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Foreword  

In the last ten years, the number of children diagnosed with autism has 
skyrocketed. The sheer increase in numbers has been accompanied by increased 
awareness about autism. Family members, once isolated from each other, now 
network, march, raise funds, and raise their voices in schools and state legislatures 
seeking services for their children. Increased funding for research has resulted in 
a consensus among experts that early and effective treatment for children with 
autism enables them to grow, thrive and achieve at levels once unimaginable.  

Autism does not discriminate. It impacts families from all walks of life. However, in 
order to obtain the services their children need to reach their full potential, families 
of children with autism must have the resources to be able to navigate complex 
legal and educational systems. While the condition of autism is not constrained by 
race or class, access to effective intervention is limited. In particular, children with 
autism in families who live in immigrant communities and face barriers of language, 
class and culture often remain concealed in a shroud of misunderstanding and 
stigma. And while schools everywhere have struggled to deliver services consistent 
with an understanding of the potential of children with autism, it has been 
particularly difficult in under-resourced school districts serving the many low-
income, recent immigrants, such as in the Haitian community. 

MAC’s mission has always been to advocate for the most vulnerable children in our 
society. With the high numbers of MAC Helpline calls from parents of children with 
autism desperate for services, it was clear over a decade ago that we needed to 
do something different. In response, we established the Autism Special Education 
Legal Support Center (“Autism Center”), the first disability-specific program in our 
then-30+ year history, to respond to the complex needs of the burgeoning number 
of children with autism spectrum disorder (ASD). 

Shortly after we established the Autism Center, a Haitian parent came in to our 
office seeking help for her son with autism. Maule Laventure was not satisfied 
with the education and services her son, Ali, was receiving in school, and we 
immediately agreed to represent him. But in coming to our door seeking help for 
her son, she in turn opened a door for the Autism Center by introducing us to the 
Boston Haitian community. Soon after taking on Ali as a client, MAC staff began to 
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attend monthly Sunday evening support group meetings for Haitian families run 
by Dr. Renald Raphael of the Haitian American Public Health Initiative (HAPHI). 
Dr. Raphael worked tirelessly, and still does, to help Haitian families obtain services 
that they need. 

While the Sunday support group was open to parents of children with any type of 
disability, in fact most of those in attendance had children with autism. Dr. Raphael 
was already breaking down the barriers of isolation and misunderstanding within his 
community, but realized that he needed the expertise of an advocacy organization 
to get the children the services they needed from the local school district. And so 
our partnership was formed. Working together with HAPHI has given us the good 
fortune to learn how to better address the needs of the Haitian community in 
Boston where families struggle with the barriers of literacy, language, culture and 
poverty which impacts access to necessary services. 

This training manual is designed to share  with similarly situated advocacy or 
community-based organizations the strategies developed to empower Haitian 
parents to speak and advocate on behalf of their children with autism. While we 
were pleased that so many children from the Haitian community obtained better 
services and supports in school as a result of our advocacy, we were personally and 
professionally enriched by our partnership with the Haitian community in Boston. 
We stand in awe of the dedication of the HAPHI staff and the incredible resilience 
and commitment of the parents we spent many hours with, sharing and learning. 

It is our hope that you, the reader, will be moved and inspired to investigate 
the prevalence and circumstances of autism spectrum disorder in your Haitian 
community so that you can start the process of empowering parents, advocating for 
legal entitlements and achieving school success for these children. Their very future 
depends on it. 

Jerry Mogul Julia Landau 
Executive Director Autism Special Education 

Legal Support Center Director 
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Charles’ Story  

MAC partnered with 

HAPHI in order to 

train and educate 

Haitian parents of 

children with autism 

about their legal 

rights related to 

special education. 

The following school year, Charles was placed in the same inappropriate classroom 
as the prior school year. During the first two months, Charles’ parents were 
repeatedly called to the school to pick him up because his behavior was out of 
control, including hitting, biting, and kicking of adults and other children. In that 
same time period, Charles, now four years old, was suspended for being a safety 
risk to himself and other students (he had bitten another child in his class). At a 
Team meeting later in the year, Charles’ parents reported that his behavior was 
unmanageable at home. Charles was reportedly a bright boy with significant 
potential, yet his behavior was interfering with his ability to progress. 

Independent evaluations, including observations in the classroom obtained in 
the course of MAC’s legal representation, revealed that Charles’ school program 
was woefully inadequate in meeting his needs and that his behavioral difficulties 
continued to interfere with his education. Therefore, MAC attorneys filed a 
complaint at the Bureau of Special Education Appeals (BSEA) that resulted in 
an order to place Charles, for the summer, at a private school with programming 
specially designed for children with autism who have severe and challenging 
behaviors.  The hearing officer found, in part, that the district’s failure to provide 
Charles with an education for three months after his third birthday, despite a 
timely referral, was “egregious.” MAC attorneys ultimately negotiated a favorable 
settlement of the remaining issues of Charles’ case. Charles was able to attend 
school in a program where he demonstrated progress for the first time in two 
years. Both his parents and school staff reported that even in the first two months 
he had gained verbal skills. 

At the same time that MAC’s Autism Center was working on individual cases with 
Haitian clients, such as Charles, we were also actively collaborating within the 
Haitian community, in particular with HAPHI’s Haitian Family Support Program. 
HAPHI is a Haitian community-run, non-profit agency in Boston committed 
to providing members of the Haitian-American community with culturally and 
linguistically accessible information and services. The Haitian Family Support 
Program works with families who have children with disabilities; the majority of 
families in the program have children with autism. These families meet monthly in 
a parent group to gain information and training around disability issues. 

MAC partnered with HAPHI in order to train and educate Haitian parents of children 
with autism about their legal rights related to special education. Charles’ mother, 
during the long litigation process, joined the parent group. It was very important to 
her that she help and give back to her community. Charles’ mother talked to the 
parent group during MAC trainings about her experience advocating for her child. 
She talked about the difficult but necessary process of speaking up to public officials 
on behalf of her child and how her efforts, with MAC’s help, ultimately helped her 
child succeed. She described the process and the concrete outcomes and services 
that her child received and the specific progress her son was finally making. 
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Charles’ Story  

Our work with Charles and his family reflected the huge inroads MAC made gaining 
not just access to, but also trust from the Haitian community. During the course 
of the legal process, Charles’ parents learned the value of overcoming barriers 
and advocating for their son. They served as an example and inspiration to other 
Haitian families who were similarly situated in Boston. Unfortunately, after Charles 
had demonstrated significant progress in his new placement, his family made the 
difficult choice of moving to another country where they would not face problems 
with their immigration status. 

For reasons having to do with literacy, cultural barriers and immigration status of 
many families, the advocacy process with Haitian families is never simple. While 

Charles and his family had to move, he did make progress 
in the years that MAC was advocating for him. But beyond 
the benefit to himself alone, his case was invaluable 
in teaching us how to better advocate with families in 
communities that face cultural and linguistic barriers. 
Further, Charles’ case raised many important systemic 
compliance issues faced by young children with autism in 
school districts, like Boston, throughout the country. 

During the course of the legal process, 

Charles’ parents learned the value of 

overcoming barriers and advocating for 

their son. They served as an example 

and inspiration to other Haitian families 

who are similarly situated in Boston. 
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This training manual describes MAC’s outreach, training, and advocacy efforts, providing information 
and strategies to assist other organizations working with Haitian families who have children with 
autism. The experiences of many Haitian families are similar to Charles, demonstrating the need 
to inform others how to empower parents and raise expectations that their child with autism can 
succeed in school. The manual assumes the reader has a basic level of knowledge regarding special 
education law and autism, however additional background information can be found by visiting 
the resources listed in the Appendix. This training manual can be used by Haitian organizations 
with clients who have children with disabilities, parent and legal services organizations, hospitals, 
community health centers, and any community organization working with Haitian families – in 
fact, any person or group hoping to partner with the Haitian community in the most effective and 
productive manner possible. 

This manual is divided into five sections. Section two describes in detail the extensive barriers 
faced by Haitian parents who have children on the autism spectrum – barriers that are essential to 
acknowledge, as they permeate all aspects of life in the Haitian community. The manual particularly 
targets barriers related to language, literacy, cultural norms, and race. Other sections discuss the 
importance of community partnerships, the role of a Haitian consultant or Haitian staff member, 
trainings, the advocacy process, and effective strategies for reaching the Haitian community. 

Ultimately, helping any child with autism can be an on-going, difficult process, full of questions, 
challenges, and obstacles. However, cultivating an awareness and understanding of the additional 
barriers faced by underserved communities in this situation is critical as we all work together to 
ensure that our services are effective, that parents are heard, and that their children are educated 
and reach their potential. 

The Haitian Experience: History and Barriers 
A crucial first step in helping Haitian families to access services in your community is to have some 
understanding of their country of origin as well as an awareness of challenges encountered upon 
arriving in this country. The following section will describe the barriers to accessing services faced 
by Haitian families who have children with ASD, while also providing the historical context of their 
country and their culture. This information is of critical importance when developing successful 
outreach, training and/or advocacy programs. 

