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Abstract

Childhood disability rates in the US are increasing, but supports 
for families are not. As a result, US grandparents provide a great 
deal of care for grandchildren with disabilities. When they do, they 
face a myriad of social policy challenges. Here we explore three 
such challenges: (1) how access to employment benefits such as 
paid vacation, paid sick leave, paid parental leave, or affordable, 
high quality childcare shapes grandparent care work; (2) how ac-
cess to poverty-based, social assistance programs, such as SNAP, 
SSI, and Medicaid, shapes grandparent care work; and (3) how ac-
cess to disability policies and programs, such as those pertaining 
to accessible classrooms, parks, or apartments, shapes grandpar-
ent care work. We augment this assessment of policies with quotes 
from fifty interviews we conducted with grandparents caring for 
grandchildren with disabilities. We found that grandparents were 
providing childcare, bathing, feeding, transportation, and therapy; 
helping with homework; accompanying grandchildren for medical 
care; paying for everything from groceries to surgeries; and assist-
ing with technical medical care. Several were also advocating for 
their grandchildren with administrators at SNAP, SSI, Medicaid, 
public schools, park districts, and landlords. Caring for grandchil-
dren with disabilities gives many grandparents a great deal of joy, 
satisfaction, and purpose. Although most are eager and happy to 
help, doing so may adversely impact their financial, social, emo-
tional, and physical wellbeing. Those with sufficient resources may 
be more readily able to absorb the impact, but those who provide 
the most care with the fewest resources are more likely to deplete 
their savings, incur new debts, reduce or end employment, restrict 
social lives, and forego travel plans. They are also more likely to 
experience anxiety and emotional distress, have disabilities of their 
own, and neglect their physical wellbeing through a lack of exer-
cise, improper diets, and delayed medical and dental care. 
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Desafíos de política para los abuelos que cuidan 
a nietos con discapacidades

Resumen

Las tasas de discapacidad infantil en los EE. UU. Están aumentando, 
pero los apoyos para las familias no. Como resultado, los abuelos 
de los Estados Unidos brindan una gran atención a los nietos con 
discapacidades. Cuando lo hacen, se enfrentan a una miríada de 
desafíos de política social. Aquí exploramos tres de estos desafíos: 
(1) cómo el acceso a beneficios laborales como vacaciones pagadas, 
licencia por enfermedad remunerada, licencia parental remunera-
da o cuidado infantil asequible y de alta calidad configura el trabajo 
de cuidado de los abuelos; (2) cómo el acceso a programas de asis-
tencia social basados   en la pobreza, como SNAP, SSI y Medicaid, 
configura el trabajo de cuidado de los abuelos; y (3) cómo el acceso 
a las políticas y programas de discapacidad, como los relacionados 
con aulas, parques o apartamentos accesibles, configura el trabajo 
de cuidado de los abuelos. Aumentamos esta evaluación de políti-
cas con citas de cincuenta entrevistas que realizamos con abuelos 
que cuidan a nietos con discapacidades. Descubrimos que los abue-
los brindaban cuidado de niños, baño, alimentación, transporte y 
terapia; ayudando con la tarea; nietos acompañantes para atención 
médica; pagar por todo, desde comestibles hasta cirugías; y asisten-
cia con asistencia médica técnica. Varios también abogaban por sus 
nietos con administradores de SNAP, SSI, Medicaid, escuelas pú-
blicas, distritos de parques y propietarios. Cuidar a los nietos con 
discapacidades les da a muchos abuelos una gran alegría, satisfac-
ción y propósito. Aunque la mayoría está ansiosa y feliz de ayudar, 
hacerlo puede afectar negativamente su bienestar financiero, so-
cial, emocional y físico. Aquellos con recursos suficientes pueden 
ser más capaces de absorber el impacto, pero aquellos que brindan 
la mayor atención con la menor cantidad de recursos tienen más 
probabilidades de agotar sus ahorros, incurrir en nuevas deudas, 
reducir o terminar el empleo, restringir la vida social y renunciar 
a los planes de viaje. También son más propensos a experimentar 
ansiedad y angustia emocional, tener sus propias discapacidades y 
descuidar su bienestar físico por falta de ejercicio, dietas inadecua-
das y atención médica y dental tardía.

Palabras clave: abuelos, discapacidades infantiles, trabajo de cui-
dado
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祖父母养育残疾孙辈所面临的政策挑战

摘要

美国儿童残疾率正在上升，但对家庭提供的支持却没有增
加。结果，美国祖父母为身患残疾的孙辈提供了极大的照
顾。当他们这么做时面临着许多社会政策挑战。我们在此探
究三种这类挑战：(1) 对例如带薪假期、带薪病假、带薪
产假、或可负担的高质量儿童护理等员工福利的获取如何
影响祖父母对孙辈的护理工作；(2) 对基于贫困的社会协
助项目，例如补充营养援助计划（SNAP）、 补充保障收入
（SSI）、医疗补助（Medicaid）的获取如何影响祖父母对
孙辈的护理工作；(3) 对残疾政策及相关项目，例如那些与
残疾人教室、公园或公寓有关的获取如何影响祖父母对孙
辈的护理工作。通过与那些养育残疾孙辈的祖父母们进行的
50次面谈得出的引述，我们对该政策评估进行了阐述。我们
发现，祖父母曾提供儿童护理、洗澡、喂食、交通和治疗；
帮助完成家庭作业；陪同孙辈进行医疗；支付从杂货到手术
等一切费用；协助技术医疗。几位祖父母还曾在SNAP、SSI 
、Medicaid、公立学校、公园区域和房东管理员面前公开支
持孙辈。教养残疾孙辈为许多祖父母带来了极大的快乐、满
足和目的。尽管大多数祖父母都乐意帮助，但这样做可能会
对其经济、社会、情感和身体健康造成消极影响。那些拥有
充足资源的祖父母可能更能准备好承受这些影响，但那些用
最少资源提供最多护理的祖父母更可能耗尽其储蓄、引起新
债务、较少或终止就业、限制社交生活、放弃旅行计划。他
们也更可能经历焦虑和情感痛苦，并由于缺少锻炼、不协调
饮食、医疗及口腔护理拖延而忽视其个人的身体健康。

