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This paper describes the findings of anational study of farm-
workers with disabilities. BPA conducted an in-person sur-
vey with a purposive sample of 201 adult farmworkers with
disabilities and 66 disabled children in farmworker families
in six states. Results show that adult and child farmworkers
experienced a wide range of disabilities. Adults most com-
monly experienced back problems and other musculoskele-
tal problems. Children most commonly experienced devel-
opmental delays. However, both groups experienced a wide
range of physical, sensory and cognitive disabilities, includ-
ing chronic health problems. The survey also asked about
service recognition and use. While farmworkers recognized
and utilized a wide range of farmworker-specific and main-
stream services, they used very few disability-related ser-
vices, such asvocational rehabilitation and special education.
Understanding more about farmworkers' views of disability
would help disability service agencies improve outreach to
this population.

Keywords: Farmworkers, service utilization, vocational re-
habilitation

1. Introduction

Very littleresearch exists about farmworkersand dis-
abilities, and little is known about the kinds of dis-
abilities that they experience, their views of disability,
and their experiences with the disability service sys-
tem. Farmworkers are a difficult population to study,
due to their transiency, tendency to live in nontradi-
tional households, and minority status and limited En-
glish proficiency. When research is done on the health
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status of farmworkers, it uniformly finds that they ex-
perience worse health status than the population as a
whole, and have difficulty with accessto health care[5,
6,10]. These assessments of acute health care needs
usually do not address disability.

It would belogical to assumethat farmworkersexpe-
rience a higher incidence of disability as well as many
acute health conditions, for anumber of reasons. Many
chronic health conditions that farmworkers dispropor-
tionately suffer from, such as diabetes and hyperten-
sion, can result in disabling conditions, such as visual
impairments, loss of limbs, and heart disease. In ad-
dition, the rigors of farmwork — the hard physical la-
bor, poor living conditions, potential for accidents, and
pesticide exposure— point to a higher likelihood of dis-
ability, and indeed farmwork is generally recognized
to be the second most dangerous occupation after min-
ing [12]. The lifestyle of migrating farmworkers has
itsown set of conditionsthat put farmworkersat higher
risk for substance abuse and mental health problems,
aswell asahigher probability of automobile accidents
and less access to physical and mental health care [9].

For al that we suspect that farmworkers have ahigh
incidence of disability, however, thereis very little evi-
dencethat thisis so, and for most peopletheterm “dis-
abled farmworker” is an oxymoron. After all, the typi-
cal vision of farmworkersincludesyoung and vigorous
men who can endurelong hours of backbreaking labor,
and the stereotype of disability usually limits itself to
people who use wheelchairs or canes. In both cases,
of course, the reality is much more complex. Many
farmworkers, in fact, work with significant disabling
conditions, including many disabilitiesthat are not vis-
ible. Many farmworkers do not identify themselves as
disabled, and consider themselves farmworkers even
after disability hasforced them to stop doing farmwork.
Farmworkers may avoid applying for services because
they are not citizens, or because of language and trans-
portation barriers, or smply because they know they
will encounter prejudice. If farmworkers are alargely
invisible population to most of society, then farmwork-
erswith disabilities are the most invisible among them.
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Whilethey may beeligiblefor more servicesbecause
they are morelikely to be U.S. citizens, disabled farm-
worker children share the invisibility of their families.
Farmworker parents often have high educational goals
for their children, which they hope will lead them to
a life beyond farm labor. However, parents with low
educational achievement often have difficulty in ma-
neuveringtheir children through the mainstream school
system, let alone special education or other servicesde-
signed to help children with disabilities. Farmworker
children with no specia needs are sometimes incor-
rectly placed in special education becausethey lack fa-
cility with English. For studentswith special needs, the
barriers to service are formidable. Schools often lack
adequatebilingual staff and trandlators, assessmentsare
sometimes done in English instead of Spanish (caus-
ing inaccurateresults because of language barriers) and
school staff may put less effort in helping migratory
families because they know that the children will leave
after a few months. Some farmworker children with
severedisabilitiesaretruly invisible, becausetheir fam-
ilies keep them away from the public eye, both for fear
and shame.

This study sought to shed some light on the issue of
disability among farmworkersand their children. Con-
ducted by Berkeley Planning Associates (BPA) and the
National Center for Farmworker Health (NCFH) under
a grant from the National Institute on Disability and
Rehabilitation Research,! thestudy collected datafrom
a non-random sample of disabled adult farmworkers
and disabled children in farmworker families. This
in-person survey asked about disability and health sta-
tus, as well as experiences with the mainstream and
disability-specific service systems. Whilewe could not
establish the incidence of disability in the population
(since agood sampling framefor farmworkers does not
exist), the data presented bel ow give an overview of the
kinds of disabilities that farmworkers experience, and
the range of their service needs. We supplement the
survey data with information gathered during site vis-
its to the areas where the surveys took place. Finally,
we offer some thoughts about the implications of our
findings for future research and practice.

1Berkeley Planning Associates is an employee-owned firm with
more than 25 years of public policy research and consulting expe-
rience. The National Center for Farmworker Health, Inc., isanon-
profit resourceand technical assistance center serving Migrant Health
Centers and the general public with information about farmworker
health. For information about either the organizations or the grant,
please contact Marlene Strong at Berkeley Planning Associates.

2. Who arefarmworkers, and why do they need
vocational rehabilitation services?

Farmworkers are the people who plant, nurture, and
harvest the foods we eat every day. They are hired by
growers (i.e., farmers who own the land) for wages to
perform certain tasks, often through the intermediary
of afarm labor contractor. No one definition of “farm-
worker” exists, however. Usually the term refers to
thosewhowork infruits, nuts, and vegetables, but it can
also include workers in nurseries, field crops (such as
cash grains), tree farms, and livestock production. Of-
ten programsrefer to “ migrant and seasonal farmwork-
ers’; thesetermssimply attempt to distinguish between
those who travel from their homes to work and those
who work during the growing season while living in
oneplace. Very few farmworkerscan work year-round.