The History 
Haiti, along with the Dominican Republic, occupies the Caribbean island of Hispaniola. It is located 
just south of Cuba. Haiti is one of the poorest countries in the western hemisphere. Its culture 
derives from a mixture of African, French, and Native American perspectives, with the African and 
French influences being the most prevalent.2 

 Introduction The Haitian Experience / History and Barriers  
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Haiti has a long history of class differentiation, with the majority of Haitians experiencing poverty and 
a small number of wealthy elite.3 The first wave of Haitian immigration to the United States occurred 
in the 1960s. This population was from a wealthy and educated class, leaving their country of origin 
in search of opportunity, higher education, and to escape the political and economic constraints of 
a corrupt dictatorship. The second immigration wave came in the 1970s. This group primarily came 
from a “middle class background;” they had literacy skills and worked hard and long to attain visas to 
come here for reasons similar to the first wave.4 

The most recent group of Haitian immigrants began to make their way to the United States in 
the 1980s. During this time Haiti’s political situation had become worse, beginning a period of 
political upheaval, violence, and extreme economic instability which has continued until the present 
day. These immigrants tended to come from a poorer class, and many of them had not received 
opportunities for work or school. In addition, a large percentage of these individuals suffered 
incredible loss and witnessed crimes against humanity. During this period, community-based 
non-profit organizations were established by Haitian leaders to assure these new immigrants 
access to health care, housing, employment, immigration, and literacy services. 

Haiti experienced a catastrophic earthquake in 2010 which has had a huge ongoing impact on 
immigrants in the United States. The Haitian government reported that an estimated 220,000 
people perished, 300,000 were injured and at least 1 million lost their homes. Many Haitians are 
still unaccounted for.5 This earthquake destroyed much of Haiti’s fragile infrastructure and caused 
tremendous economic and political strife in a country with no organized governing body and 
whose inhabitants’ basic needs were not being met. In the midst of all of this despair, the Haitians 
strong sense of faith and spirituality has helped them to remain united and to start the process of 
rebuilding.6 

Haitians in the United States have been greatly impacted by their personal experience and the larger 
political environment in Haiti. These circumstances, combined with the barriers that Haitians are 
already facing in the United States (discussed below), have resulted in an overwhelming sense of 
stress and anxiety within the Haitian community. 

The Barriers 
The difficulties that any parent of a child with autism encounters when dealing with a school system 
denying supports or services can be overwhelming. Haitian families experience a host of additional 
barriers when accessing services, as described below. 

Linguistic and Literacy Barriers 
Haitian natives, regardless of region or class, speak Haitian Creole, a mixture of French and African 
languages. However, in Haiti, Haitian Creole was only considered to be an oral language, as it 
was not formally written until 1975.7 French, on the other hand, was the only official language of 
Haiti until 1987 when Haitian Creole was also made an official language.8 Thus, prior to 1987, 
most education, written information, and official business were conducted in French, which 
disenfranchised a large percentage of the populace, as only the upper class and well-educated 
spoke French. (For example, it was only in 1979 that Haitian Creole was included as a language of 
instruction in the first through the fourth grades.) 
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Over sixty percent of Haitians living in Haiti are illiterate due to poverty and lack of resources.9 

As a result, the population immigrating to the United States faces enormous difficulties dealing 
with public agencies that rely on written communications that are often not translated or on oral 
communications mostly in English. Haitians can fall anywhere on a broad linguistic spectrum 
including: 1) fluent in Haitian Creole only, but without the ability to read or write; 2) fluent and 
literate in Haitian Creole only; 3) fluent in both Haitian Creole and French, but only able to read 
and write French; or 4) fluent and literate in both Haitian Creole and French. Consequently, many 
Haitian parents face significant barriers effectively communicating their child’s needs and interests to 
school officials. Additionally, due to cultural norms that will be discussed later in this section, parents 
may not disclose challenges with literacy until after a trusting relationship has been developed, as 
illustrated in this scenario. 

Mrs. B immigrated to the U.S. about four years ago with her then six-year-old son. He was 
diagnosed with autism after his teacher in the U. S. referred him to a neuropsychologist for 
an evaluation. Mrs. B is 45 years old and received her high school education in Haiti during 
the 1970s, when French was the official language of Haiti and all educational services were 
conducted in French. Mrs. B speaks Haitian Creole and French fluently and can also read and 
write French. During the process of her son’s evaluation, she requested an interpreter who 
spoke Haitian Creole. The evaluator had the results of the evaluation translated into Haitian 
Creole, assuming that this was what Mrs. B would prefer, as she had originally requested a 
Haitian Creole interpreter. When Mrs. B received the document, she informed the evaluator 
that she was unable to read it, but did not give a full explanation as to why. The evaluator 
was left confused and frustrated. 

Cultural Beliefs Related to ASD and/or Other Disabilities 
In Haitian culture, shame and guilt are generally associated with disabilities. There is a general lack 
of understanding about disabilities and lack of provision for accommodations. It is assumed that 
people with disabilities are incapable or less capable of contributing to society. Having a child with 
a disability is viewed as a failure from a social perspective and is looked upon as shameful for the 
entire immediate and extended family. Family members internalize that shame, as many parents 
do not want others to know that they have a child with a disability. Individuals with ASD or other 
cognitive or learning disabilities are often perceived as being lazy, slow, or socially inept, and, through 
the lens of certain religious and spiritual beliefs, perhaps even cursed or possessed. The general 
population’s lack of education and biases around such “hidden disabilities” are significant, particularly 
as compared to a greater tolerance of disabilities that are outwardly visible.10 

These cultural beliefs about disability are incompatible with the manner in which service providers in 
the United States work with families impacted by disabilities; as a standard, families are expected to 
take pride in their children and accept them for who they are. However, for some Haitian families, a 
disability is not something to be accepted, but rather a malady that hopefully will be cured through 
prayer and other indigenous healing practices.11 Thus, a dilemma can emerge: service providers try 
to teach the child how to adapt to and overcome the limitations of the disability, while the family can 
deny the reality of the disability and expend their energy trying to wishfully or otherwise “cure” their 
child. In addition, pride and desire for privacy, mingled with these feelings of shame and guilt, can 
often result in under- or inaccurate reporting of problems that might arise due to a child’s disability. 
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Though borne out of a desire to be extremely protective of family issues, it inevitably serves to 
further hinder the child’s ability to move forward in his or her life with a disability. 

Other aspects of Haitian culture impact the community’s response to disability. For example, lack of 
eye contact is very common in children with ASD, and establishing eye contact is often a suggested 
goal for the Individualized Education Program (IEP) of children with ASD. Yet, many Haitian children 
are taught that making direct eye contact with an adult is disrespectful and defiant.12 This is but one 
example of why evaluators and educators need to be aware of cultural norms when developing IEP 
goals for Haitian children with ASD. 

The history of dictatorship in Haiti further complicates parent-advocate interactions. Many Haitians 
suffered severe consequences for questioning or challenging authority. As a result, parents of 
children with ASD tend to accept whatever is told to them by professionals or school administrators 
about their child – even if they disagree – and generally do not seek alternate professional 
opinions.13 

Mrs. G had a daughter diagnosed with ASD at the age of three. At the time of diagnosis, she 
was told by her daughter’s doctor and teacher that her daughter would never speak. Mrs. G 
was confused upon hearing this information, as her daughter was only three, and she felt it 
was too early to make such a prediction. Mrs. G set aside her doubts, however, believing that 
her daughter’s providers knew best. 

Two years later, Mrs. G had a second child.  When this child began to speak, Mrs. G noticed 
that her daughter with ASD would try to mimic her younger sibling. Soon her daughter with 
ASD started speaking in short sentences. Mrs. G was amazed to see her daughter’s progress 
and proceeded to tell her teachers about it.  She then requested that her daughter receive 
speech services in school, but the school refused.  It was at this point that Mrs. G was referred 
to a MAC advocate. 

The advocate provided Mrs. G with information about ASD in a form that was easy to 
understand and accessible to her. The advocate then educated Mrs. G about her rights and 
what options she had in obtaining special education supports and services. After learning more 
about her daughter’s diagnosis, Mrs. G was disappointed to learn that she had initially been 
misinformed about her child’s prognosis, and that so much time had lapsed with her daughter 
receiving inadequate services. Through the advocate’s guidance and direction, Mrs. G was 
able to fight for the services that she now knew her daughter was entitled to receive. 