关键词：祖父母教养，童年残疾，护理工作

When one of her twin grand-
sons was diagnosed with 
Down syndrome and the 

other was diagnosed with autism, Mar-
sha and her husband moved to a new 
city and changed jobs so that they would 
be nearby to help. Now sixty-four, Mar-
sha has become a real estate agent mak-

ing her job flexible and allowing her to 
care for her grandsons. She rearranges 
her schedule constantly to care for them 
days, evenings, and weekends. She and 
her husband take them to doctor and 
therapy appointments and look after 
them during sick or snow days (Har-
rington Meyer 2014). 
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When the second was diagnosed, 
it became imperative that we live 
close. They needed family .... I 
needed something very flexible, 
so I could help at various times 
of the day and week. I just can't 
do a Monday through Friday job. 
I gave up paid vacation and paid 
sick leave when I went into real 
estate. I needed to be available 
to help with the kids, especially 
because they have special needs.

In addition to giving up benefits 
such as paid vacation and sick leave, 
employer-based health insurance, and 
private pensions, Marsha paid for train-
ing to become a licensed real estate 
agent. Moreover, she and her husband 
help with some of the boys’ expenses 
and plan to continue to do so. As a re-
sult, their incomes and retirement nest 
eggs are much smaller than they had ex-
pected they would be. Thus, they both 
plan to work for another ten years, un-
til Marsha is seventy-four (Harrington 
Meyer, 2014).

I would have retired if I could 
have, but financially we could 
not. We needed more money, 
and we wanted to be able to help 
the kids with financial strain. It 
was a big financial strain on the 
kids to have two sons with spe-
cial needs.   

Marsha and her husband have 
learned what many other grandpar-
ents have learned: childhood disability 
rates in the US are increasing, but sup-
ports for families are not (Hogan, 2012; 
Zablotsky et al., 2019). Roughly 17 per-
cent of US children have developmental 

disabilities (Center for Disease Con-
trol, 2019; Hogan, 2012; Kraus, 2017; 
Zablotsky et al., 2017). As a result, US 
grandparents provide a great deal of 
care for grandchildren with disabili-
ties. When they do so, they face a myr-
iad of social policy challenges. Here we 
explore three such challenges: (1) how 
access to employment benefits such as 
paid vacation, paid sick leave, paid pa-
rental leave, or affordable, high quality 
childcare shapes grandparent care work; 
(2) how access to poverty-based, social 
assistance programs, such as SNAP, SSI, 
and Medicaid, shapes grandparent care 
work; and (3) how access to disability 
policies and programs, such as those 
pertaining to accessible classrooms, 
parks, or apartments, shapes grandpar-
ent care work.

Grandparents are often high-
ly coveted sources of grandchild care 
because they tend to be more flexible, 
lower cost, and reliable (Silverstein & 
Lee, 2016). Grandparents are general-
ly much more nimble than organized 
daycare in that they are able and will-
ing to rearrange their schedules to care 
for grandchildren before school, after 
school, evenings, weekends, holidays, 
snow days, and sick days (Cherlin & 
Furstenberg, 1992; Harrington Mey-
er, 2012, 2014; Loe, 2011; NACCRRA, 
2008). They often provide care for free 
or at a very low cost. Moreover, they 
often share parenting styles and family 
values with their adult children (Barnett 
et al., 2012; Bengtson, 2001; Bengtson 
& Oyama, 2010; Hoang & Kirby, 2019; 
May et al., 2012; Musil et al., 2013; Sil-
verstein & Giarrusso, 2010). 
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Grandparenting varies by so-
cio-demographic factor, including gen-
der, race, socioeconomic standing, and 
family composition. Grandmothers 
are more likely to provide care than 
grandfathers, Hispanic grandparents 
are more likely to live in multigenera-
tional households and to stay in those 
households longer, and grandparents 
are more likely to provide care when 
their adult children are single parents 
(Harrington Meyer, 2014; Hayslip et al., 
2019; Lou et al., 2012; Silverstein & Lee, 
2016). African Americans are more 
likely to be custodial grandparents, and 
custodial grandparents are more like-
ly to have lower incomes and to live in 
poorer housing in poorer neighbor-
hoods (Baker et al., 2008; Livingston 
& Parker, 2010). Grandparenting is 
not for everyone; each year, about half 
of grandparents provide grandchild 
care, and the remainder does not (Har-
rington Meyer, 2014; Livingston & Par-
ker, 2010). 

