 30% of monthly 
income spent on housing threshold), while nearly 50% of renting households 
were cost-burdened. The report also noted that almost a quarter of all renters are 
severely cost-burdened, spending over 50% of their income on housing costs. 
Thus, it comes as no surprise that the addition of medical costs and/or income loss 
in already cost-burdened families is a recipe for material or housing hardship.

The threat of homelessness or subsistence scarcity is a burden no family should 
bear, much less a family channeling their resources to support a child facing a 
life-threatening illness. Maintaining normal family rituals and routines is vital to 
the well-being of children and the family unit. A resource shortage in any of these 
material categories directly interferes with parents’ ability to maintain a sense of 
normalcy for their household. Studies also show that acute resource shortages have 
a negative impact on health outcomes for cancer patients. Low income children 
and children from households reporting material hardship were more likely to 
experience acute and chronic side effects from their stem cell transplants than their 
counterparts without material hardships. Material hardship not only impacts the 
family’s overall ability to cope under distressed conditions, but also interferes with a 
child’s ability to physically tolerate treatment and make a full recovery.

Studies 
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A Dana-Farber study on children with acute lymphoblastic leukemia found a 
significant correlation between children living in high-poverty areas and early 
relapses from complete remission compared to those in low-poverty areas. 
Looking at 575 children over a 10-year period, the research concluded that of the 
children who relapsed in high-poverty areas (as defined by the US Census Bureau), 
92 percent relapsed. Comparatively, only 48 percent of other relapsing children in 
more affluent areas relapsed early; in addition, “only 85 percent of high-poverty 
children lived for five years or more, compared with 92 percent of other children.”

Existing Resources 

Kim’s experience with resource finding is common among families facing cancer. 
While a variety of resources currently exist to help families, the resources are 
fragmented, often address only one need, and vary in their eligibility criteria. 
Securing assistance therefore becomes a caregiver burden in itself; when a family 
experiences multiple needs, caregivers may be required to spend additional 
time searching for assistance from multiple sources and submitting multiple 
applications once eligibility is confirmed.

We will use the top three family material hardships (food, energy, and housing 
insecurity) to help illustrate this resource fragmentation and the challenges of 
resource finding for caregivers. Suppose a family of four is experiencing all three 
needs. A pediatric cancer resource guide produced by ACS lists four separate 
organizations providing food support, one source for energy support, and 
three potential resources (talking with a landlord or creditor, social worker, and 
the department of social services) for housing support. Identifying these eight 

Becca’s Story
Becca is an encouraging, compassionate child. She is the kind of 
girl who, as her mother explains, is “quick to defend others, loves 
to cuddle, and is eager to bring you a glass of ice water with a straw 
if she sees you’re having a hard time.” Becca was diagnosed with 
acute lymphoblastic leukemia when she was just five years old.

Becca’s mother, Kim, knew the diagnosis meant her family was in for 
a financial battle. Kim had dreams of studying law and attributes her 
negotiation skills with helping her manage the resource-finding for 
her family. She spent long hours on the phone trying to refinance 
the mortgage on their house and negotiating with gas and utilities 
companies just to make ends meet. For some types of assistance it 
took her almost one and a half years of persistent effort before the 
family could get access. Kim explained, “As a middle-income family, 
we were overqualified for a lot of assistance until my husband no 
longer had a job and at that point the circumstances were dire.”



SURVIVAL AT ALL COSTS 7

resources is just the first step of many. The caregiver would then need to confirm 
that his/her family meets eligibility requirements for assistance.

For example, the handbook recommends Temporary Assistance for Needy 
Families (TANF) for energy support. TANF provides federal grants to needy 
families, but requires that parents engage in work activities—a requirement 
that may be unsustainable for parents who must devote themselves to full-time 
caregiving. Likewise, the food supports listed (food banks, Women Infants and 
Children, Supplemental Nutrition Assistance Program, and school programs) vary 
in their eligibility criteria and may depend on availability within an individual’s 
local community. Once the caregiver confirms his/her family is eligible for support, 
it is likely that he/she would be required to submit an application requesting 
assistance and subjected to a processing delay as the organization or agency 
responds to the request. The resulting process to secure resources that meet 
multiple family needs is time-consuming, cumbersome, and in addition to a 
parent’s existing caregiver duties.

Family Reach: Filling Gaps 

Family Reach was founded in 1996 by two families who experienced first hand 
the emotional and financial devastation of a pediatric cancer diagnosis. Informed 
by almost 20 years of experience working with families and leading hospitals and 
cancer centers, Family Reach has developed a continuum of direct assistance 
programs and support initiatives. The support programs at Family Reach are 
designed in direct response to the needs and resource-finding challenges 
experienced by families following a pediatric cancer diagnosis.