Finally, religion and spirituality play a paramount role in everyday Haitian life. When problems 
arise, prayers, consultation with spiritual leaders, or alternative medicines tend to be the first step 
in attempting a resolution.14 By the time those “solutions” have failed, there is frequently a significant 
lapse between the first signs of a disability and medical diagnosis. This is important to consider 
when working with a child with ASD, since earlier treatment is critically important to achieve 
better outcomes. 
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Discrimination 
America has an unfortunate history of both racism toward people of color and intolerance of 
immigrant groups that directly impact Haitians. Stereotypes of Haitians being “boat people,” 
refugees, infected with AIDS, “voodoo worshippers,” along with many other negative associations 
have penetrated the American consciousness. This has detrimentally affected how Haitians are 
perceived as a group, and perhaps even how they are treated in the medical and education systems. 
One must be fully aware and prepared to confront these untruths when navigating the system with a 
Haitian family.15 
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churches, and adult service agencies. Soon, our presence in the community was recognized by 
Haitian community leaders who were willing to help with additional outreach. 

MAC conducted workshops at HAPHI on a regular basis (and continued to refine and adapt our 
trainings, so that they were culturally sensitive and accessible, see training section pages 35-76), 
but this wasn’t enough to become interconnected. A more personal effort was required that was 
very rewarding, though time- and labor-intensive. The parents welcomed us to share dinners with 
them after the trainings, and we slowly got to know each other. Soon, we were invited to special 
events and other activities hosted by the parents of the support group. For example, we attended 
special Father’s Day events at the homes of some of the parents each year and were welcomed 
and honored at a Mother’s Day ceremony at a local church. 

We worked closely with the supervisor and social worker at HAPHI to plan all parent training and 
advocacy activities. They became a partner and an advisor in all aspects of our work, including 
case work with individual families, development of the workshop material, and strategizing for how 
to most effectively achieve results for the children. We incorporated their valuable feedback into 
our work. 

We were able to identify parent leaders within the group who worked with us to deliver workshops 
and to speak to the parents in the group about successes they experienced as they learned to 
advocate for their children. When families saw the positive outcomes of others in their community, 
they became more engaged and developed more trust. Parent leaders also volunteered 
to participate in a “parent-to-parent” program where they would provide valuable support, 
encouragement, and inspiration to other parents in need. These parent leaders demonstrated that 
“knowledge is power” and that parents needed to help each other to ultimately help their children. 
We also offered intensive training and tutoring to one parent leader with the use of an interpreter 
on very specific aspects of special education laws so that she could become a stronger support for 
these parents during their child’s special education process. 

Working with parents in the manner in which they are most familiar and comfortable was important 
to our success. At first, we met the parents requesting legal assistance at the HAHPI location they 
were accustomed to visiting. We utilized our Haitian consultant and HAPHI partners to contact 
parents, help schedule meetings, accompany parents to their children’s independent evaluations and 
school system IEP meetings, and explain situations and answer questions. But we often found that 
visiting the homes of Haitian families with children on the spectrum was a more fruitful manner to 
conduct our outreach and follow-up. Some parents faced additional barriers making it unfeasible for 
them to meet with us outside their home, for example, lack of transportation or childcare for young 
children. Visits to homes for outreach, intakes, and follow-up was one of the strategies that enabled 
us to reach and maintain relationships with the parents who needed our advocacy assistance. 

Based on the advice of our community partner, MAC later launched a small parent group for those 
interested in more intensive training, and this built even more cohesion and camaraderie within the 
group. A more intimate and trusting relationship developed between the parents and MAC staff. It 
is critical for advocates and attorneys to understand the barriers faced by Haitian parents of children 
with autism in order to develop practical strategies at each step of the advocacy process. 
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obstacle may be handled or resolved, the process must continue to march forward. The parent may 
need frequent reminders that even after agreements are made with the school district, parent follow-
up and compliance monitoring are essential. Again, the cultural reluctance to challenge authority 
presents a difficult barrier for Haitian parents to overcome. 

For children with autism, as with many other disabilities, independent evaluations are frequently 
essential to help determine necessary programs and services. However, accessing appropriate 
medical and therapeutic clinicians can be overwhelming, if not impossible, for many Haitian families. 
Haitian parents may require assistance throughout the independent evaluation process, not just the 
typical support of identifying the appropriate expert, but also help with making appointments, filling 
out forms, and generally facilitating parent/clinician meetings. Again, working in partnership with the 
aid of trusted Haitian Creole-speaking individuals/community partners who are knowledgeable about 
special education, disability issues, and the barriers that these parents face is essential to ensure that 
the child receives a thorough, independent evaluation where all areas of need are assessed. 

This process, from beginning to end, can be tedious and exhausting for attorneys, advocates, and 
parents. Typically, hospitals, private clinics, and evaluation centers send parents an information packet 
about the assessment process, detailing this multi-day undertaking. The initial information packet 
includes consent forms and/or insurance waivers to sign and lengthy complex questionnaires to 
complete. Many organizations will not schedule an appointment for the child until they receive the 
signed forms and required documentation. The evaluation itself can require an initial parent interview, 
and an additional parent feedback session may take place when the testing has been completed. 
The process requires parent follow-through at every step, and, as such, it is essential that the 
advocate or attorney, with the assistance of a community partner, carefully and continuously assess 
the level of support that the parent needs along the way. 

Advocacy 
Facilitating the advocacy process with this population is labor intensive. As a result of living under 
a dictatorship, Haitians find the concept of advocacy to be very unfamiliar culturally. Advocating 
necessitates asking questions and challenging individuals in leadership positions, something with 
which many Haitians do not initially feel comfortable. Additionally, the concept of “process,” a 
progression of activities aimed toward a specific purpose, can be unfamiliar as well. In Haitian 
culture, if there is a problem, one goes to the appropriate person or organization to fix it, not to 
hear about the process of fixing it, of all the steps involved to rectify a situation or come to the 
desired end result.18 However, advocating for children with disabilities in the United States is a 
multi-layered process that can take many years to complete. It requires planning, scheduling, and 
ensuring evaluations are conducted. The special education process has complicated timelines that 
must be monitored by parents and advocates and usually includes an array of meetings, where 
frequently, even after all of these steps, consensus isn’t met and the process can start all over again. 
It is important to make it clear and to remind parents frequently that advocating is indeed a lengthy 
complicated process, as they are likely to become discouraged before they see any results. 

Interpretation, translation, and support services are critical, though most low literacy and linguistic 
barriers not only necessitate interpretation, but also require accompanying explanation and patience. 
There is no direct translation in many situations because there are no Haitian Creole words for 
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concepts that do not exist in Haiti. For example there is no word or phrase that accurately defines 
and differentiates between various types of mental illnesses or of neurological or cognitive deficits, 
including those in the autism spectrum. These types of “hidden disabilities” tend to be generalized 
and grouped together without any way of discerning one from another. In addition, they also tend to 
be described with a negative connotation. This makes it increasingly challenging to work with Haitian 
families who have children on the spectrum, as there is no word in their native language that defines 
the nature of the diagnosis.19 As Haitian law does not provide special education, communication and 
understanding of these American protections may prove difficult.20 The structure and substance of 
in-depth legal policies and procedures must be explained with culturally relevant examples. Thus, 
providing an interpreter and/or having documents translated is not sufficient. The interpreter must 
comprehend the barriers these parents face and be familiar enough with special education law in 
order to determine if the client understands the complicated tasks at hand. 

The advocacy process with Haitian families can be complicated. Even a legal advocacy organization’s 
initial attempts to engage a client may be met with hesitation. For example, some families may not 
initially disclose their immigration status requiring sensitivity toward their situation. Frequently there 
are other important underlying concerns that the family may not reveal that ultimately could affect 
the case. For example, a parent may be reluctant to report their employment status or income 
because they are working at a job where their work is not documented, and they fear they will run 
the risk of losing their job or being reported. A family might also be nervous about working with a 
legal advocacy agency in America because of child discipline reasons. For example, in Haiti, physical 
discipline is a common form of punishment.21 It is a prevailing belief in the Haitian community that 
a child advocacy organization or state-run agency will immediately take away your child if it believes 
that the child is being inappropriately disciplined, or if the agency disagrees with your parenting style 
in any way.22 

At times, problems are not even discussed within a family or with members of the church. However, 
once a trusting relationship between advocates/attorneys and families is established, and as parents 
increase their knowledge about the special education system, families often convey an immense 
sense of gratitude and relief that is very rewarding. 
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Our efforts weren’t confined to trainings/workshops for parents. As project staff continued to develop 
culturally sensitive and participatory workshops, we also made sure to maintain a presence in the 
greater Haitian community. Gradually, parent involvement began to increase and trust developed. 
With the Autism Center’s intensive and sustained efforts over the years, parents in the Haitian 
community became willing to discuss and address issues related to their children’s autism. Our 
experience has demonstrated the time-consuming, labor-intensive, yet fundamentally rewarding 
nature of the work necessary to effectively reach these underserved families. 

Workshops 
This manual provides templates of parent workshops developed to increase knowledge of special 
education laws. The workshops were successful because strategies were employed to engage 
parents from the outset, utilizing icebreakers and activities often incorporating spirituality and cultural 
context, to increase parent participation and engagement. 