Most people who identify themselves as farmwork-
ers have either grown up doing that kind of work or
come from a farmworker family. For many, being a
farmworker is more than just an occupational classi-
fication; it is an identity and a lifestyle. Long-term
farmworkers are only part of the population; for many
others, farmwork is something that they do when they
first immigrate to this country, and then they move on
to other jobs. (Individualswith higher levels of educa
tion are especialy likely to say that they do not intend
to stay infarmwork.) Therefore, the farmworker popu-
lation consists of both long-term workers, and a group
that continually turns over as new immigrants replace
workers with better prospects.

The data show the farmworker population in this
country increasingly is made up of Latino males, many
of whom are recent immigrants with low levels of ed-
ucation and limited English language proficiency [8].
However, in some partsof the country native Anglos(in
the Midwest and Plains states) and African-Americans
(in the Southeast) till do a substantial proportion of
farmwork. Other pockets of non-Latino farmworkers
include Haitians in Florida, Southeast Asiansin Cali-
fornia, and Native Americansin the Dakotas. Contrary
to the common perception that all farmworkersareille-
ga immigrants, the majority (63%) in fact are citizens
or have work authorization.

2.1. A population at risk of disability

As mentioned above, farmwork is the second most
dangerous occupation, after mining. Farmworkers suf-
fer from occupational injuries that can be disabling,
such as: fals, loss of limbs, heat stress, dehydra-
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tion, dermatitis, eye problems, and pesticide poison-
ing. Farmworkers seldom have paid sick leave, and
economic pressures make them reluctant to miss work
to have occupational injuriesor illnessestreated, unless
the condition is so severe that it prevents them from
working.

Few rules govern child labor in farmwork, and chil-
drenasyoung asageten canlegally dofarmwork. Thus,
farmworker children may be exposed to the samerisks
of occupational injuries as adults. Even when they do
not work in the fields, children may play there while
their parentswork, leaving them vulnerableto pesticide
poisoning and accidents from farm machinery.

Studies of farmworker health have shown that this
population’s health status resembl es that of workersin
underdevel oped nations [5]. Many of the chronic and
severe health conditions common among farmworkers
are disabling, such as: diabetes, hypertension, chronic
urinary tract infections, parasitic infections, respira-
tory infections and tuberculosis, arthritis, anemia, and
muscul oskeletal injuries dueto constant physical labor.
Limited access to ora health care severely compro-
mises dental health.

Farmworker children are thought to suffer from
higher rates of birth defects (due to maternal and pa-
ternal exposure to pesticides) than the general popula-
tion, although limitations in research data have made
it difficult to support this conclusion [12]. In addition,
farmworker children suffer from high rates of asthma
and chronic otitis media, which leadsto hearing | osses.
The mainstream service systems may or may not iden-
tify these children as needing special education and,
eventually, Vocational Rehabilitation transition plans.

Farmworkers often live in conditions that contribute
to and exacerbate their health problems. Housing, es-
pecially for those who migrate, is poor to nonexistent.
Farmworker housing often lacks inside running wa-
ter, electricity, heat, or laundry facilities. Many farm-
worker camps have poor water quality and inadequate
wastewater disposal, insect and rodent infestations, and
are overcrowded. Conditions in the fields are often
quite dangerous, with alack of toilet and hand washing
facilities, little accessto safedrinking water, and unsafe
use of pesticides.

For all these reasons, farmworkers are at risk of dis-
ability. Nonetheless, research on this topic is limited.
Cortés [4] published the last known research about
farmworkersand disability nearly aquarter century ago,
and his sample was limited to one state (Texas). A
recent doctoral candidate [11] interviewed only avery
small sample (15 people) in Wisconsin. Our survey

did not substantiate the myth that farmworkers go back
to their home countries (e.g., Mexico) when they be-
come too disabled to work. We included a question
about whether the disabled respondent knew of other
farmworkerswith disabilitieswho had returned to their
home countries. Only 7% of respondentsindicated that
they knew anyone fitting that description. Farmwork-
ers with disabilities are a neglected and invisible pop-
ulation, but they are here to stay, and they deserve to
have access to services.

Because it is impossible to draw a national random
sample of farmworkers in order to arrive at incidence
and prevalence estimates of disabilities, we designed
our study to seek out farmworkers with disabilities in
a representative sample of states and find out as much
as possible about their disabilities and service use and
needs. Based on this information, we developed dis-
semination materials and recommendations for future
research. Below, we describe our methods and our
results.

3. Methodology

The study used two methods of data collection:
(1) an in-person survey of approximately 200 farm-
workers with disabilities, and 60 disabled children of
farmworker families, in six states; and (2) case study
visitsto the same states, including interviewswith ava-
riety of service providers and advocates involved with
farmworkers. We chose a purposive sample of states:
three homebase and three upstream, with one pair in
each of the three generally recognized migrant streams
(western, Midwestern, and eastern). We selected states
based on the number of settled out seasonal work-
ers and the size of the migrating population. The six
states were: California, Washington, Texas, Colorado,
Florida, and North Caroling; in each state, one or two
communities were chosen for interviews.

BPA and NCFH selected local bilingual, bicultural
individuals, recommended by staff at the migrant health
center in each community, to administer the survey.
The study team conducted an in-person training for the
interviewersin Denver, Colorado in January 1996.

In order to supplement the quantitative datacollected
about individuals in the survey, the study design in-
cluded qualitative community-level casestudies. These
case studies explored issues of service access, coor-
dination and barriers for disabled farmworkers, both
adults and children. Site visits allowed us to search
for examples of best practices as well asto identify ar-
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eas for system improvement. Research staff from BPA
conducted the case study visits, spending two to three
days at each location. During these visits, BPA re-
searchers conducted open-ended interviews with staff
from the community health center, special education
and migrant education programs, job training programs
for farmworkers (i.e., JTPA Section 402 programs),
vocational rehabilitation, and local farmworker advo-
cates.

3.1. Survey design

The project had an advisory board consisting of
researchers specializing in disability and farmwork-
ers, farmworker advocates, and a disabled farmworker.
This panel of experts provided significant input into
our final project design and survey instrument. I1n addi-
tion, members of this panel contributed to some of the
project’s dissemination materials.