The most utilized assistance program at Family Reach, the Lifeline Grants 
program, provides streamlined, flexible grants to cover a wide range of household 
material hardships: mortgage, rent, utilities, transportation, car payments, lodging, 
food, childcare, etc. The application for parents is short and facilitated by a social 
worker, eligibility is simple (a cancer diagnosis, active treatment within the past 
year, and financial hardship due to cancer diagnosis), and application processing is 
designed to provide families with financial assistance within two business days. On 
occasion, Family Reach can fulfill crisis requests within 24 hours. Payments from 
the Lifeline Grants program are sent directly to the designated vendor/business 
removing the burden of follow up from the caretaker’s responsibility. Lifeline 
grants range from $250 to $2,000 depending on family needs and allow families 
the flexibility to apply the funds where they need it most (Table 1). Understanding 
that needs may change during the course of a child’s treatment, Family Reach also 
offers families the opportunity to re-apply for Lifeline grants as necessary.

Grant Purpose Proportion of Grants
Allotted to this Purpose

Grant Totals

Mortgage Assistance 20% $1,148,777.98

Rent Assistance 38% $1,862,927.21

Utilities 12% $387,282.32

Auto Expenses or Repair 8% $334,242.23

Medical Expenses 4% $183,567.16

Other Household Expenses 18% $763,974.31

Table 1. Summary of Family Reach Grants, 2003-2015

Family Reach 
has developed 
a continuum of 

direct assistance 
programs 

and support 
initiatives.
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Family Reach also recognizes that some families may be more susceptible to financial 
hardship during the course of their child’s illness and may require ongoing help. To 
address this need, Family Reach created The Hands of Hope Grants program to 
respond to families experiencing catastrophic financial hardship (e.g. homelessness). 
Hands of Hope Grants are larger than $2,000 and available over an extended period 
of time to provide more ongoing stability for families.

Historically, one in four grants at Family Reach supported single-parent families However, 
single-parent households recently increased to 33% of 2015 grant recipients. Meanwhile, 
50% of 2015 grant recipients earned less than $25,000 annually and an additional 33% of 
families earned less than $50,000. Family Reach also recognizes that some families may 
be more susceptible to financial hardship during the course of their child’s illness and 
may require ongoing help. A crucial component of direct financial support for families 
seeking assistance from Family Reach is the provision of supplemental support through 
the distribution of gift cards for fuel, parking and general necessities to further address 
the need of families. Alleviating these everyday expenses can make a dramatic difference 
in the daily stress of families and directly impacts their ability to access care in a timely 
and safe manner.

Family Reach also provides indirect financial support through navigation services and 
a peer support program aimed at producing sustainable change for families. Within 
the Family Reach Navigation Support program, Family Reach social workers work 
closely with hospital-based oncology social workers, providing counseling, long-
term planning and resource options for families seeking additional and/or alternative 
support outside of our foundation’s resources and giving criteria.

Families and constituents report that the delivery of resources and support services 
by Family Reach produce sustainable change for those struggling with the financial 
burden of a pediatric cancer diagnosis due to a flexible, timely and collaborative model 
of assistance. Since its founding, Family Reach has provided financial, emotional and 
resource navigation support to more than 30,000 children and adults impacted by 
cancer. The flexible, diverse and timely support available through Family Reach helps 
to mitigate material hardship experienced by families while also alleviating many of the 
headaches of resource finding for caregivers.
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CONCLUSION 
A child’s cancer diagnosis will dramatically impact a family’s financial health. Parents 
respond to the danger to their child’s life with a variety of coping strategies aimed 
at ensuring that their child has the best possible chance for survival. These financial 
coping strategies may require lifestyle shifts, employment and income loss, and 
often place the family at risk of material hardship and/or debt. The demands of 
caregiving also simultaneously limit parents’ ability to respond to financial hardship. 
In most cases, financial burdens and caregiving demands are so great that cost 
sharing extends into the family’s support network. Furthermore, existing resource 
fragmentation exhausts already limited caregiver time as parents struggle to identify 
and secure financial assistance for their families.

No family should have to face a child’s cancer diagnosis, much less household 
or resource instability during a time of immense emotional turmoil. Through its 
innovative and flexible programs, Family Reach is able to respond to a diverse range 
of material, financial and emotional hardships quickly and efficiently. Family Reach is 
committed to supporting all families facing cancer regardless of income, and takes 
the extra step to serve vulnerable families through the provision of longer-term 
financial relief and navigation services.

Family Reach believes that every child deserves a fair shot at getting 
to the other side of cancer. By supporting the family that surrounds 
a child, Family Reach seeks to provide parents and loved ones the 
freedom to focus on what matters most — the health and survival of 
their child.
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