Icebreakers were developed to initiate each workshop in order to familiarize group members with 
the facilitator and to provide an opportunity for the parents to learn, share, and bond in an accepting, 
comfortable environment. They also introduced the topic of the day and/or reviewed prior workshop 
concepts. Some of the Icebreakers are specific to particular workshops while others can be used for 
any of the workshops. Parents previously absent from the conversation were now active participants, 
infused with enthusiasm. More importantly, we found that the icebreakers directly addressed and 
defused barriers that were hindering the parents from fully participating , e.g., hesitations linked 
to privacy and deference for authority figures, as well as feelings of shame, guilt, and pride. This 
resulted in an increased interest in the training, more active participation, a more cohesive group, 
and an open exchange of ideas and personal information. 

MAC’s Haitian-American consultant, who was both trained in group facilitation and experienced 
in working with the Haitian population, played a pivotal role. The consultant assisted MAC staff 
with revamping our presentations to make the information more accessible to Haitian parents. By 
developing culturally sensitive and relevant lesson plans that included interactive activities, we were 
able to actively engage parents. 

The workshop to address Parent Concerns was developed in response to parents’ many worries 
about their children’s progress and focused on skills necessary to clearly articulate their children’s 
primary needs resulting from autism to the IEP Team (e.g., concerns about their child’s safety, 
inability to communicate, lack of daily living skills, or inability to get a job). Massachusetts has a 
section in its IEP where parents can document all of their concerns (the Parent Concerns section). 
Though IEPs in other states may not have this specific section on the IEP form, it is still critically 
important for parents to learn how to articulate priority concerns which relate to the child’s need for 
special education services. Parent concerns can be incorporated into other sections of the IEP (such 
as “present levels of performance”) and orally communicated at IEP meetings. 
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The two-part Parent Training and Services series was developed because many parents were 
unaware that districts may be required to provide parent training and other home services through 
their child’s IEP, depending on their child’s special education needs. Many parents said that their 
children exhibited dangerous behaviors at home (e.g., bolting, self-injurious) and were without 
safety awareness, social skills, self-care, and communication skills. The parents did not know how 
to effectively communicate with their children to get desired outcomes nor could they handle 
behavioral concerns at home. These parents urgently needed parent training and, in some cases, 
direct home services for their children. Parents first needed to learn about the parameters of the 
school district’s obligation to provide parent training and other services in the home. Many parents 
associated ‘home services’ with caretaker services or respite instead of special educational services; 
these services were differentiated in the trainings. In the second part of this series, parents were also 
taught how to address the need for services in an IEP; most importantly, they needed to know that 
even if the services were verbally agreed upon at an IEP meeting, this agreement must be written in 
the IEP in order to hold school districts accountable for specific service agreements.23 

The Independent Evaluation workshop was prompted by parents’ belief that school district 
conclusions and recommendations were unchangeable. They assumed that district evaluators knew 
what was best for their children because they were educators in positions of authority. However, 
parents also knew that their children weren’t making progress and felt conflict between what they 
were told by school district officials and what they believed their children could accomplish. They 
did not know that they had the right to a second opinion in the form of an independent educational 
evaluation. MAC developed a highly interactive training to teach parents about their rights to an 
independent evaluation, emphasizing that the process for exercising this right was a lengthy one and 
required them to remain highly involved. 

The Barriers and Special Education workshop engaged parents in a discussion about the cultural and 
linguistic barriers they faced when attempting to navigate the special education system in the US. 
Project staff orchestrated special education-related role plays that demonstrated examples of unique 
barriers faced by Haitian parents and then engaged the group in an interactive discussion. Alternate 
ways of meeting children’s needs and overcoming barriers were developed by the group, making 
concepts concrete and accessible. 

The last training in this section, Autism Awareness Training and Outreach, was developed in 
order to help identify Haitian parents with children on the autism spectrum. Staff conducted this 
training for Haitian adult English Language Learner classes as a way not only to conduct outreach 
but also to raise autism awareness in the community. Particular focus was given to impressions 
and expectations of people with disabilities in Haiti and in the US, Haitian views about people with 
hidden disabilities such as autism, and the impact of special education laws in this country. 
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Ice Breakers 

(NOTE: Icebreakers can be adapted to meet the needs of specific parent groups and must take into 
consideration literacy level – always offer option of verbal participation.) 

1. Thank You Circle 
 Objectives: 

                
parents’ lives 

             

             

          

Materials Needed: 
None 

What to do: 
              
                   
entity or higher power in whom or in which you believe. 

                 
                  
thanks for having the opportunity to work with the group, and additionally for the existence and 
participation of the group. 

                
choose. 

EXAMPLE #1 
F= Facilitator / P= Participant 

F: Good afternoon, everyone, I would like to begin our training today with an activity we call an 
“icebreaker.” An icebreaker activity is a way for us to get to know each other a little before we 
begin working together. This icebreaker is called the “Thank You Circle.” Could everyone please 
get into a circle and hold hands? 

(after everyone follows these directions and settles into the circle, the facilitator continues…) 

F: Thank you, everyone. Now this activity requires everyone to stay silent while another person 
speaks. The purpose of this activity is to give thanks to God, or whatever higher power or 
entity in which or in whom you might believe, and share these sentiments with the group. This 
can relate to anything that is happening in your life, big or small, happy or sad. Everyone is 
encouraged to participate, but nobody should feel like they are required to do so. I will begin, 
but first, could everyone please close their eyes? 
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(wait for a few seconds of silence to pass) 

F: I would like to thank God for the existence of this group, and for the opportunity for me to be 
here and share with everyone. I would also like to ask God to help everyone feel comfortable 
and to arrive at the group with open minds and open hearts. 

F: Anyone should feel free to jump in whenever they would like. 

P1: I am thankful for being able to make it here despite the fact that I was not feeling well 
this morning. 

P2: I am thankful for the fact that my son ate all of his breakfast this morning independently. 

P3: I am thankful for my daughter getting a good report card. 

(after everyone has had an opportunity to share, the facilitator will close the activity…) 

F: Thank you, everyone, for your openness and honesty. We are now going to return to our seats 
to start the second part of our training; still, let’s try to continue to keep our hearts and minds 
open for the rest of our time here together. 

Question: What if no one volunteers to speak after the facilitator speaks? 

When you find yourself in a situation where no one is participating, the facilitator can use an example 
to which everyone can relate, thereby making everyone feel more connected. The facilitator may also 
acknowledge that people in the group have sentiments they are not ready to share with the rest of 
the group, and close with a general “thank you” encompassing all sentiments spoken and unspoken. 
Using humor can also help in this situation. 

EXAMPLE #2 
F: I would like to thank God for the existence of this group, and for the opportunity for me to be 

here and share with everyone. I would also like to ask God to help everyone feel comfortable 
and to arrive at the group with open minds and open hearts. 

(there is a long pause and no one is offering to speak) 

F: Lord, I am also thankful for you bringing everyone here safely. I know that everyone here has 
busy lives and definitely could be doing something else during this time, but instead you all 
chose to be here… who here can relate to having a busy life? 

P1: I sure can! I was in such a hurry this afternoon that I almost forgot my driver’s license… 

F: So maybe you might have something you are thankful for, like maybe the fact that you have 
a warm car you can drive during these cold winter days. We seem to have at least one or two 
of them around these parts. Does anyone else here have any other ideas of what they are 
thankful for? 
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2. Sharing Memories 
Objectives: 

                 
and how this impacts them 

              

             

        

Materials Needed: 
None 

What to do: 
       

                  
autism diagnosis. 

                   
a child with ASD or any other diagnosis, or does not have a child at all, he or she can share a 
childhood memory or a friend’s story. 

                

EXAMPLE 
F= Facilitator / P= Participant 

F: Today we are going to start off the training with a small activity that will require everyone to 
share a little about themselves with the group. Those who do not want to participate can just 
listen. I would like to go around the group and ask each person to recount the memory of 
how you learned of your child’s ASD diagnosis. Please remember that everything we say in 
this group is kept confidential. I personally do not have any children, let alone any children 
diagnosed with ASD, but I can imagine what the experience might be like, based on what 
other parents have shared with me. I think that if I had been told that my child had autism, I 
would probably be very confused at first. I wouldn’t have known what it meant, and I would 
most likely be very scared. Once I recovered from the immediate shock, I’d start asking 
questions. I would want to know if this meant that my child would be physically sick or if they 
would suffer all their lives. I’d want to know if there was a cure. I’d also really need to know 
how it happened and whether it was somehow my fault. I really think that there would be so 
much going on in my head that I wouldn’t know what to do or where to begin. Am I way off 
base, or does this resonate with anyone else in this room? 

P: Yes, when Sam was diagnosed I felt… 

(The facilitator will close the icebreaker by thanking everyone for sharing and reviewing some of 
the ideas and stories that people shared in common) 
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3. One Positive Thing 
Objectives: 

             

                   
their children, rather than only the challenges 

           

        

                
similar 

Materials Needed: 
None 

What to do: 
                

                 

                 
refrained from performing. 

                

                   
a child with ASD or any other diagnosis, or does not have a child at all, he or she can share a 
childhood memory or a friend’s story. 