BPA developed the survey instrument for use with
adult respondents, and then adapted it for child re-
spondents. Staff at NCFH translated both versions of
the survey into Spanish. A migrant health center staff
member pretested the survey in Texas. Interviewers
administered the surveysin person on a paper-based in-
strument that took about 45 minutes to complete. The
project gave respondents a $10 money order for partic-
ipating.

The survey sample was not random. The study de-
veloped a snowball samplein each site, identifying re-
spondents through referrals from health center staff,
word of mouth, community canvassing, and referrals
from survey respondents. Surveyswere completed dur-
ing March through September 1996.

Theinstrument included an initial screening section,
whichlimited thesampletoindividual swith disabilities
who had conducted farmwork within the previous five
years, were between the ages of 18 and 55 (birth to 17
for children) and lived within the local area. Bilingual
staff at NCFH verified data by telephone on arandom
sample of completed surveys. BPA staff cleaned, post-
coded, entered, and analyzed the resulting data. BPA
staff presented preliminary findings at each of thethree
regional migrant stream forums held in late 1996 and
1997.

Because the adult and child surveys were not identi-
cal, we analyzed most data from these two groups in-
dependently. However, in our analysis of service uti-
lization we grouped adult and child respondents from
the same family together. We did this for several rea
sons. In some cases, we interviewed several individ-

uals (both adults and children) from the same family.
Moreover, when we asked about service use, we asked
respondentsto answer for themselvesor anyoneintheir
family. We collapsed responses from multiple respon-
dents who belonged to the same family, so that service
utilization would not be over reported.

In defining disability, we chose to use a functional
definition of disability instead of a categorical one.
Asking respondents whether their condition caused
them to change the amount or type of farmwdhey
did alowed us to understand how the impairment or
health condition affected their lives. Two people with
the same condition might not be equally disabled by
it. Moreover, afunctional definition helps separate cul-
tural perceptionsand biasesabout aparticular condition
from the effects of a certain set of physical conditions
on an individual’s life. Finaly, afunctional definition
allowed our results to be compatible with data from
national surveys such as the National Health Interview
Survey.

The adult and child surveys were quite similar,
though not identical. Each survey had four sections.
The first section asked about personal characteristics.
The second section asked about the individuals' health
and disability. Thissection included a self-rating of in-
dividuals' physical, emotional and overal health, and
their expectation for how their overall health would be
in oneyear. The second section also asked about limi-
tations in activities of daily living, as well as usage of
and need for adaptive aids.

The third section asked about service use. This sec-
tion included atable listing 19 specific services, plusa
generic category for writing in “other” services. The
interviewer asked if the respondent had heard of each
service, and if within the last two years, respondents or
anyonein their families had applied for and/or received
the service listed. If the respondents (or any family
member) had applied for the service, we asked the sta-
tus of the application. If respondents (or any family
member) had received the service, we asked about their
satisfaction or dissatisfaction with the service. If the
respondent was dissatisfied with a particular service,
we asked the reason for dissatisfaction. In the adult
survey, this section also included a few specific ques-
tions about vocational rehabilitation services. The fi-
nal section asked if the respondent knew of any other
farmworkers with disabilities who could participate in
the survey.

Although theformat of the childinstrument wasquite
similar to that of the adult instrument, we tailored the
instrument to children in two ways. First, the services
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listed in section three on service utilization included
severa services specific to children with disabilities
(such as specia education, maternal and child health
follow-up, and special services for disabled children).
Second, instead of asking about vocational rehabilita-
tion, the child instrument asked about use of and satis-
faction with special education.

When interviewing adults, we instructed interview-
ers to ask survey questions of the disabled adult di-
rectly, instead of through another family member. For
the children’s survey, we instructed interviewersto ask
guestions of the child’s parent or guardian, unless the
child was old enough to answer the questions thor-
oughly and thoughtfully (presumably no younger than
ateenager). For al children, we asked that the parent
or guardian remain present during the interview. All
child interviews required the consent of the parent or
guardian.

4. Characteristicsof the survey sample

Table 1 summarizesthe characteristicsof our respon-
dents. Our survey sample was uniformly Latino. We
had not set out to limit the samplein this way, nor had
we instructed interviewers to seek only farmworkers
of Hispanic descent. The sample reflects the magjority
of the farmworker population, which is predominantly
Latino [8]. Among adult respondents, our sample in-
cludes a two-to-one ratio of men to women (63% ver-
sus 37%), reflecting the greater proportion of malesin
farmwork [8]. Among children, our sample was more
evenly split between males and females (54% versus
46%). More than three-fourths of the adult respon-
dents (76%) were married or living with their partner.
More than half of the respondents from both groups
spoke English poorly or not at al (adults: 57%, chil-
dren 58%). However, the child sample included a sig-
nificant proportion of very young children who had not
yet begun to attend school (where they will learn En-
glish). Regardless of their facility with English, the
vast majority of al respondents listed Spanish as their
primary language (adults: 91%; children: 86%).

Although three-fourthsof the adult respondentswere
born in Mexico (73%), three-fourths of the child re-
spondents were borninthe U.S. (74%). A few respon-
dents in both groups were born elsewhere, most often
in Central America (adults: 4%,; children: 2%). While
two-thirds of the adult respondents were non-U.S. cit-
izens (66%), only a quarter of the child respondents
were non-U.S. citizens (26%). Seventy-nine percent

Table 1
Characteristics of respondents

Adults Children
(n =201) (n = 66)

Latino 100% 100%
Female 37% 46%
Male 63% 54%
Average age 39 years 8 years
Currently doing farmwork 61% NA
Average age began doing farmwork 18 years NA
Bornin US 23% 74%
Born in Mexico 73% 24%
Born elsewhere 4% 2%
Highest grade completed 6th NA
Primary language is Spanish 91% 86%
Speaks English poorly or not at all 57% 58%
Household income under $15,000/year 84% 92%
Non-U.S. citizen 66% 26%
Had work authorization 79% NA

of the adult respondents had authorization to work in
the U.S., which is higher than the overall rate among
farmworkers (63%) found by the National Agricultural
Workers Survey [8].

The majority of the sample lived in poverty, with
most respondentslivingin householdswithincomeless
than $15,000 a year. Among adults, 84% live at this
income level, which on average, supports 4.4 people.
The child sample is even poorer: 92% live at thisin-
come level, which on average, supports 5.4 people. On
average, most adults had only a sixth-grade education
(usually completed in Mexico).