To illuminate how social sup-
ports shape grandparent care work, we 
integrate excerpts from our forthcom-
ing manuscript, Grandparenting Chil-
dren with Disabilities.1 We interviewed 
fifty grandparents who care for grand-
children diagnosed with disabilities. 
Interviews were transcribed verbatim; 
however, names have been changed to 
protect confidentiality. Like other stud-
ies, we found that the amount of support 
grandparents provide varies consider-
ably (Hayslip et al., 2019; Livingston 
& Parker, 2010; Lou et al., 2012). Some 
live far away and help one weekend a 
month, some live nearby and help sev-
eral times a week, some live in the same 

house and help every day, and some 
have become custodial grandparents 
and provide around-the-clock care and 
supervision. The types of care they pro-
vide also vary considerably and often 
include assisting with feeding, bathing, 
dressing, medicating, and transporta-
tion. Many help with homework, ther-
apies, lessons, and doctor visits. Some 
assist with medical procedures, oxygen 
and feeding tubes, specialized wheel-
chairs, and other medical equipment. 
They often pay for expenses, including 
groceries, rent, utilities, nurse’s aides, 
private school tuition, therapies, and le-
gal fees. Several also advocate for their 
grandchildren, taking on programs like 
Medicaid, public schools, and landlords 
to garner the services their grandchil-
dren need. 

During our interviews, we found 
a great deal of joy about their special 
relationships. For example, Colleen, a 
sixty-two-year-old married mother of 
four and grandmother of nine, cares 
for seven-year-old Sam and two-year-
old Kit, who both are diagnosed with 
Down syndrome. She avowed, “We love 
each other immensely .... I love all my 
grandkids. But these two, I just love ev-
erything about them.” We also found 
frustration that US social policies did 
not provide more supports for fami-
lies. Lizzy is a fifty-year-old divorced 
mother of one and grandmother of 
three. Her oldest grandson, Mark, who 
is twelve and has ADHD, has lived in 
her custody since he was two months 
old because his mother was addicted 
to drugs and his father died of a heroin 
overdose. Like several grandparents we 
interviewed, she found that there were 
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far too few resources and programs for 
grandparents of grandchildren with 
disabilities. She explained, “There are 
not many programs around here for 
anything like special needs .... So there 
is not support.” 

Lack of Federal Policies 
for Working Families

Studies suggest that grandparents 
in the US provide more care than 
grandparents in many other coun-

tries because the US does not provide 
federal policies that help families juggle 
work and childcare (Baker et al., 2008; 
Igel & Szydlik, 2011). Igel and Szyd-
lik (2011) find that in countries where 
policies help young families juggle 
employment and parenting, grandpar-
ents provide less intensive childcare. In 
countries with few such policies, grand-
parents provide more childcare. The 
US does not guarantee paid vacation, 
paid sick time, paid parental leave, or 
high quality affordable daycare (Har-
rington Meyer, 2014; Igel & Szydlik, 
2011). Some US employees have access 
to these benefits through their jobs, but 
employers are more likely to offer these 
benefits to their higher paid and full-
time employees (Glynn, 2012). The lack 
of federal guarantees makes it hard for 
both parents and grandparents to juggle 
work and childcare. 

Paid Vacation
Although 127 countries guarantee paid 
vacation to workers, the US does not 
(Glynn, 2012; Maye, 2019). Instead, 77 
percent of US workers receive paid va-
cation benefits through their employer, 
but access varies markedly by hours 

and pay (Maye, 2019). Just 40 percent 
of part-time workers, compared to 90 
percent of full-time workers, have paid 
vacation days (Maye, 2019). Roughly 
52 percent of workers in the bottom 
quartile, compared to 91 percent in the 
top quartile, have paid vacation (Maye, 
2019). Women, blacks, and Hispanics, 
because they are more likely to be in 
part-time or lower-waged work, tend to 
be less likely to have paid vacation time 
(Glynn, 2012). Employed parents who 
do not have paid vacation may have lit-
tle choice but to call on grandparents 
for childcare. 

Paid Sick Leave
The US is the only developed country 
that does not guarantee workers paid 
sick leave (Boesch, 2018; Glynn, 2012). 
Instead, workers receive paid sick leave 
as an employee benefit, but access varies 
markedly. While most public sector em-
ployees receive paid sick leave, in 2018, 
29 percent of private sector workers did 
not (Boesch, 2018). Currently, 61 per-
cent of part-time workers, 69 percent of 
very low-wage workers, and 48 percent 
of service workers do not have paid sick 
days (Boesch, 2018). Hispanic workers 
are 27 percent less likely to have paid 
sick leave compared to white workers, 
and only 49 percent of Hispanic women 
have access to paid sick leave (Boesch, 
2018). The lack of federal guarantees 
for paid sick leave makes it more likely 
that families will turn to grandparents 
for care.