EXAMPLE 
F= Facilitator / P= Participant 

F: Good morning, everyone. Today we are going to start off our workshop by challenging 
everyone to think about their child in a different light. What is the one thing that all of our 
children have in common? 

P1: They all have autism. 

F: That’s right -- they all have been diagnosed with autism. We’ve spent a lot of time talking 
about IEPs and special education law, about your concerns and frustrations, and just generally 
about the difficulties that our children are facing in the schools; it goes without saying that all 
of this is very important, but we haven’t yet talked about the strengths of our children, which 
deserve just as much focus and attention. From the time that your child received his or her 
diagnosis, I am sure that you have participated in conversation after conversation about what 
your child cannot do. While it is necessary to know the extent of the difficulties that your son or 
daughter faces, it is not easy and it can be heartbreaking. That is why having the opportunity 
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to talk about your child’s strengths is equally necessary. Every accomplishment, small or large, 
matters. So for this activity, I would like each person to share with us one positive thing that 
your child did this week. Some examples may include something your child learned or said, 
or an action your child performed or refrained from performing. I will start. On Monday, my 
daughter said “thank you” to me after I served her breakfast. 

P2: That actually reminds me of something my daughter did this week. Normally during 
breakfast she will only eat pancakes, but she actually tried cereal and eggs this week. 

P3: My son shook my friend’s hand when I introduced her to him. 

P4: My son finally learned how to tell me when he needs the bathroom. 

P5: My son played nicely with his brother on Friday. 

F: (closing) Thank you everyone for participating and for your honesty. I know that having a 
child on the spectrum can be extremely challenging. However, in the midst of those 
challenging moments, it is important to remember the positive things that are happening 
in our children’s lives. 

(The facilitator will close the icebreaker by thanking everyone for sharing and reviewing some of 
the ideas and stories that people shared in common) 
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4. Role Play: Autism and Social Skills 
Objectives: 

     

              

             

          

Materials Needed: 
   

     

What to do: 
                  
is conversing in a social scenario. 

                
verbal and non-verbal, such as body language, facial expressions, tone of voice or augmentative 
and alternative communication). 

                   
commonly have. 

          

               
used and discuss some of the social difficulties exhibited in the scenarios. 

EXAMPLE 
Sally, who is diagnosed with Asperger’s Syndrome, sits next to George in the school cafeteria. George 
makes a facial expression that indicates that he is not happy that Sally has chosen the seat right next 
to him. 

S= Sally / G= George 

G: (in a feeble voice, while rolling his eyes) Hi, Sally. 

S: Hi, George, what did you get for lunch today? (Sally leans over closely to look at George’s 
lunch tray) 

G: I just got a hot dog and some juice. 

S: It’s not right that they never have any healthy options for lunch here. Did you know that over 
80% of high school students are obese? This is a tragedy. 

G: Ummmm….Sure…. 
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S: I mean last week I tried to get something healthy and so I bought a salad, but when I opened 
it, it was all wilted and rotten… I was so mad that I wrote a letter to the board of education. 
This school should be written up for harming its students. Did you know that if we do ever 
get written up there is a chance that the school could get shut down for making all of our 
students overweight and sick? This would actually be helpful because this food is horrible. The 
fruits here are mostly rotten and expired. You should be upset about the food situation here.. 

G: It really doesn’t bother me (George is leaning away from Sally and looking around the 
cafeteria) 

S: Well, I guess it probably wouldn’t bother someone like you because you obviously like junk 
food…judging from what you chose to eat today…hotdogs are bad for you… 

G: (speaking in an aggravated tone) I actually like hotdogs. I need to get going. I am going to be 
late for class. 

S: You still have 7 minutes before class starts. Hotdogs should be taken off of the school lunch 
menu. Hot dogs are made of several ingredients that can cause harm in lab rats, not to 
mention humans. 

G: (speaking while gathering his belongings and leaving the table) I really have to get going. See 
you later. 

Facilitator process with the group – 

                 
expression, tone of voice) 

                
sitting too close to George and his lunch, that he is uninterested in the topic of discussion, he 
doesn’t want to be seen with Sally, seems embarrassed and offended, and when he gets up to 
leave Sally keeps talking, not picking up that George wants to end their interaction.) 
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The next 3 icebreakers are used for reviewing material from the previous training. 

5. Pre-training Ice Breaker (specific for Parent Training and 
Services workshop) 
Objectives: 

         

               

                
that group members’ children possess 

Materials Needed: 
        

                  

             

What to do: 
                   

                
including, social, communication, self-help (daily living skills), and safety. Parents should recognize 
that these are needs that children with autism can identify and learn about. 

              

                 
one of the three areas, though they should not identify which area 

                 
example is from the social, self-help, or safety category 

              

           

Note: Members may not take an incentive item unless the example given accurately corresponds 
to one of the three categories. 

EXAMPLE 
F= Facilitator / P= Participant 

P1: My child washes his hands before meals without being asked or reminded. 
P2: (guessing skill category) Self- help! 
P3: (guessing skill category) Self- help! 
P4: (guessing skill category) Self- help! 
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F: Those of you who guessed “self-help,” you are correct! You may take an item from the bowl 
labeled “self-help.” 

P2: My child looks both ways when crossing the street 
P3: (guessing skill category) Safety! 
P4: (guessing skill category) Social! 
P1: (guessing skill category) Safety! 

F: Those of you who guessed “safety,” you are correct! You may take an item from the bowl 
labeled “safety.” Can somebody who guessed correctly explain why this is a safety issue? (If 
nobody volunteers, Facilitator explains). 
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6. General Lesson Review I (specific for Parent Training and 
Services workshop) 
Objectives: 

      Parent Training and Services, Part 1 (i.e., skill and 
Personal Care Assistant (PCA)24 assistance), see training section, page 48. 

               
training 

          

    

Materials Needed: 
   

                 
candy) 

        skill or PCA assistance 

What to do: 
                 

                  
card and instruct them to raise their hand if they know the answer.. 

       

             

(Ask 3-4 questions maximum, depending on the size of the group) 

                

EXAMPLE 
F= Facilitator / P= Participant 

F: (reading from card) Someone washing your child’s hair 
P1: PCA 

F: (reading from card) Someone teaching your child how to cross the street safely 
P2, P3: skill 

F: P1, 2, and 3 can take an incentive item from the bowl 

(The facilitator will close the icebreaker by thanking everyone for participating and introduce and 
move on to the training topic.) 

  

 

 

  

   

   

   

  

  

 The MAC Training Blueprint Ice Breakers  



33 School Success for Haitian Children with Autism

7. General Lesson Review II (specific for How to Include Services in an IEP 
Service Delivery Section workshop) 
Objectives: 

    

               
previous training 

          

    

Materials Needed: 
                 
candy) 

          

     

           

     

       

What to do: 
                    
to whatever information needs to be reviewed; these questions would typically be about the 
information that was covered during the last meeting. 

                 
numbered. This can be done ahead of time. 

                
written. Place strips of numbered papers in empty bag or hat. 

                 
collectively by the team. 

                    
then read the question that corresponds with the number that was drawn. 

                  
member gets an incentive item. 

                  
take the incentive item. 
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EXAMPLES 
                
teaching your child any skills that apply to home and community. T or F (answer: F) 

                

A. during an IEP meeting 

B. in the beginning of the school year 

C. a parent has the right to request an IEP meeting at any time 

D. right before summer break 

           

(possible answer) The purpose of the service delivery grid is to document services, location, 
provider, and frequency and duration of services to be sure the school district provides what is 
needed. 

(The facilitator will close the icebreaker by thanking everyone for participating and introduce and 
move on to the training topic.) 

    

    

    

    

    

   

 The MAC Training Blueprint Ice Breakers  



35 School Success for Haitian Children with Autism

Workshops 

(All activities must take into consideration literacy level – always offer option of verbal participation.) 

1. Barriers to Special Education 
The Barriers and Special Education workshop engaged parents in a discussion about the cultural and 
linguistic barriers they faced when attempting to navigate the special education system in the US. 
Project staff orchestrated special education-related role plays that demonstrated examples of unique 
barriers faced by Haitian parents and then engaged the group in an interactive discussion. Alternate 
ways of meeting children’s needs and overcoming barriers were developed by the group, making 
concepts concrete and accessible. 

Objectives 
                
process of their child(ren) with a disability. 

           
           

Materials 
           
   

Skits for role plays (to read from) 

Dry erase board and markers (or black board, poster paper, etc.) 

Prepared list of major barriers 

Procedures 
         
  
Tell the group that you understand there are many barriers for Haitians in this country. You’ve 
learned a great deal about the many obstacles they face. You would like to learn more about the 
barriers that have prevented group members from being fully involved in the educational process 
of their children with disabilities. 

For the group discussion, define barrier: 

Barrier: an obstacle that gets in the way of a person accomplishing a certain goal. For example, 
not having your child’s evaluation results or lack of translation for a team meeting can prevent 
you from fully participating in the meeting. 