Most of the adults (61%) were still doing farmwork
at the time of the interview. (Too few children did
farmwork to analyze in any meaningful way.) On av-
erage, the adults had started doing farmwork at age
18 years, and those who had stopped did so at age 39
years. Thesurvey asked adults about the kinds of farm-
work they performed or used to perform. The vast ma-
jority (83%) did the most physically demanding farm-
work tasks, such as hoeing, thinning or transplanting,
harvesting/picking, and digging ditches. The remain-
ing respondents performed less physically demanding
tasks, such asirrigating, operating machinery, applying
pesticides, or field packing, sorting, or grading. About
a third of those doing less demanding tasks said they
had switched to these tasks because they were nolonger
physically able to do other types of farmwork. The
survey asked respondents about their exposure to pes-
ticides during the past five years. The majority (62%)
had worked in a field recently treated with pesticides,
herbicides, or insecticides, and 19% had applied these
chemicals.
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4.1. Disabilities among adults

We used a screening survey to find adult farmwork-
ers who said they had changed the amount or type of
farmwork they had done due to a disability or chronic
health condition. As shown in Table 2, 89% of the
adults said that their disability caused a reduction in
the amount of farmwork they did, and 71% said that
it caused a change in the type of farmwork (e.g., no
longer migrating). Although we did not set out to find
peoplewho had been disabled by farmwork, a majority
(65%) of the adults attributed their disabilities to the
farmwork they had done. The average age of onset
of the primary disability was 32 years (range = birth
to age 55), and the vast mgjority of the respondents
(86%) expected their disability to continue for at least
one year.

To determinethe kinds of disabilities experienced by
survey respondents, we asked an open-ended question
and then post-coded their responses into categories. If
respondentsreported multipledisabling conditions, the
survey asked which one caused the greatest limitations,
which we considered to be their primary disability. We
did not seek clinical confirmation of the health condi-
tions and disabilities respondentsreported. We suspect
that this method actually under-reports disabilities, be-
cause farmworkers may suffer from many undiagnosed

Table 2
Hedlth and disability

Adults Children
(n=201) (n = 66)

Age of onset of primary disability 2years 2.2years
Expects disability to continue for one 86% 7%
year
Believes the disability is a result of 65% NA
farmwork
Disability caused reduction in amount 89% NA
of farmwork
Disability caused change in type of 71% NA
farmwork
Self-rated physical health
Poor 47% 26%
Fair 45% 47%
Good 9% 26%
Very Good 0% 2%
Self-rated mental health
Poor 25% 26%
Fair 39% 47%
Good 30% 27%
Very Good 6% 0%
Self-rated overall health
Poor 28% 26%
Fair 60% 61%
Good 11% 14%

Very Good 2% 0%

conditions(e.g., hearing loss, visionimpairments, men-
tal retardation), and respondentsarelesslikely toreport
some non-visible disabling conditionswithout prompt-
ing, such as psychiatric disabilities, AIDS, and sub-
stance abuse disorders. In fact, very few respondents
reported any of these stigmatized non-visible condi-
tions.

Table 3 shows the primary disabilities reported by
adult respondents. Nearly aquarter of the adult sample
reported that a back condition was their primary dis-
ability. The second-largest primary disability category
was other muscul oskeletal conditions, such asinjuries
to joints (knees or elbows), carpal tunnel problems, or
paralysis of limbs. Therefore, more than a third of the
respondents (35.2%) reported conditionsthat very well
could have resulted from the hard, repetitive physical
labor of farmwork.

Back conditions are the main cause of work limi-
tation for the US population as a whole as well, with
16.4% of adults aged 18-69 reporting this as their pri-
mary disability [7]. Heart disease is another condition
that hasahighincidencein the overall population, with
12.1% of adults aged 18-69 reporting thisastheir main
cause of work limitation. In comparison, only 2.9% of
the farmworkers in our sample reported heart disease
as their primary disability. This disparity may be be-
cause the farmworkers we interviewed were younger
on average than the population included in the national
databases; the average age of the adults in our survey
was 39 years, and we limited our sample to those aged
55 and younger.

Other disabilities reported by the adult farmworkers
ran the gamut from diabetes to neurological problems

Table 3
Disability conditions — adults

Percent reporting Percent

condition as reporting this
primary disability condition
Back condition 22.5% 29.9%
Other muscul oskel etal 12.7 27.9
Other physical 9.3 229
Diabetes 8.5 15.9
Visual impairment 85 184
Psychological disorder 6.0 11.9
Arthritis 5.0 10.0
Respiratory disorder 5.0 7.0
Neurological disorder 45 10.5
Kidney disorder 35 9.5
Hypertension 35 13.9
Chronic pain 35 75
Heart disease 3.0 4.0
Cognitive 3.0 1.0
Hearing impairment 15 4.0
Chronic health condition 05 15
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(including head injuries and epilepsy) to psychological
disorders (such as anxiety and depressive disorders) to
sensory disorders such as vision and hearing impair-
ments. Since this was not a random sample, we can-
not generalize from this sampl e to the farmworker pop-
ulation as a whole. While many people assume that
disabilities among farmworkerswill be primarily mus-
culoskeletal conditions, our survey shows that farm-
workers experience awide range of disabilities, just as
the general population does. Some are chronic health
conditions, such as diabetes, hypertension, or kidney
disease, and others are congenital conditions or those
acquired through farmwork or accidents.

Most of the adults (63%) reported more than one
disabling condition. The second column of Table 3
showsthe proportion of the adult sample with that con-
dition, whether or not it was their primary disability.
Our data show that 71% of our sample reported phys-
ical disabilities such as back problems, other muscu-
loskeletal conditions, other physical conditions such as
limb paralysis or amputation, or arthritis. When we
consider secondary conditions, the proportion report-
ing diabetes, hypertension, respiratory disorders, and
other chronic health problems rises to 41%, and more
than 18% report visual impairments (which can be a
result of diabetes).

