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What are exceptional caregiving responsibilities?

Fact 1: “Exceptional family care demands are part of the experience of caring for
a family member with a disability or chronic health condition...and are
characterized by crises and heightened physical, emotional, social, and financial
demands on families that reflect the trajectory of the disability or chronic health
problem.” (Stewart et al. 2023: pp.1050).

Fact 2: “Exceptional caregiving requires that families devote intense physical,
emotional, and financial resources that can change over time due to
developmental demands and/or changes in the chronicity of the disability.”
(Stewart, Rosenzweig, et al. 2022).

Fact 3: “...the caregiving of children with special health care needs is intensive
and involves high monitoring of the child’s condition, which frequently
encompasses a large number of medical treatments and collaboration with
several health professionals.” (Stefanidis & Strogilos 2021: pp.190).

Fact 4: “Well-being of working parents can be negatively impacted by exceptional
care demands such as more time required to provide direct and indirect child
care, as well as the need for complex and specialized knowledge and skills.”
(Stewart, Sellmaier, et al. 2022: pp.261).

Fact 5: “Exceptional caregivers often need to respond to the timing, trajectory,
intensity, and complexity of the disability or health condition, as well as the need
to coordinate care that is often crisis-driven and cyclical.” (Stewart, Sellmaier, et
al. 2022: pp.259).

How many people have exceptional caregiving responsibilities?




Fact 1: “During the past years, the number of people with disabilities has been
increasing, and it has presently reached 1 billion, representing one-sixth of the
world’s population...” (Stefanidis & Strogilos 2021: pp.188).

Fact 2: “Approximately one in ten children aged 0-17 years, or 240 million
children across the globe, have one or more forms of disability...” (Leng et al.
2024: pp.1).

Fact 3: “Over 16.8 million Americans provide care to children with disabilities
under the age of 18 years’ and ‘nearly 70% of these caregivers are employed’
while they are actively providing care.” (Stewart et al. 2023: pp.1048-1049).

How do exceptional family care needs map onto the life course?

Fact 1: “In contrast to raising a child with typical developmental needs, caring for
a child with a disability often brings more challenges and complexities across key
developmental stages for both the child and the parent, frequently impacting the
health and well-being of the caregiver.” (Stewart, Rosenzweig, et al. 2022).

Fact 2: “Responsibilities often do not get easier or less intensive as children grow
older, and resources such as after-school care for high school-aged youth are
likely fewer, potentially increasing work-family conflict and stress over time."
(Stewart et al. 2023: pp.1063).

How do exceptional caregiving responsibilities impact work hours and labor force

attachment?

Fact 1: “When family members experience a conflict between what they are
expected to do at work and the highly demanding nature of care for a child with
emotional or behavioral disorders, work-family fit is disrupted and stress levels
grow. Spiraling stress may lead some caregivers to reduce their work hours or
even to leave the workforce altogether.” (Rosenzweig et al. 2008: pp.86).

Fact 2: “Although working confers significant psychological and financial benefits,
past research has shown that many caregivers have to forego employment
because there is not enough flexibility at work to allow them to provide proper
care while also meeting work requirements..." (Li et al. 2015: pp.46).

Fact 3: “Combined with the lower job flexibility experienced by some exceptional
caregivers, the consequences could be quite serious, including unexcused work
absences, reduction of work hours, and loss of talented employees..." (Stewart et
al. 2023: pp.1062-1063).

Fact 4: “Diminished maternal employment is even greater for single mothers of
children with disabilities who do not have a partner in the home with whom to
rotate care, household chores, and paid work responsibilities...” (Rosenzweig et
al. 2008: pp.87).



Fact 5: “Factors such as gaps in government funded programs, health care
needs, and lost income and productivity at work, can influence parent decisions
about employment...” (Lein et al. 2021: pp.268).

How do families adapt to the combined demands of exceptional caregiving and

employment?

Fact 1: “Disability-related needs, compounded by economic and societal
stressors, can incline parents to adhere to traditional gender roles to allow for a
‘divide-and-conquer' approach. Mothers often assume the central role in
managing their child’s medical, educational, and disability programming needs,
while fathers focus on generating income to pay for family needs and non-publicly
funded disability programming and services.” (Lein et al. 2021: pp.266).

Fact 2: “Intensity of the child’s symptoms was a negative predictor of positive
family-work spillover for fathers caring for children with special health care
needs...and increased parental caregiver strain.” (Stewart et al. 2023: pp.1052).

How much support do parents with exceptional care demands receive from employers

and coworkers?

Fact 1: “...although parents providing exceptional care might receive support in
their workplaces, they still report significantly more work to family and family to
work conflict and higher levels of stress than do parents of children with typical
development and health care needs.” (Stewart et al. 2023: pp.1060).

Fact 2: “Parents with exceptional care demands reported greater difficulty taking
time off for family reasons compared to parents with typical child care
demands...” (Stewart, Sellmaier, et al. 2022: pp.266).

How can employers support parents with exceptional caregiving responsibilities?

Fact 1: “Support provided by the supervisor has been found to influence
employees’ psychological well-being, job attitudes and their general job
performance more than other sources of social support...” (Stefanidis & Strogilos
2021: pp.189).

Fact 2: “Accessing flexible workplace options often requires disclosure of
personal and family needs, and supervisors play a critical role in either facilitating
or hindering disclosure.” (Stewart et al. 2023: pp.1063).

Fact 3: “Flex time, family or medical leave, and greater access to benefits could
ease the strain for parents making decisions about employment and caregiving.”
(Lein et al. 2021: pp.278).

Fact 4: “Employee and employer education through lunch-and-learns, webinars,
or personal testimonials could further educate and break down
misunderstandings and stigma that may surround disability.” (Lein et al. 2021:
pp.278).



o Fact 5: “Trainings that increase awareness of employee diversity of caregiving
demands, coupled with improved self-efficacy, likely better equip HR staff to
promote workplace inclusiveness.” (Stewart, Rosenzweig, et al. 2022).

e Fact 6: “Focus group research has reported that both employed exceptional
caregivers and HR professionals alike have an array of concerns when
discussing issues such as equity, disclosure, resource access, management of
confidential information, and stigmatization in the workplace. These concerns
highlight the need to make the corporate culture itself more inclusive of workers
who experience either disabilities or engage in disability care. Effective training
can address concerns, offer practical strategies, and bolster self-efficacy for
managing these sensitive and critical workplace exchanges.” (Stewart,
Rosenzweig, et al. 2022).

What are other resources that can support parents with exceptional care demands?

o Fact 1: “Families with exceptional care demands did well if they were able to
access needed medical and therapeutic services and felt supported by friends
and family...” (Stewart, Sellmaier, et al. 2022: pp.260-261).

e Fact 2: “...access to family-based resources can strengthen positive family-work
spillover for parents with both typical and exceptional care demands, resulting in
parents drawing on their family experiences to meet work challenges...” (Stewart
et al. 2023: pp.4).

e Fact 3: “...family counselors could also be used as a resource to help individual
caregivers adjust to their caregiving role, negotiate with their family members
regarding shared care arrangements, or to serve as a mediator when internal
discussion among family members does not lead to strain reduction.” (Li et al.
2015: pp.47).

e Fact 4: “Parent-to-parent groups play an important role in promoting parents'
resilience, so family support groups focused on reducing career burnout are an
important way to improve parents' resilience.” (Cheng et al. 2024: pp.8).
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