Ask group members to share with the group the barriers that they experience. Have a prepared list 
available. This list can be consulted if no one readily participates or to get the process going. The 
facilitator can read a barrier from the list and ask the group if they’ve ever experienced this issue. For 
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Language 

- Work/job 

- Lack of childcare 

- Discipline differences 

For example, spanking, child kneeling in 
a corner for long lengths of time. In the 
Haitian culture it is socially accepted for all 
adults to have the authority to discipline 
any child, even if the child is not their own. 
These means of correcting inappropriate 
behavior are also commonly used in 
schools. Additionally, for Haitians, the 
process of discipline tends to be focused 
on the child’s deficits, and what the child 
is doing wrong. 

Write each barrier that group members share on the dry erase board or its equivalent. Ask group 
members to give an example of the barriers that they list. 

Below is the list that was generated by Haitian parents at a previous training:

 List of Barriers from Parent Group Discussion 
- Limited access to technology 

- Respect (teachers and parents – expectations 
are different in this country) 

- Self-advocacy 

- Complicated system 

- Privacy 

- Disagreement with school system 

- Poverty 

- Discrimination (this was a big one) 

- Pride (e.g., even if a parent doesn’t 
understand something, they say that they do 
anyway when asked) 

- Special education system is complex and 
confusing 

 Prepared List of Major Barriers 
- Privacy/ legal issues/ not wanting to air out 
dirty laundry 

- Literacy 

- Language 

- System too complicated 

- Self-advocacy/ fear of authority figures 

- Lack of time, or having a job 

Tell group members that you are going to do some role playing of situations related to their 
child’s IEP meeting and that when you are done, you’ll be asking parents to identify which 
barrier(s) are depicted in the role-playing scenarios. 

Each skit requires two or three volunteers to play the roles involved. 

Describe the setting for each skit. Do not tell parents which barriers are being depicted, as this 
will be discussed at the end of the skit. 

- Shame around having a child with a disability 

- Not understanding or having misinformation 
about what a disability is 

- The way that Haitian parents raise their 
children does not parallel the way American 
children are raised (the school might 
discipline a child differently than the family 
does, as a result there is no consistency). 
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SKIT 1 
 Setting: everyone meeting at the beginning of an IEP meeting 

 Roles to be played: school district employee, parent, and security guard 

 Barriers: privacy concerns, issues with authority figures or self-advocacy, and language barriers 

School District 
Employee 

Hello, Ms. Lacombe. It’s great to finally meet you. 

Parent Thank you, it’s nice to meet you, too. 

School District 
Employee 

I know that you had requested an interpreter, and it just so happens 
that we are lucky enough to have our security guard, Mr. Joseph, who is 
also Haitian, translating for us today. 

Parent (reluctantly) Okay. 

Then a 3rd party (the Security Guard) walks in. 
Security Guard (to the parent) “Oh my goodness, Christine Lacombe, it’s you! 

I didn’t know your daughter went to this school!” 

End of skit

 PARENT INPUT 
Identified barriers: privacy concerns, issues with authority figures or self-advocacy, and 
language barriers 

Solutions: before the meeting, request a professional interpreter (not a school employee) 

 

  

 

 The MAC Training Blueprint Workshops  

37 School Success for Haitian Children with Autism



38 A Parent Training Manual to Overcome Cultural, Language and Other Barriers / 2013

SKIT 2 
 Setting: telephone conversation, school district employee calls parent to set up IEP meeting. 

 Roles to be played: school district employee and parent 

 Barriers: lack of time, self-advocacy, and complicated system 

School District 
Employee 

Hello, may I speak with Ms. Baptiste, please? 

Parent Yes, this is Ms. Baptiste. 

School District 
Employee 

Hello, my name is Elizabeth Carter and I am the IEP Coordinator at your 
son’s school. Did I catch you at a bad time? 

Parent Well… I guess I have a minute. This is actually my cell phone and you are 
calling me at work. 

School District 
Employee 

I have actually left you several messages at home but I haven’t been able 
to reach you. 

Parent Yes, I think I have heard a couple of those messages but by the time I get 
home from work, it’s too late to call you back. 

School District 
Employee 

Well, maybe it might be easier if I email you. What’s your email address? 

Parent I don’t have an email address 

School District 
Employee 

(in an impatient voice) Well, what would be the best way to reach you? 

Parent (in a reluctant voice) I guess on my cell phone. 

School District 
Employee 

Well, since you said you were busy, I’ll make this quick. I just wanted to set 
up a time for your son’s IEP meeting. How about Thursday, October 5, at 
10 00 AM? 

Parent Excuse me, what type of meeting is this? 

School District 
Employee 

Your son’s IEP meeting. 

Parent IEP? What will the meeting be about? 

School District 
Employee 

IEP is his individual educational plan. In this meeting we will be deciding 
what classes he will be taking next year; and it will also give you an 
opportunity to meet his teachers. 

Parent (sounding a little confused) What time is this meeting again? 

School District 
Employee 

10 AM on October 5. 
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Parent 10:00 doesn’t work for me because I have to work. 

School District Well, is it possible for you to go in late or take some time off? 
Employee 
Parent That will be very difficult because I have already requested some time off 

to make my other children’s doctor’s appointments. 

School District Well, would you like to pick another day? 
Employee 
Parent (reluctant voice) I am not sure how this is going to work… is it possible to 

schedule this meeting in a month or so, when all of my children’s doctor’s 
appointments are over? 

School District Normally our IEP meetings are done on an annual basis during the same 
Employee time of year, so we would hate to throw off the schedule. Well, anyway, 

according to his records, your son is doing very well, so there really isn’t a 
pressing need for you to be there. We can have the meeting without you 
and then fill you in on what happened afterwards. How does that sound 
to you? 

Parent (in a reluctant voice) I guess that’s okay… 

School District In a couple of months you will have an opportunity to meet his teachers 
Employee at the parent/ teacher conference anyway, so I think everything should be 

all set. I am going to send you some forms that you have to send back 
to me. They are just some papers you have to sign saying that you will 
not be able to make it to the meeting and that you agree to your son’s 
schedule changes for the year. Can I fax these forms to you so that we 
can have them back ASAP? 

Parent (sounding confused) Fax?? 

School District Or I can just send them home with your son? 
Employee 
Parent No, please don’t do that; sometimes he loses things that are in his book 

bag. 

School District Then I’ll just mail them to you, but please make sure we get them back 
Employee right away. 

Parent Okay, thanks. Good bye 

End of skit 
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 PARENT INPUT 
Identified barriers: no time, work, complicated system, technology 
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SKIT 3 
 Setting: IEP meeting, school district employee presenting many papers to parent 

 Roles to be played: school district employee and parent (other school district employees are 
present) 

 Barriers: authority issues/self-advocacy, literacy, shame, complicated system 

School District 
Employee 

Welcome, everyone. We are all here to talk about the results of James 
Francois’s testing, and to figure out what would be the most appropriate 
next steps. Present, we have Pamela Dumova, our consulting psychiatrist, 
Jim McCarthy, the school psychologist, Jill Arnold, the school Social Worker, 
Diane Smith, the school nurse, Judi Eisenberg, our Behavioral Specialist, 
James’s teachers; oh and, of course, his PT, OT, and Speech Therapist. 

First, we will discuss the results of James’s testing on the Wechsler, his 
neuro-psych eval, and how he did on concrete vs. abstract thinking. Any 
questions, Ms. Francois? 

Parent (looking confused) No…. 

School District 
Employee 

As shown on page 3, the results of the testing show that even though 
James is 14 years old, he is reading at a 3rd grade level and doing 
math at a 4th grade level. He also is a concrete thinker and has difficulty 
understanding abstract ideas. Are you seeing any of this at home, 
Ms. Francois? 

Parent (reluctantly) No, not really… 

School District 
Employee 

We are also seeing some oppositional behavior in James. When he is 
frustrated, he kicks and screams and will not listen to his teachers. I am 
curious to know if you are also seeing some of this behavior at home? 

Parent Well he usually listens to me and when he doesn’t, he is punished. 

School District 
Employee 

How do you normally punish him? 

Parent (reluctantly) Well…I can’t think of anything right now… 

School District 
Employee 

We have found that one way to work with James when he is upset is to 
give him options. 

Parent What do you mean by that? 

School District 
Employee 

For example, if he refuses to eat a sandwich for lunch, rather than make 
him eat a sandwich, we give him an option for one other food. 
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Parent You mean that I should basically give into his demands and accept his 
behavior? If I did that he would never listen to anything I ever told him 
to do. I am his mother and he should listen to me without any questions 
asked. 

School District 
Employee 

Well, given everyone’s input and the results of his test, I would say that 
James has a learning disability and he is probably also on the Autism 
Spectrum, though we would need more testing to truly determine that. 

Parent Disabled! What do you mean by that?? My son is not disabled; he just 
needs extra help at school. 

School District 
Employee 

Well, Ms. Francois, with this diagnosis we will be able to give him the extra 
help he needs. 

Parent Diagnosis? What do you mean by that? My son is not sick! 