Although people with disabilities can be in good
health, these disabled respondents reported being in
poor health. The survey asked respondentsto self-rate
their physical health, mental health, and overall health
(see Table 2). The vast mgjority of the adults (92%)
rated their physical health as only “poor” or “fair”.
Although respondents rated their mental health better,
almost two-thirds (64%) still rated it as poor or fair.
Nearly nine out of ten respondents (88%) rated their
overal health as only poor or fair. When asked about
their expectation of their overall health in one year, a
similar proportion (86%) responded with poor or fair.
Interestingly, the distribution between poor and fair
varies between the two questions. When asked about
their current overall health, 28% of respondentsrated it
as poor, 60% rated it as fair, and 11% rated it as good.
But when asked about their prediction of their overall
healthin oneyear, 36% report it as poor and 50% report
it asfair and 13% report it asgood. Thus, many respon-
dents expect their overall health to deteriorate in the
coming year. The fact that many of the farmworkers
disabilities were chronic health conditions could have
contributed to their poor health status. The health con-
ditions were treated, however: only 12% of adults had
not seen a doctor about their disabling condition, and

Table 4
Functional limitations—amount of assistance needed in thefollowing
areas

Adults Children Age 6+

Bathing, grooming, and other  26% A Little 28% A Little

self-care 5% ALot 33% A Lot
Communicating with and 20% A Little 19% A Little
understanding others 9% ALot 39% A Lot
Acquiring new skills, learning  35% A Little 31% A Little
new things 13% ALot 34% A Lot
Moving from room to room 19% A Little 40% A Little
3% AlLot 17% A Lot

Managing one'slife, making  20% A Little 26% A Little
decisions 6% AlLot 51% A Lot
Living on one's own™* 28% A Little 26% A Little
14% A Lot 57% A Lot

Maintaining a source of 35% A Little 24% A Little
income* 40% AlLot 61% A Lot

*On the child survey, parents were asked to project how much assis-
tance their children would need in the future with these items.

65% were currently taking medication.? Despite this
high proportion, respondents repeatedly cited the need
for specialist care, more medications, and assistance
with paying for medications.

Respondents reported using a number of assistive
devices, such as canes, wheelchairs, braces, and walk-
ers, but often more respondents needed the device (or
needed a new one) than were currently using one.
Glasseswerethemost commonly used assistivedevice,
with 40% of respondentsusing them, and 18% needing
them. Of those already using glasses, 75% reported
needing new ones. A few respondents also reported
needing assistance with sensory disorders, saying that
they wanted to learn ASL (9%) or Braille (9%), or
needed a hearing aid (8%).

In order to get information about the severity of
the disabilities experienced by farmworkers, we asked
about the amount of assistance needed in seven func-
tional areas (Table 4). Not surprisingly, maintaining a
source of income was the area where respondentswere
most likely to report that they needed a little (35%)
or alot (40%) of assistance. Adult farmworkers also
reported needing assistance with living on one’'s own
(42% reported needing assistance) and with acquiring
new skills (48%). Fewer respondents reported needing
help with mobility (22%), self-care (31%), communi-
cation (29%), and decision-making (26%).

4.2. Disabilities among children

Among children, disabilities were more likely to be
the result of congenital conditions; the average age of

2Thisresultismost likely related to thefact that we recruited many
of our respondents through the migrant health centers.
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onset of disability was2.2 years,and 56% weredisabled
at birth. Aswith adults, the children’ssurvey asked par-
ents an open-ended question about their child’s disabil-
ity and we post-coded their responses. Asshownin Te
ble5, children had awiderange of primary disabilities.
The most prevalent were developmental disabilities or
delays caused by conditions such as mental retardation
or cerebral palsy. The second most common were a
variety of physical conditions, such as paralysis, defor-
mities of the limbs, cancer, cleft palate, and anemia
Neurological disorders were mostly epilepsy, and res-
piratory disorders were mostly asthma. There is some
speculationinthefarmworker community whether con-
genital anomalies, epilepsy, and other childhood dis-
abilities may be the result of high levels of pesticide
exposure among pregnant farmworker women. (Our
study could not test this hypothesis.)

Some farmworker children also had sensory disabil-
ities such as hearing and visual impairments. Often
hearing lossis dueto chronic ear infections, which can
beuntreatedif thefamily haslimited accessto amigrant
or community health center. As seen in the second
column of Table 5, these disabilities were secondary
conditionsfor anumber of children: our data show that
nearly one-quarter (23%) had hearing impairments or
communication problems, and 8% had visual impair-
ments. Nearly half of the children (47%) had multiple
disabling conditions.

As with the adults, this nonrandom sample does not
yield results that can be generalized to the population
of farmworker children. However, it shows that chil-
dren in farmworker families experience a wide range
of disabilities that require medical and developmental
services for treatment. Children also used a variety

Table5
Disability conditions — children
Percent reporting Percent
condition as reporting this

primary disability condition
Developmental delays 24.2% 28.8%
Other physical 16.7 27.3
Respiratory disorder 10.6 15.2
Muscul oskel etal 10.6 16.7
Neurological disorder 9.1 13.6
Hearing impairment 7.6 13.6
Heart disorder 6.1 9.1
Endocrine disorder 45 —
Visual impairment 3.0 7.6
Psychological disorder 3.0 7.6
Kidney disorder 15 3.0
Arthritis 15 15
Communication 15 12.1
Chronic health condition — 7.6

of assistive aids and medications, and many reported
needing new ones.

The survey asked about their children’s current func-
tional limitations, aswell astheir future capacity tolive
ontheir own and maintain asource of income.® Parents
judged that their children needed more assistance than
the adults reported across all the functional areas (see
Table 4). Explanationsfor thisfinding include: 1) par-
ents currently do things for their children and cannot
imagine that they will be able to learn independent liv-
ing skills, or 2) the children in the sample were more
severely disabled than the adults, or 3) the types of dis-
abilities the children experienced (e.g., devel opmental
delays) have different effects than those the adults ex-
perienced. As seenin Table 4, the mgjority of parents
reported that their children need assistancein all areas.
In al but one area (mobility), more parents thought
that their children needed “alot” of assistance than “a
little”.