Paid Parental Leave
Although 180 countries offer paid ma-
ternity leave and eighty-one offer paid 
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paternity leave, the US offers neither 
(Heymann, 2013). According to Bureau 
of Labor Statistics (BLS, 2018), only 17 
percent of the civilian labor force had 
access to paid family leave, which in-
cludes maternity and paternity leave. 
Workers are more likely to be offered 
paid family leave if they are full-time, 
higher paid, and in larger firms (Glynn, 
2012). The US guarantees unpaid leave 
through the Family and Medical Leave 
Act, and the BLS (2018) reports that in 
2018, 89 percent of civilian workers had 
access to unpaid family leave. Howev-
er, to be able to take unpaid leave, em-
ployees must have worked with the 
company for twelve months, worked 
at least 1,250 hours during the preced-
ing twelve months, and worked for an 
employer with at least fifty employees 
within a seventy-five-mile radius (BLS, 
2018; Heymann, 2013). Nearly 74 per-
cent of workers earning over $100,000 
qualify, compared to 39 percent of earn-
ers making $20,000 (Heymann, 2013). 
Even when workers qualify for the pro-
gram, many cannot afford to take ad-
vantage because they cannot afford to 
go without pay (Glynn, 2012). In the 
absence of paid parental leave, families 
may turn to grandparents to help them 
balance work and family (Harrington 
Meyer, 2014). 

Affordable High Quality  
Child Care
The lack of affordable quality daycare 
options puts tremendous stress on 
young families, particularly when chil-
dren have disabilities. Among parents 
with a child under five, 83 percent re-
ported that finding quality affordable 

childcare was a serious problem in their 
area (Malik et al., 2018). The US offers 
childcare support via tax subsidies, tax 
credits, and subsidized childcare (Malik 
et al., 2018). However, of the low-income 
families eligible for subsidized child-
care, only 15 percent receive it due to 
long waiting lists and insufficient fund-
ing (Malik et al., 2018). Many childcare 
facilities do not accommodate children 
with disabilities; many are inaccessible 
and relatively few provide needed ther-
apies or assistants, facilitate integrated 
learning and play, or work cooperative-
ly with parents on solving problems that 
may arise at daycare (Booth-LaForce & 
Kelly, 2004; Boyle et al., 2011; DeVore 
& Bowers, 2006; Gaines & Curry, 2011; 
Hogan, 2012). Who cares for children 
with disabilities is particularly import-
ant because studies show that they are 
more likely to suffer physical, sexual, 
and emotional abuse and neglect, which 
adversely affects wellbeing across the 
life course (Cicchetti & Valentino, 2015; 
Maclean et al., 2017; McDonnell et al., 
2019; Spencer et al., 2005; Sullivan & 
Knutson, 2000). Adult children often 
regard grandparents as the most capa-
ble and trustworthy source of childcare 
for children with disabilities (Barnett 
et al., 2012; Bengtson, 2001; Bengtson 
& Oyama, 2010; Hoang & Kirby, 2019; 
May et al., 2012; Musil et al., 2013; Sil-
verstein & Giarrusso, 2010; Silverstein 
& Lee, 2016). Given the dearth of af-
fordable high-quality options for chil-
dren with disabilities, working parents 
may have few options other than rely-
ing on grandparents for childcare.

High quality daycare is not only 
an issue for youngsters. When growing 
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children have disabilities, families often 
struggle to find after school and sum-
mer programs. Chris says they always 
expected to move closer to the grand-
children when they retired, but they 
never expected to provide this much 
grandchild care (Harrington Meyer & 
Abdul-Malak, forthcoming). Chris is 
a sixty-seven-year-old married moth-
er of two. She and her husband, who 
is on the heart transplant list, moved 
across the country to provide care for 
their two grandchildren, Wendy, who 
is ten and diagnosed with anxiety dis-
order and has autism-like symptoms, 
and Mark, who is seven and diagnosed 
with ADHD and Oppositional Defiant 
Disorder. Mark is prone to violent out-
bursts, and as he grows stronger, Chris 
and her husband face growing difficul-
ties containing the violence. 

I was a bit surprised, once we 
moved here, that we have the 
kids so much .... I thought Mark 
would be in a structured after-
school program; we thought he 
needed that, that it would be best 
for him. But he is not. I thought 
we would just have Wendy; she 
is much easier to watch. But we 
have them both. It's much more 
childcare than we expected.

Because of his violent outbursts, Mark 
has been expelled from several pro-
grams. Chris feels there should be many 
more programs for Mark that can ac-
commodate his violence, provide him 
with the structure he needs, and pro-
vide his parents and grandparents with 
respite.

Reliance on Poverty-Based 
Social Welfare Programs

Grandparents in the US also tend 
to be called upon for help more 
often than in other countries 

because social welfare programs in the 
US are primarily poverty-based rather 
than universal (Igel & Szydlik, 2011). As 
such, benefits tend to be small and em-
phasize gatekeeping. Key poverty-based 
social welfare programs include Supple-
mental Nutrition Assistance Program 
(SNAP), Supplemental Security Income 
(SSI), and Medicaid. 