School District 
Employee 

We are not saying he is sick, we are just trying to help him out in the best 
way possible. Unfortunately, the bell is about to ring and this meeting will 
almost be over. Ms. Francois, if you sign these forms we can give James 
extra help and services. We can’t give him the extra help until you sign so 
he’ll be without services until then. It’s your choice. 

Parent Just show me where to sign… 

End of skit 

 PARENT INPUT 
Barriers: complicated system, pride, discipline differences 

Parent didn’t seem interested in helping her child 

Parent didn’t understand the word “disability” and what was going on 

Parent was not comfortable asking about things with everyone at the table–too complicated 

Parent didn’t understand what was going on in IEP 

Parent didn’t know what any of the terms were 

Parent was generally embarrassed 

Get group feedback and answer questions 
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2. IEP: Parent Concerns 

The workshop to address Parent Concerns was developed in response to parents’ many worries 
about their children’s progress and focused on skills necessary to clearly articulate their children’s 
primary needs resulting from autism to the IEP Team (e.g., concerns about their child’s safety, 
inability to communicate, lack of daily living skills, or ability to get a job.). Massachusetts has a section 
in the IEP where parents can document all of their concerns (the Parent Concerns section). Though 
IEPs in other states may not have this specific section on the IEP form, it is still critically important 
for parents to learn how to articulate priority concerns which relate to the child’s need for special 
education services. Parent concerns can be incorporated into other section of the IEP (such as 
“present levels of performance”) and orally communicated at IEP meetings. 

Objectives 
               
concerns about their child’s education. 

                  
section (academic, social, emotional, safety, etc.). 

               

Materials 
         

  

                
material should be translated to) 

       

Procedures 
              

  

Explain the parent concerns section of the IEP. This is the part of the IEP where parents 
document their concerns. In Massachusetts this section is for parent input only. Parents can 
write whatever they want in this section, for example, the concerns can be academic, social, and 
emotional. While indicating concerns in this section does not necessarily mean that your child will 
receive services to address these concerns in the IEP, this documentation gives the school district 
notice that you have specific worries. While some states do not have this specific IEP section, 
when developing a student’s IEP, school districts must ensure that there is parent participation 
and must consider this input about special education concerns. 
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Activity 
         

                     
refer to, but they will not be writing on it until later in the exercise 

       

          

              
places, etc. 

            

                
for group to see 

                 

                
put in the parent concerns section. 

                   
don’t have to be just academic but can also be about functional skills. 

Get group feedback and answer questions. 
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Examples of Parent Concerns 
Because of cultural norms already discussed, group members may not readily participate. Help this 
process by giving them examples from the non-exhaustive list of Parent Concerns list below. Ask 
them if they have any of these or similar concerns. 

Academic 
Can’t read or write 
Can’t add or subtract numbers, can’t do math 

Social 
No friends 
Can’t start conversations with others 
Can’t keep conversation going once started 
Doesn’t know how to share 
Is picked on or made fun of, bullied 

Behavior – in school, home, community 
(church, grocery store, neighborhood) 

Hits 
Kicks 
Bites 
Screams 
Swears 
Scratches 
Takes off clothes 
Pulls hair 
Head banging 
Inappropriate touching 
Can’t stay seated in the car or bus 
Doesn’t sleep at night 
Transitions 

Communication 
Doesn’t talk 
Has no way to communicate 
I can’t communicate with my child 
Talks with memorized phrases, but not interacting 

Safety 
Runs away or bolts 
Escapes from home or school 
Is not safe around home items like the stove or knives 
Does not know how to safely cross the street 

Emotional 
Nervous all of the time 
Sad – cries a lot 
Doesn’t feel good about him or herself (no self-confidence) 

Sensory 
No tolerance for sounds – for example: beeping, buzzing, 
alarms, sirens, barking, crying, other noises 
No tolerance for lights 
No tolerance for the way things feel – for example, scratchy 
clothing, tags on the back of shirts/pants, sticky hands or 
face, the way food feels in the mouth 

Transition (Vocational) 
What is my child going to do after High School? 
Transition assessment 
Will my child be able to go to college? 
Will my child have a job? 
What are my child’s interests? 
Where will they live and work? 
How do I work effectively with the school on a transition 
assessment and services - they are telling me that they have 
made the referral to determine the need for adult services 
and supports for when my child leaves high school but 
I’m worried about my child being prepared before he/she 
leaves high school. 
Travel training 
How do we work with our child to write a vision statement 
that includes our child’s voice, dreams and vision? 

Independence 
Activities of Daily Living (ADLs) 
Stranger danger/safety in the community 
Does not dress by themselves 
Does not shower, comb hair, brush teeth etc. 
Is not fully toilet trained 
Can’t participate independently in the community 
(store, church) 
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3. Special Education Parent Training and Services, part 1 
The two-part Parent Training and Services series was developed because many parents were 
unaware that districts may be required to provide parent training and other home services through 
their child’s IEP, depending on their child’s special education needs. Many parents said that their 
children exhibited dangerous behaviors at home (e.g., bolting, self-injurious) and were without 
safety awareness, social skills, self-care, and communication skills. The parents did not know how 
to effectively communicate with their children to get desired outcomes nor could they handle 
behavioral concerns at home. These parents urgently needed parent training and, in some cases, 
direct home services for their children. Parents first needed to learn about the parameters of the 
school district’s obligation to provide parent training and other services in the home. Many parents 
associated ‘home services’ with caretaker services or respite instead of special educational services. 
We realized that initially it was first important for parents to be able to differentiate these services, 
which was a focus of the initial workshop. In the second part of this series, parents were also taught 
how to address the need for services in an IEP; most importantly, they needed to know that even if 
the services were verbally agreed upon at an IEP meeting, this agreement must be written in the IEP 
in order to hold school districts accountable. 

Objectives 
            
from autism and their need for Personal Care Attendant (PCA)/respite services 

                
to develop social, safety and self-help/daily living skills 

Materials 
   

3 bowls – each a different color if possible (Each bowls is for a different skill category: social, 
self-help, safety) 

Snacks (or other food or non-food item) to put in the bowls (e.g., small individually wrapped 
candy) 

Put snacks/incentive items in each of the 3 bowls 

Each of the 3 bowls is for a different skill category: social, self-help, safety 

  
Index cards – A skill or PCA task is written on each card (refer to learned skills and PCA lists, 
which are attached) 

2 bells 

2 small dry erase boards (or 1 large board divided into 2 sections): One board/section will 
be used as a score board, and the other should have the two categories (“Learned Skill” and 
“PCA assistance”) written on it 

Write examples from card on the white board under appropriate category 
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Keep score: team 1 and team 2 

Poster board: write definition of a learned skill (for the purposes of this training) 

Learned Skills list (attached) 

PCA* Activity list (attached) 

*The occupation of attending to the physical needs of people who are disabled or otherwise 
unable to take care of themselves, including tasks such as bathing, management of bodily 
functions, and cooking. www.medical-dictionary.thefreedictionary.com 

Procedures 
       

  

What are special education parent training and services? 

We will talk about home/parent training services and give examples. We will also talk about how to 
include them in your child’s IEP and the specific service options available based on individual need. 
Home services are usually needed to teach a child a new skill or to help generalize already learned 
skills. To generalize means to be able to do a skill in more than one environment. Skills are usually 
taught/reinforced using a specific teaching methodology (e.g., Applied Behavior Analysis or ABA). 
This is a direct service to the child. Home services can include parent training where a parent gets 
trained how to teach the child a new skill. 

School districts must be responsive to a child’s needs resulting from a disability; this includes social 
and emotional needs as well as academics. The goal of education is to help the child learn the skills 
necessary to work and live in society, including those essential to obtaining employment. A child 
with autism may have needs that go beyond the school day outside of the classroom and may need 
services in these other environments. 

When home services to work with your child directly are in the IEP, the parent usually is required to 
be at home when those services are being provided. Individuals that come to work with you or your 
child are not there to babysit or provide respite. They do not help with daily routines such as bathing 
or feeding unless teaching your child skills in these areas. However, activities of daily living (ADLs) 
may be addressed in order to teach a child a skill (service is not care taking) or to learn a routine 
(e.g., morning routine - getting ready for school). Safety skills (crossing the street, avoiding dangerous 
objects, etc.) can also be taught in the home and in the community. 

The team determines if there is a need for home services. You are part of this team. 

Think back to your parent concerns discussed earlier. To help show that there is a need for a home 
service to address specific areas of necessity; you must first state these concerns. It is helpful to have 
an evaluator (teacher, psychologist, doctor, etc.) provide written recommendations for home services 
in a report that the school district will read. Specific evaluations will be needed to support the need 
for services. 
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do that is developed through teaching, training, or experience. Developing skills can help a student 
be more independent at home, at school, in the community, and at work. 