Thesurvey also asked parentsto assesstheir disabled
children’s physical and mental health status (Table 2).
Parentsweremorelikely toratetheir children ashaving
“good” or “very good” physical health (28%, compared
to 9% of the disabled adults). However, parents rated
their mental health lower, with only 27% being rated
“good” and nonerated “very good” (compared to 36%
of adults). Parents may project their own fears about
livingwith adisability ontheir children, and judgethem
to be anxious or depressed about this. Responses may
have been different if we asked the children directly (or
if the adult survey had asked a family member to rate
respondents’ health statusinstead of the disabled adults
themselves). The distribution of responses for overall
health are very similar for both adults and children,
but this masks the underlying differences between the
groupsin the views of physical and mental health that
respondents reported.

4.3. Use of services

Studies of farmworkers have shown that farmwork-
ers and their families are less likely to use the services
for which they were eligible because of barrierssuch as
language, transportation and cultural differences (see,
e.g.[3,6,8,9]). To learn more about these barriers, we
asked respondentsto list reasonsfor dissatisfactionwith
any of the servicesthey used. Weal so hypothesized that
farmworkersmay underutilize services because they do

3These data are for children ages six and older.
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not know that certain servicesexist. Totest thishypoth-
esis, we asked each respondent if s/he had ever heard
of each of the 19 services listed in Table 6. We could
then compare the frequency of service recognition to
service utilization. As discussed above, service recog-
nition was tested on an individual basis, while service
utilization was calculated by family. Also, most child
surveys were completed by parents on behalf of their
disabled children. Thus, the survey tested the parent’s
recognition of services, not that of the children. We
refer to these respondents as “parent respondents” in
the discussion below.

Our survey respondents probably had higher service
utilization than the farmworker population as a whole,
because we identified the vast majority of respondents
through the migrant and community health system, a
system that often serves as an advocate and informa-
tion resourcefor this population. Only 5% of our sam-
ple had not used any of the 19 services we listed, and
another 8% had only used one service. Almost three-
fourths had used between two and six of the 19 ser-
vices. Fifteen percent had used more than six services.
Yet, although this was a highly connected farmworker
popul ation, service recognition and use remained quite
low for disability-related services.

The services most widely used were direct food and
medical benefits for impoverished families with chil-
dren. Disability-related services were less recognized
and far less utilized. Not surprisingly, the four most
recognized services were aso the four most utilized
ones. migrant/community health centers, food stamps,
Medicaid, and WIC. However, although the vast major-
ity of respondents were impoverished and would qual-
ify for these services, far more respondents recognized
these four services than used them. Ninety percent of
adult respondents and 98% of parent respondents had
heard of migrant health centers, but only 70% had used
their services. Similarly, 89% of adults and 94% of
parent respondents had heard of food stamps, but only
58% had received them.

Beyond these basic food and medical services, the
gap between service recognition and utilization only
grows wider when considering services designed for
people with disabilities. Although 72% of adults and
76% of parent respondents had heard of disability pay-
ments (such as SSI, SSDI and state disability pay-
ments), only 27% of families received these payments.
About half of adult and parent respondents had heard
of developmental disabilities services, but only 5% had
used them, which is particularly troubling given the
large number of children in the sample with develop-

mental delays. Although 60% of adult respondentshad
heard of Workers' Compensation — and 65% felt that
their disability was work-related — only 8% used this
service.

In spite of the fact that 87% of the adult respondents
said that they would be interested in help with learn-
ing the skills needed to do work other than farmwork,
training and education services were among the least
utilized. Over half of adult and parent respondents
had heard of ESL and GED services, but only 13%
had used ESL services and only 10% had used GED
services. Moreover, only 6% of respondents had used
JTPA services.

The adult survey also asked about vocationa reha-
bilitation. One-third of adult respondents had heard
of vocational rehabilitation, but only 1% of respon-
dents had used these services, the lowest recognition
and utilization rate of any adult service. Other stud-
ies have shown that farmworkers face many barriers
in utilizing vocational rehabilitation servicesincluding
language and transportation barriers, attitudinal barri-
ersby providers, adesire to return to farmwork instead
of retraining for a different profession, and migration
patterns that make it difficult to complete the long as-
sessment process associated with these services[3].

Our sitevisitsrevealed similar barriersto vocational
rehabilitation services, particularly in statesthat did not
have special funding targeting the farmworker popu-
lation (Section 304 grants). States with special farm-
worker vocational rehabilitation grants had made sig-
nificant progressin recruiting and serving this popula-
tion. Inthosesites, the vocational rehabilitation agency
had either hired bilingual/bicultura staff, or assigned
existing staff to work closely with local health center
staff, often accompanying them on mobile health units
that went directly to labor camps or the fields. This
teaming helped overcome language barriers and gen-
eral distrust, with health center staff who were familiar
to local farmworkers serving as liaisons.

The child survey asked specifically about specia ed-
ucation. Seventy-one percent of parent respondents
had heard of specia education, but only 7% had chil-
dren who were enrolled in special education classes.
This is partly explained by the fact that only half of
our sample had children who were of school age (age
six and older), and not all youth with disabilities need
special education services. However, not all the sam-
ple children who were of school age were attending
school, a fact that suggests that those most disabled,
and perhaps most in need of special education, were
not even attending school. In addition, al states have
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Table 6
Service recognition and receipt
Services Adult Survey  Child Survey Family
Recognition  Recognition  Utilization
(n = 201) (n=66) (n=229)

Cash

AFDC 70% 70% 23%

Disability Payments (SSI, SSDI, or State) 72% 76% 27%

Unemployment Insurance 79% 62% 24%

Workers' Compensation 60% 39% 8%
Food

Food Stamps 89% 94% 58%

wIC 81% 95% 44%

Food Bank 64% 65% 20%
Health

Migrant/Community Health Center 90% 98% 70%

Medicaid 86% 95% 58%

Mental Health/Counseling 56% 41% 8%

Crippled Child Services (CCS) NA 41% 2%

Maternal and Child Health NA 66% 4%

Alcohol/Drug Treatment 72% 70% 3%
Education

ESL 64% 58% 13%

GED 58% 52% 10%

JTPA 36% 38% 6%

Specia Education NA 71% 7%
Other

Low Income Housing 66% 61% 15%

Mental Retardation/Developmental Disabilities Services 50% 52% 5%

Vocationa Rehabilitation
Veterans Benefits
Legal Services

33%
52%
66%

21%
36%
56%

1%
1%
11%

now implemented early intervention services (serving
children aged 0-3) that should have reached even the
youngest children in our sample.