SNAP is a poverty-based pro-
gram that provides food benefits to low 
income people. Although the eligibility 
rules and benefit levels for SNAP are set 
federally, state variation is substantial 
(Center on Budget and Policy Priori-
ties, 2019b). Generally, households of 
three qualify if gross monthly income is 
below 130 percent of the poverty line, 
although households with people who 
are older or have disabilities do not 
have to meet this qualification (Cen-
ter on Budget and Policy Priorities, 
2019b). SNAP limits assets to $2,250 
for households without and $3,500 for 
households with people who are older 
or have disabilities (Center on Budget 
and Policy Priorities, 2019b). To obtain 
benefits, individuals must overcome 
substantial red tape, including attend-
ing interviews and providing required 
documents, such as pay stubs, house 
payments, birth certificates, immigra-
tion records, and deductible expenses 
(Center on Budget and Policy Priori-
ties, 2019b; Herd & Moynihan, 2019). 
Beneficiaries may have to reapply as of-
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ten as every six to twelve months (Cen-
ter on Budget and Policy Priorities, 
2019b). Nonetheless, SNAP take-up 
rates are high; 85 percent of individuals 
who qualify for SNAP receive it (Center 
on Budget and Policy Priorities, 2019b). 
Benefits are so meager that an estimat-
ed 50 percent of households on SNAP 
remain food insecure (Coleman-Jensen 
et al., 2018). When families struggle to 
put enough food on the table they may 
turn to grandparents to provide finan-
cial assistance, cohabitate to combine 
resources or take custody of the grand-
children (Baker et al., 2008; Harrington 
Meyer, 2014; Luo et al., 2012; Silverstein 
& Lee, 2016).

Like many custodial grandpar-
ents, Elsie pays for absolutely everything 
but does not receive sufficient support 
from poverty-based welfare programs 
(Harrington Meyer & Abdul-Malak, 
forthcoming). Initially, Elsie, age six-
ty-two, had her daughter and grandson, 
Curt, both of whom have disabilities, 
living with her. When her daughter 
stole money to buy drugs, Elsie told her 
to leave and she became Curt’s sole le-
gal guardian. Curt, now age eleven, has 
ADHD and learning disabilities. Elsie 
is unemployed due to her own disabil-
ities and is struggling to support them 
both on just $23,000 a year. She has So-
cial Security and Medicare, and Curt 
has SSI and Medicaid. They are in dire 
straits, but have not been able to qualify 
for SNAP.

I pay for everything, his clothes, 
school supplies, everything. As 
long as we are together and get 
both of our benefits, we will 

make it .... I make $100 a year too 
much to qualify for SNAP.

SSI provides cash benefits to 
people who are older or have disabili-
ties if they are sufficiently poor enough 
to qualify (Center on Budget and Policy 
Priorities, 2019a). Generally, incomes 
must be below 75 percent of the federal 
poverty line, and assets must be below 
$2,000 for an individual and $3,000 for 
a couple (Center on Budget and Poli-
cy Priorities, 2019a). Applicants must 
overcome administrative burdens, in-
cluding attending interviews, prov-
ing immigration status, or providing 
financial records, such as pay stubs, 
lease agreements, or diagnostic records 
(Herd & Moynihan, 2019). The pro-
gram has been shrinking for the elderly 
but growing for those with disabilities 
(Center on Budget and Policy Priori-
ties, 2019a). The combination of strict 
asset limits, meager benefits, and ad-
ministrative burdens means SSI raises 
relatively few above the federal poverty 
line. Family members must often turn 
to each other for income stability as 
they raise the next generation. 

As a grandparent, Connie, age 
fifty-seven, has expended a lot of time 
and energy fighting with SSI about 
benefits (Harrington Meyer & Abdul- 
Malak, forthcoming). Connie cares 
for Andy, who is two-and-a-half-years 
old and diagnosed with cerebral palsy. 
Andy and his mother live with Connie, 
and she cares for him about fifty hours 
a week. Andy receives $125 a month 
from SSI. Connie is paid a small stipend 
for caring for Andy, and her daughter 
has a full time job. In total they have 
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less than $60,000 a year to cover all of 
their expenses, which Connie says is 
not enough. Connie and her daughter 
have worked to obtain more SSI bene-
fits, but in fact, their benefits have been 
reduced. She wishes SSI benefits were 
larger and more readily obtained. She 
becomes alarmed whenever she hears 
politicians propose reductions. 

I don’t want to see any cuts at all. 
It’s just, people are barely getting 
by now and for them to cut even 
more for people that depend on 
that, my daughter being one. 
Then what are they going to do? 
They’re going to have all these 
people needing this stuff and 
not being able to get it and no 
place to get it from. So, it’s kind 
of scary .... I fought with them, 
and I’m not fighting any more. 
If they cut it out, they cut it off, 
fine. What can you do with $25 a 
week? You can’t even pay diapers. 

Medicaid has expanded in recent 
decades and now covers more people 
with disabilities than ever (Musumeci 
& Foutz, 2017; Shea, 2016). Private in-
surance is often less desirable for people 
with disabilities because they may need 
specialized care such as attendant care, 
medical equipment or supplies, ongoing 
physical or speech therapy, assistance 
with feeding tubes, or IV medications, 
which are often excluded under private 
health insurance (Musumeci & Foutz, 
2017; Shea, 2016). Medicaid coverage 
of those services is more robust; thus, 
it is often the preferred source of health 
insurance for people with disabilities. 
Medicaid expanded under Children’s 

Health Insurance Program (CHIP) and 
the Affordable Care Act (ACA). Cur-
rently 20 percent of the US population, 
and one-fifth of all healthcare expenses, 
are covered by Medicaid. The expansion 
for children has been pronounced. Cur-
rently, 43 percent of Medicaid enrollees 
are children, and Medicaid covers 83 
percent of children in poverty (Rudow-
itz et al., 2019). However, eligibility and 
benefits vary widely by state. In Loui-
siana, newborns on Medicaid funded 
programs are eligible with incomes up 
to 142 percent of the federal poverty 
line. By comparison, in Iowa, they may 
have income up to 380 percent of the 
federal poverty line. 