In many places, Migrant Head Start (which, like all
Head Start programs, has a mandate to fill 10% of its
dots with children with disabilities) serves young dis-
abled children in farmworker families and facilitates
their transition to the special education system. During
our sitevisits, wetried to learn more about the rel ation-
ship between migrant education and special education,
aswell asthelinkages between Migrant Head Start and
the school system. Therewas great variety across study
sitesin the level of coordination among these three en-
tities. In some sites, migrant education did not serve
any students with disabilities, and staff were hardly
aware that some farmworker children had disabilities.
In other sites, migrant education staff saw themselves
as advocates for all children of migrant families, and
referred students to special education staff as needed
while continuing to serve them through migrant educa-
tion as well. Staff at these sites also ensured that mi-
grant children were not incorrectly referred to special
education based on limited English proficiency skills.

Migrant Head Start staff often worked very closely
with special education staff to ensurethat studentswith
special needs were not lost in transition. These indi-
viduals served as trandlators and taught parents how
to act as advocates for their children. In one case,
the agency running Migrant Health Start served both
homebase and upstream states, and would facilitate the
transfer of achild’s Individual Education Plan (IEP) to
the upstream state. Thus, for the farmworker children
lucky enoughto be eligible for Migrant Head Start and
able to use this service, their disability needs were ad-
dressed. Many other disabled farmworker children are
not served by the specia education system.

4.4. Reasons for dissatisfaction with services

To learn more about the reasons for dissatisfaction
with services, we asked respondentswhether they were
dissatisfied with the services they used and why. We
provided alist of ten reasonsfor dissatisfaction as well
as two open-ended “other” categories. Our findings
were unusual because we only asked about dissatisfac-
tion with services that the respondents were aready
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using (and not barriers to getting services they were
not receiving). For example, several barriersthat other
studies of farmworkerscommonly report werenot cited
by anyone in our sample, namely transportation and
services not being available when farmworkers could
access them. More than one in every ten respondents
(11%) however, used the open-ended category to report
that they were dissatisfied because services were “not
enough”, areason we had not included in our precoded
list.

As Table 7 shows, the reasons respondents were dis-
satisfied with servicesfell in two broad categories: ei-
ther services were insufficient and difficult to access,
or respondents experienced cultural barriers when ac-
cessing the services. Reasons under the former group
included services being too far away or too expensive,
having to wait along time before receiving the service,
or simply, services not being sufficient to meet the fam-
ily’sneeds. Respondentsalso were dissatisfied because
services were culturally inaccessible, saying that ser-
vice providers do not “understand my problems’, “like
me”, or “speak my language”.

5. Conclusionsand implicationsfor future
research and practice

Our study found that adult farmworkers and chil-
dren in farmworker families experience a wide range
of disahilities, ranging from muscul oskeletal problems
to sensory disordersand chronic health conditions, just
like the general population. These disabilities cause
functional limitations for farmworkers in their work
and life outside of work.

While our sample of farmworkers was fairly well
connected to farmworker-related and mainstream social
services, such as migrant health services, Medicaid,
Food Stamps, and WIC, very few were using disability-
related services, such as vocational rehabilitation or

Table 7
Families' reasonsfor dissatisfactionwith servicesthey werereceiving

Percent of Respondents

Services Insufficient/Difficult to Access (n = 267)
Services not enough 11%
Too much of await for services 10%
Do not have the services | need 6%
Services too expensive 3%
Services too far 1%
Cultural Barriers to Services

Do not understand my problems 10%
Do not like me 3%
Do not speak my language 3%

specia education. Farmworkers who are not using
mainstream social services are even less likely to find
out about appropriate disability-related services. The
reasons for dissatisfaction with services cited by our
respondents can also be barriers to accessing services
at all: for example, cultural barriers such as language
barriers, and access issues such as being too far away
or too expensive.

For thisvery poor population, taking time away from
work to use servicesisdifficult. Further, many services
havelegal requirementsthat recipientsbe U.S. citizens,
which is a barrier for those who have only work au-
thorization. Also, farmworkers may not have access
to services that other workers take for granted: for in-
stance, farmworkers are not fully covered by Work-
ers’ Compensation in 36 states, and their wages are
often unreported by growers or farm labor contractors
to the Social Security system, limiting their access to
Social Security Disability Insurance (SSDI). Without
such sources of income support, the possibility of using
JTPA or vocational rehabilitation servicesfor retraining
isvery difficult, especially for heads of households.

Farmworker children may face barriers to services
because their families are poor and disenfranchised.
Their parents may not have the language skillsto nego-
tiate special education programs, and even if language
is not a barrier, cannot take the time away from work
to advocate for their children or attend |EP meetings.
Applying for Supplemental Security Income (SSI) for
their children requires understanding a complicated set
of eligibility criteriaand forms. Thus, even if children
aremore likely to be eligible for services because they
are US citizens, the barriers faced by their families are
still very redl.

Part of the reason for farmworkers' lack of knowl-
edge about disability-related services may be that the
service providersthat they are most likely to have con-
tact with, namely migrant health center staff, do not
understand the disability service system. During our
site visits we often found that health center staff did
not have the time or understanding to guide patients
through the often confusing set of digibility criteriafor
disahility-related services. In an era of funding cut-
backs and managed care, health center staff often find
that they barely have time to deliver adequate treat-
ment for acute conditions, let aone provide case man-
agement services to help farmworkers with disability
services. BPA and NCFH developed a dissemination
product specifically to address the information needs
of health center staff with respect to disability-related
services[1].
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Conversely, disability service providersmay havelit-

tle understanding about the unique needs of farmwork-
ers, who tend to beinvisible and often cannot advocate
effectively for services to meet their needs. The bar-
riersto entry that farmworkers face in accessing voca-
tional rehabilitation services, for instance, have been
well documented [3]. BPA aso developed a dissemi-
nation product aimed at vocational rehabilitation coun-
selors, to help them better serve farmworkers[2]. This
booklet would & so be useful for other mainstream ser-
vice providers who need basic knowledge about farm-
workers.

However, providing informational resources about

disability to farmworker service providers and resour-
ces about farmworkers to disability service providers
may not address the whole issue of farmworkers' ac-
cess to disability services, simply because it does not
take into account the attitudes of farmworkers them-
selves about disability. Because the vast majority of
farmworkers are members of ethnic minority cultures,
it may bethat low levels of disability service utilization
are grounded in the understanding that farmworkers
have about disability.

Our study could not shed much light on this topic,

because our survey consisted primarily of closed-ended
guestions, and we spent most of the time during site
visits interviewing service providers. However, anec-
dotal evidence suggests (and our experience corrobo-
rates) that many farmworkerscarry beliefsabout health
and disability that are different from the mgjority cul-
ture. Since many farmworkers are Latino, we can look
to the Hispanic culture for clues to their belief system.
The National Advisory Council on Migrant Health de-
scribed it this way:

Hispanic culture views iliness differently from An-
glo culture. While the mainstream culture regards
illness as an impersonal and blameless event — the
result of germs or fate — the traditional Hispanic
culture regards illness and health as being con-
nected to harmony between the natural and the su-
pernatural. Thus, an individual'sillness reflects on
his or her relationship with the community and with
God, and a system of folk medicine has developed
to restore harmony to the body and the spirit when
these relationships somehow become unbalanced.

([91, p. 22)

The very notion of “disability” may not be a clear

one for many farmworkers. For instance, many farm-
workers may not understand that one can have a dis-
ability and still work. One researcher interviewed 15

farmworkersin Wisconsin who had chronic health con-
ditions that resulted in (often severe) functional limi-
tations [11]. However, none of her respondents con-
sidered themsel ves disabled, because they continued to
work (although some had reduced the amount or type
of work they did). To them, being disabled meant not
being able to work at all, and being totally dependent
on others. Our survey findings support these findings.
Sixty-one percent of the adults we surveyed contin-
ued to do farmwork even though they had conditions
generally accepted as disabling.

A holistic view of health and a black-white view of
disability may make it difficult for farmworkersto ac-
cept the “disabled” [abel. Thenotion that some process
can “rehabilitate” them is often aforeign concept, and
one that is difficult to trandate into Spanish, the dom-
inant language of farmworkers. The independent liv-
ing movement and disability rights culture arevirtually
unknown.

Onsitevisits, we picked up aflavor of fatalism about
disahility, derived from a mixture of Roman Catholi-
cism, extreme poverty, and generalized oppression by
a country that values the fruits and vegetables farm-
workers pick but not their presence, which is seen as
different, foreign, and transient. Such fatalism may be
adaptive, given the poor prospects that disabled adult
farmworkers have for obtaining needed rehabilitation
services and other retraining services.

Aslong as farmworkers' attitudes are opaqueto the
disahility service system, conducting effective outreach
tothispopulationwill bedifficult. Further research that
explores these attitudes could have a great impact on
the ability of farmworker families to access disability-
related services.

Acknowledgment

This research was supported by Research and
Demonstration Grant No. H133A40039 from the Na-
tiona Ingtitute for Disability and Rehabilitation Re-
search (US Department of Education). The opinions
expressed are those of the authors and not those of
the U.S. Department of Education. The authors wish
to thank E. Roberta Ryder, Executive Director of the
National Center for Farmworker Health, and her staff
for their teamwork on this project. We are grateful to
our Advisory Panel members for their input. We also
thank the interviewers and survey respondents, without
whom this research could not have been done.



M.F. Strong and V.J. Maralani / Farmworkers and disability: results of anational survey 57

References

(1

(2

(3]

(4

(5]

(6l

Berkeley Planning Associates, When a Farmworker Has a
Disability: A Guide for Providers with Handouts for Farm-
workers,Austin, TX: National Center for Farmworker Health,
1997.

Berkeley Planning Associates, Providing Vocational Rehabil-
itation Services to Migrant and Seasonal Farmworkers: A
Booklet for Vocational Rehabilitation Counselo@akland,
CA: Author, 1998.

Conley, R., M. Mclnerney and D. Pelavin, Evaluation of Vo-
cational Rehabilitation Services Provided to Migratory and
Seasonal Farmworker¥yashington, DC: Pelavin Associates,
1995.

Cortés, M.E., Handicapped Migrant Farm Workers: Char-
acteristics of Disabled Migratory and Seasonal Agricultural
Workers and their Families, Impact of the State/Federal Vo-
cational Rehabilitation Program, and Strategies for Expand-
ing ServicesWashington, DC: Interstate Research Associates,
1974.

Dever, G.E. Alan, Migrant Health Status: Profile of a Popu-
lation With Complex Health ProblemAustin, TX: Migrant
Clinicians Network Monograph Series, 1991.

Genera Accounting Office, Hired Farmworkers: Health and
Well-Being at RiskWashington, DC: Author, 1992.

(7

(8]

(9

[10]

[11]

[12]

LaPlante, M. and Carlson, D., Disability in the United States:
Prevalence and Causes, 19%sability Statistics Report (7),
Washington, DC: US Department of Education, National In-
stitute for Disability and Rehabilitation Research, 1996.

Mines, R., S. Gabbard and A. Steirman, A Profile of US Farm-
workers: Demographics, Household Composition, Income,
and Use of Service¥Yashington, DC: US Department of La-
bor, 1997.

National Advisory Council on Migrant Heath, Losing
Ground: The Condition of Farmworkers in America,
Bethesda, MD: US Department of Health and Human Ser-
vices, Bureau of Primary Health Care, Migrant Health Branch,
1995.

Rusgt, G.S., Health Status of Migrant Farmworkers: A Liter-
ature Review and Commentary, American Journal of Public
Health 80(10) (1990), 1213-1217.

Trevino, B., The Meaning of Disability in the Lives of Mi-
grant and Seasonal Farmworkers with Chronic and Severe
Health Problems: A Qualitative Study, Unpublished doctoral
dissertation, University of Wisconsin-Madisd@epartment of
Rehabilitation Psychology, 1996.

Wilk, V., The Occupational Health of Migrant and Seasonal
Farmworkers in the United StateSecond Edition, Washing-
ton, DC: Farmworker Justice Fund, 1996.