Currently, Medicaid/CHIP cov-
ers 48 percent of children with special 
healthcare needs—only some of whom 
are diagnosed with disabilities. Medic-
aid covers a wide range of health ser-
vices, including doctor's visits, hospital 
visits, prescription drugs, prenatal care, 
home and community-based services, 
assistive technologies, and mental 
health services. Medicaid also provides 
healthcare services that are particular-
ly important for children with disabil-
ities. Early Periodic Screening Diagno-
sis and Treatment (EPSDT) provides 
medical, vision, dental, and hearing 
screenings and interventions; physi-
cal, occupational, and speech thera-
pies; and other health-related services 
to over 13 million children who have 
special needs (Bruder, 2010; Musumeci 
and Chidambaram, 2019a 2019b). EPS-
DT also covers private nursing, medi-
cal transportation, personal attendants, 
and some assistive technologies. Long-
Term Services and Supports (LTSS), 
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through Home and Community-Based 
Waivers, provide services to keep peo-
ple with disabilities in the community 
rather than in long-term care facilities. 
Generally, LTSS covers services includ-
ing attendant care, medical equipment, 
and assistive technologies, but services 
vary tremendously by state and in some 
states, waiting lists for services are long 
(Eiken et al., 2018; Kaiser Family Foun-
dation, 2017; Lewis et al., 2018; Reaves 
& Musumeci, 2015; Thach & Wiener, 
2018).2 

Although coverage is often com-
prehensive, Medicaid beneficiaries 
must overcome considerable admin-
istrative burdens (Herd and Moyni-
han 2019). Families who pursue care 
through Medicaid often face difficul-
ties obtaining prompt appointments, 
garnering Medicaid approval of proce-
dures or prescriptions, securing trans-
portation to healthcare facilities, and 
coordinating care services (Chien et al., 
2017; Kaye, 2019; Medicaid.gov, 2017; 
Musumeci & Chidambaram, 2019a; 
Musumeci & Foutz, 2017; Okoro et 
al., 2018; Rudowitz et al., 2019). Cur-
rently, 32 percent of US physicians will 
not accept Medicaid patients (Herd & 
Moynihan, 2019; Holgash & Heberlein, 
2019; Rudowitz et al., 2019). In addi-
tion to completing financial paperwork 
to prove that they are sufficiently poor, 
those with disabilities must undergo 
physical examinations and additional 
paperwork reviews to prove that they 
are sufficiently disabled. As a result, 
some applicants endure delays in eli-
gibility and services (Candisky, 2019; 
Harrington Meyer & Stevens, 2020; 
Hirschi et al., 2019; Whittle et al., 2017). 

In part due to these administrative bur-
dens, only 75 percent of those who are 
eligible receive benefits (Moynihan & 
Herd, 2010; Rudowitz et al., 2016)

Hanna feels that Medicaid and 
other disability benefits should be more 
readily available, easier to obtain, and 
focused on early intervention (Har-
rington Meyer & Abdul-Malak, forth-
coming). At seventy-one, Hanna is a 
Middle Eastern retired married grand-
mother who cares for her grandson 
Danny, now nineteen and diagnosed 
with autism. Danny missed out on most 
early intervention programs because he 
was not able to qualify for Medicaid 
benefits in time. 

I think the government should 
have made sure that teachers and 
doctors ... help much earlier. My 
daughter went to hell navigating 
the system to get him Medicaid. 
He didn’t get Medicaid until, I 
think, a couple of years ago.

Whatever headaches are creat-
ed by Medicaid’s administrative bur-
den, not being eligible for benefits can 
create nightmares (Harrington Meyer 
& Abdul-Malak, forthcoming). Since 
the birth of her granddaughter, Jill and 
her family are drowning in debt. Jill is 
a forty-eight year-old married mother 
of three and grandmother of three. She 
cares for her youngest granddaughter, 
Minnie, age three months, who is di-
agnosed with Down syndrome, a heart 
defect, and an intestinal disorder. Jill 
works full time from home and also 
cares for Minnie around the clock sev-
eral days a week when Minnie's moth-
er is at work. Jill says her daughter and 
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son-in-law earn $30 a month too much 
to qualify for Medicaid in their state, 
and they now have a $580,000 medical 
bill for Minnie's care, a bill that is grow-
ing almost daily. None of them have the 
resources to cover such an enormous 
bill; Jill is dismayed they are not receiv-
ing Medicaid assistance for her grand-
daughter's considerable medical needs. 

Because my son in law makes $30 
too much a month, she will not 
qualify for supportive Medicaid 
or anything really as far as the 
state goes. So their medical bills, 
they’ve got a $580,000 medical 
bill that’s now going to be the 
responsibility of us, both of us, 
to try and figure out how to pay 
... even though it’s a disability, 
it’s not enough a disability for 
his income to allow her the ex-
tra medical coverage to make up 
the difference for what insurance 
doesn’t cover. $580,000, right 
now, and growing. Yeah, we don’t 
even have the latest hospital vis-
it bill back yet ... and, that was 
only one hospital. She was in two 
when she was born, so. 

Limited Disability 
Policies and Programs

In addition to employer-based bene-
fits and poverty-based benefits that 
are available to all, the US provides 

numerous pieces of legislation and pro-
grams designed specifically for people 
with disabilities. Although such policies 
aim to increase access and inclusion for 
people with disabilities, critics point 
out that disability policies are often dif-

ficult to use and poorly enforced. For 
example, the Individuals with Disabil-
ities Education Act (IDEA) provides 
early intervention for infants and tod-
dlers with disabilities until age three 
and special education for children over 
three (NECTAC, 2011; Stuart, 2018; US 
Department of Education, 2018). Leg-
islation allows parents a role in creat-
ing annual Individual Education Plans 
(IEPs) with schools for students with 
disabilities, but many families struggle 
to get the services they need. These pro-
cedures are complicated and time-con-
suming and can be expensive. They are 
underused, particularly by those with 
less education and experience navigat-
ing paperwork (Araujo, 2009; NEC-
TAC, 2011). At twenty-four months, 
only 12 percent of eligible children re-
ceive early intervention services, and 
eligible white children receive benefits 
at five times the rate of eligible black 
children. Those who are older than 
three, have families with lower socio-
economic status, and for whom English 
is not the first language often have more 
difficulties participating in, and maxi-
mizing the usefulness of, IEPs (Araujo, 
2009; NECTAC, 2011).

During our interview, Mary not-
ed how poorly this legislation functions 
for some families (Harrington Meyer 
& Abdul-Malak, forthcoming). Mary 
is a sixty-three-year-old mother of two 
and grandmother of three who attend-
ed some college and works part time. 
Four days a week, she provides child-
care for her youngest, Alice, who is four 
and has been diagnosed with Williams 
syndrome, autism, and ADHD. At age 
three, Alice enrolled in public school 
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for early intervention. Although feder-
al law requires them to do so, and al-
though the family worked with special-
ists to develop programs that would be 
beneficial for Alice, the public school 
did not implement the supports that 
would encourage Alice’s verbalization. 

At the time, Alice could only 
speak five words ... not a good 
situation. The school had no con- 
cept. We brought in pictures of 
her, lists of her strengths and 
needs, but they paid no attention. 
We might as well have burned 
them. We had taken her to spe-
cialists telling them how to create 
a program for her, saying you are 
going to have to hire a person to 
develop a program for her, but it 
was a nightmare in the school. 

Mary says that Alice stayed at 
public school for four months, and then 
they moved her to a small private school 
that emphasizes teaching children to 
talk. In an ongoing effort to make sure 
that Alice’s needs are met, Mary and her 
husband have paid for private school. 
They also hired a lawyer. 

Initially, my husband and I paid 
for part of it. Then we hired an 
attorney so the public school 
would have to help pay. We had 
to demonstrate that the public 
school was not giving her what 
she needed. They did an evalua-
tion, but we wanted an indepen-
dent evaluation. But they said no 
and tried to take us to due pro-
cess. They declined an indepen-
dent evaluation. We were chal-
lenging the evaluation the school 

had done. We hired an attorney 
to settle in mediation, and the 
school gave us a financial set-
tlement so that we could pay for 
her schooling for two years, plus 
to pay for the co-pays for the PT 
and OT in addition to the speech 
therapy from the school. 

For now, Alice’s progress is good, 
but next spring, the two years will end, 
and the family will have to go back to 
the public schools for new evaluations 
and a new education plan. Paying for 
lawyers to help arrange educational ser-
vices is challenging for Mary and her 
family, and utterly impossible for fam-
ilies with fewer resources.

Since 1990, the Americans with 
Disabilities Act (ADA) guaranteed 
equal treatment in, and equal access 
to, employment and public accommo-
dations. Although all businesses and 
service providers are required to pro-
vide reasonable accommodations to 
employees and consumers with disabil-
ities, many do not. Many of the grand-
parents we interviewed have no accessi-
ble parks in their areas or find that the 
accessible parks are minimalistic and 
not well developed. Several grandpar-
ents we interviewed talked about travel-
ling long distances to playgrounds that 
are appropriate for their grandchildren 
with disabilities (Harrington Meyer & 
Abdul-Malak, forthcoming). Doris is 
advocating for more convenient and 
accessible parks. A fifty-five-year-old 
retired mother of two, Doris cares for 
her only biological grandchild. John, 
age eleven, has been diagnosed with at-
rophy of the brain, Lennox-Gastaut sei-
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zures, and visual and hearing impair-
ments. Doris lives just a few minutes 
away, and despite her multiple sclerosis, 
assists with John’s feeding tube, venti-
lator, tracheotomy, and catheter. She 
wishes that there were more and better 
equipped accessible parks. 

There’s all kinds of playgrounds 
and city parks. And one of 
them should be, one of them. 
We shouldn’t have to travel out 
of state to go to a park that is 
handicap accessible .... We have 
some that have handicap acces-
sible swings, but there might be 
one, one swing. There needs to 
be more activities for disabled 
children. 

Even when they expend a great 
deal of time and resources to achieve 
equitable access, people with disabili-
ties often find their needs are unmet or 
denied (Dunn & Andrews, 2015; Har-
lan & Robert, 1998; Priestley, 2003). 
Andy and his mother live with Con-
nie, and she cares for him about ten 
hours a day Monday through Friday 
and then also sits for him occasionally 
on evenings and weekends (Harrington 
Meyer & Abdul-Malak, forthcoming). 
Because he is not mobile, Andy travels 
in a special wheelchair; additionally, 
his care requires several heavy pieces of 
medical equipment. To leave the apart-
ment, Andy and the equipment must all 
be carried down flights of steps. Connie 
is not strong enough to do it all. While 
federal law requires public spaces to be 
made accessible, the owners of their 
apartment building have refused to put 
in ramps on the grounds that the build-
ing is private space. Connie and Andy 

are typically housebound unless Andy’s 
mom is also there to help get him out of 
and back into the building.

We don’t go out as much because 
we live in an apartment build-
ing and we have stairs ... there’s 
no ramps and that apartment 
complex doesn’t want to put in 
ramps. We are pretty much stuck 
in the house so we go out on our 
deck and get some sun and air 
and stuff like that. Pretty much 
stay in all day. During the week-
ends when his mama’s here, we 
go out. She carries him outside, 
and we’ll either go to this grocery 
store or we’ll go out to the mall 
or just, we’ve gone out to dinner 
with him. But, it’s, his equipment 
is really heavy, and I have to be 
the one to carry his equipment 
down the steps to her car, and 
she carries him. And, I just can’t 
do that by myself. 

Thus, in addition to all of her 
other duties, Connie also spends a great 
deal of time and energy fighting for a 
much-needed ramp. So far her efforts 
have been unsuccessful. 

I’ve looked, and we want to get 
out of this apartment because 
it’s been fighting tooth and nail 
with them to trying to approve 
ramps, and they go, “Oh, no, 
we’re not going to pay for that. 
You have to.” 

Connie says that the entire family would 
readily move to an accessible apartment 
if they could find one they could afford. 
She dreams of winning the lottery. 
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Discussion 

The US welfare state provides 
very little support for children 
with disabilities or their fami-

lies. As a result, grandparents provide 
a great deal of support. The US does 
not provide federally guaranteed paid 
vacation, paid sick leave, paid parental 
leave, or affordable high-quality child-
care. When providing assistance for 
working families, the US relies almost 
entirely on poverty-based social welfare 
programs, including SNAP, SSI, and 
Medicaid. Due to the dearth of feder-
al supports for families, unmet need is 
substantial, and families turn to grand-
parents for much needed assistance. 
In our interviews with fifty grandpar-
ents caring for grandchildren with dis-
abilities, grandparents were providing 
childcare, bathing, feeding, transporta-
tion, and therapy; helping with home-
work; accompanying grandchildren 
to medical care; paying for everything 
from groceries to surgeries; and assist-
ing with technical medical care. Several 
were also advocates for their grandchil-
dren, fighting with administrators at 
SNAP, SSI, Medicaid, public schools, 
park districts, and landlords to garner 
the services their grandchildren need. 

Caring for grandchildren with 
disabilities gives many grandparents a 
great deal of joy, satisfaction, and pur-
pose. Although most are eager and 
happy to help, doing so may adversely 
impact their financial, social, emotion-
al, and physical wellbeing (Harrington 
Meyer, 2014; Harrington Meyer & Ab-
dul-Malak, forthcoming). Those with 
sufficient resources may be more read-

ily able to absorb the impact, while 
those with fewer resources may not. 
Grandparents who provide the most 
care for grandchildren with disabilities 
and have the fewest resources are more 
likely to deplete their savings, incur 
new debts, reduce or end employment, 
restrict social lives, and forego travel 
plans. They are also more likely to expe-
rience anxiety and emotional distress, 
have disabilities of their own, and ne-
glect their physical wellbeing through 
a lack of exercise, improper diets, and 
delayed medical and dental care. 

Nearly all of the grandparents 
we interviewed need more social, med-
ical, and financial support than they 
are receiving (Harrington Meyer & Ab-
dul-Malak, forthcoming). They need 
policies and programs that will assist 
them as they care for their grandchil-
dren with disabilities.

Federally guaranteed paid vaca-
tion days, sick days, and parental leaves 
would give all US families much need-
ed support. If parents were more readily 
able to juggle work and family respon-
sibilities, less would fall upon grand-
parents. Better access to high-quality 
affordable childcare that was much 
more responsive to the needs of chil-
dren with disabilities would also pro-
vide much needed care for children and 
respite for families. Streamlining the 
application processes for poverty-based 
programs, such as SNAP, SSI, and Med-
icaid, and expanding the benefits would 
reduce challenges for families caring for 
grandchildren with disabilities. Finally, 
disability policies never seem to go far 
enough; a lack of responsiveness and 
accessibility often confounds grand-
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parents. Better implementation and 
enforcement of a wide array of disabil-
ity policies would enable children with 
disabilities to be more fully engaged. 
Because they have less income, edu-

cation, and experience from which to 
draw, such policy reforms would make 
the biggest difference for families with 
relatively fewer resources. 
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Notes

1 Our sampling and methods are described in detail in Harington Meyer and Ab-
dul-Malak (forthcoming). 

2 States provide a wide variety of policies and programs for children with disabilities and 
space limitations prevent us from addressing these variations. One example, however, 
is Ohio where the Department of Health (2020) provides a Family Handbook that de-
scribes programs for children with special healthcare needs, including programs for 
children with medical handicaps and programs designed to help families integrate ser-
vices. 