Activity 
    

                
aloud to the group. 

               
child’s teeth for them (PCA). 

                  
to ring the bell gets to answer first), be called upon, and state if the card read is a learned skill 
or a PCA assistance; if the team is correct, they get to select an incentive item, but if the team is 
incorrect, the other team gets an opportunity to answer the question and win the prize. 

                
activities are identified, write them under the appropriate category. 

          

            

Get group feedback and answer questions. 
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4. Special Education Parent Training and Services, part 2 
Direct Services to Child and Parent Training 

Objectives 
               
training 

               
education service options 

Materials 
   

Index cards – A skill or PCA* task is written on each card 

Snacks (or other food or non-food item) to put in the bowls (e.g., small individually wrapped 
candy) 

Bowl or container for snacks 

   

Poster-sized parent concerns page of the IEP – preferably with parent concerns of the group 
written in from previous “Parent Concerns” training. 

Blank parent concerns page 

*The occupation of attending to the physical needs of people who are disabled or otherwise 
unable to take care of themselves, including tasks such as bathing, management of bodily 
functions, and cooking. www.medical-dictionary.thefreedictionary.com 

Procedures 
   

Brief review of learned skills and PCA assistance 

Read card- 3-4 questions maximum 

Pick participants to answer if stated activity is a learned skill or PCA assistance. 

If participant gets answer correct, they can choose a snack. 

EXAMPLE 

Question: Someone washing your child’s hair Answer: PCA 

Question: Someone teaching your child how to cross the street safely Answer: learned skill 
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Direct and indirect services 
When referring to home training services provided by the school district, this can mean that 
someone provides direct services to your child or it can mean that someone will teach you how 
to help your child. Each school district can have a different title for the person who would come 
to your home. “Home Trainer” or “ABA provider” are two examples of titles. A home trainer can 
work with your child to teach him/her a certain skill, such as how to take turns or cross the street 
safely and then provides training to you so that you can continue to teach the skill in the same. 

While we talk about this, think about the concerns you have for your child: 

                     
while ago where the group brainstormed a lot of different parent concerns. We wrote them on 
this big parent concerns page (refer to poster-sized parent concerns page of the IEP). 

2. I’m going to pass out a blank parent concern page – looking at this big list of concerns, write 
down or just think about any that you share, or think of new ones that aren’t listed here. 

3. As I read these concerns off, raise your hand as you hear one that you can identify with. 

  

Affix poster-sized parent concerns page to wall 

Pass out blank parent concern page 

Parents think about their own concerns – can write down on blank page 

Read concerns from poster-sized parent concern page (from previous Parent Concerns 
training, if this training has not been done, facilitator should prepare this in advance) 

Participants raise hand if they have the concern that is read aloud 

Direct Special Education Service to Child in the Home 
The methods for teaching your child that are the most successful are the ones that are specific to 
how your child learns. The goal is to identify some areas of concern in the home/community or 
issues of generalizing school to home skills. Generalizing means the ability to demonstrate a skill 
learned in one environment, such as school, in another environment such as in the home. Once 
the special education team determines the areas of concern, the home trainer will develop a plan 
to teach skills to the child that will address the issue. 

EXAMPLES 

Concern: ”my child runs across the street without looking for oncoming cars” 

Response: the home trainer will work with your child to understand and use safety precautions 
when crossing the street 
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Concern: “my child cannot stay on task when doing his homework” 

Response: the home trainer can develop a plan that teaches your child to stay on task. 

Concern: “my child does not know how to use the communication device” 

Response: the home trainer can work with your child to help master the device and help you 
understand how it is used. 

Special Education Home Parent Training 
The goal of home/parent training is to teach a parent some skills so that he or she can work 
with and potentially help the child learn. 

Sometimes programs are not successful at first and changes have to be made. A skilled home 
trainer, or one supervised by someone with expertise, can ensure that this happens. 

A child with ASD has a better chance of making progress when family members reinforce the skills 
that they learn at school and home, as this offers consistency and less confusion. 

Some strategies that can be taught to parents by the home trainer: 

1. how to reinforce desirable behavior (ex. when a child sits in a chair for a certain amount of 
time, this desired behavior is rewarded – rewards are determined by assessing child’s likes/ 
interests) 

2. how to ignore undesirable behavior (a home trainer helps parents to define what an 
undesirable behavior is in a given situation) 

3. how to redirect a child 

4. what to do when a child has a tantrum 

5. how to tell when a child needs a sensory break 

6. activities to do with a child during sensory breaks or to reinforce skills 

7. how to support a child’s ability to communicate (e.g., communication systems and/or devices) 

Get group feedback and answer questions. 
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5. How to Include Services in an IEP 
Objectives 

               
of the IEP using special education parent training and services as an example. 

Materials 
        

  

Blank IEP service delivery page 

Blank IEP 

  

Index cards with skill or PCA task is written on each card (refer to skills and PCA training) 

Dry erase board 

Dry erase markers 

Dry erase board eraser or something to clean off board 

Incentive items 

Procedures 
          

  

Review questions for Home Service Training parts 1 and 2: 

               
district to come to your home to either teach you , your child, or both of you a skill). 

A Home Trainer can provide services to a parent by teaching the parent how to teach the 
child a specific skill or skills. He/she can come to your home/community to directly teach 
your child a skill. In some cases, the home services will be for both the child and parents. 
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Service Delivery Section of the IEP 
The services your child will receive are listed toward the end of the IEP in the Service Delivery 
section. Home training services will be listed here too. When a service is described as “parent 
training” in the IEP, this can be confusing because frequently the service won’t indicate if it is 
training for the parent or direct services for the child. Ask the team to ensure that the IEP state 
specifically if the training is to be a direct service to the child, to the parent, or both. 

IMPORTANT – This is crucial to understand, as you might very well be expecting someone to 
work with your child, but instead someone comes to your house to teach you how to work with 
your child. 

Remind participants that the IEP is a legal contract – whatever is written in the Service Delivery 
section must be provided to your child (or you, in the case of parent training). Make sure that 
whatever services are agreed upon at the team meeting are written down (as agreed) in the 
Service Delivery section. 

The Service Delivery section is one of the sections of the IEP. Show participants a whole IEP and 
indicate the Service Delivery section and where it is in the document. 

Service Delivery page - Has three sections – A, B, and C (Massachusetts forms). 
A. Consultation (indirect services to school personnel and parents) 

This is not a direct service to your child (meaning no one is working with your 
child). It is called an indirect service. This is a team member or service provider sharing 
their expertise with another team member or service provider to help your child. The 
consultation could also be a team member or service provider meeting with you, the parent. 

For example: 
               
        
          

B. Special Education and Related Services in General Education Classrooms (direct 
services) 
These are direct services to your child (meaning that someone is working directly 
with your child) that take place in the classroom. The IEP should list any necessary 
direct services provided in the regular classroom setting. 

For example: 
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C. Special Education and Related Services in Other Locations (direct services) 
These are direct services to your child (meaning that someone is working directly 
with your child outside of the classroom. The IEP should list any necessary direct 
services provided outside of the regular classroom. These direct services are often called “pull 
out services” (because your child is pulled out of his/her classroom to receive the service). 

For example: 

        
      
         
        
   

Focus on Goal # (this section is in Massachusetts IEP forms) 

Each Goal in the IEP should have a service attached to it. If your child has a 
goal for speech and language, then the service delivery grid should reference speech 
therapy and the goal # to which it corresponds. 

Type of Personnel 

The specific type of service provider is listed here. Though it does not have to 
include the name of the individual that is providing the service, it needs to be specific: 

              
they do not indicate who will be providing the service. 

                 
“Sped Teacher,” “Sped tutor,” “Sped asst,” “OT,” “OT asst,” etc.). 

                 
fully-certified provider, and the law requires that anyone not fully certified must be 
supervised and trained by a certified provider in that field (OT, SLP, etc.). 

Frequency and Duration Per Cycle 

               
have per week (or cycle) and also the amount of time (duration) your child will 
receive the service for each session. 

 Make sure you understand the amount of time your child will be receiving 
a service. “On-Going” or “As Needed” are both too vague and fail to 
establish a time commitment. 
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Start date/end date 

                  
most cases, the time period will be one year, as IEPs must be reviewed/renewed 
every year. 

                 
3-month trial period). 

Always check the dates that are listed for the service time period. 

Activity 
           

              
What is missing    

               

               
examples have various components missing 

          

Get group feedback and answer questions 
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6. Independent Evaluations 
The Independent Evaluation workshop was prompted by parents’ misunderstanding that the 
conclusions and recommendations provided by school district evaluators were unchangeable. They 
assumed that the evaluators knew what was best for their children because they were educators in 
positions of authority. However, they also knew that their children weren’t making progress and felt 
conflict between what they were told by school district officials and what they believed their children 
could accomplish. They did not know that they had the right to a second opinion in the form of an 
independent educational evaluation. MAC developed a highly interactive training to teach parents 
about their rights to an independent evaluation, emphasizing that the process for exercising this right 
was a lengthy one and required them to remain highly involved. 

Objectives 
               
their ongoing role throughout. 

               
months from beginning to end. 

                
their children need in order to make progress. 

Materials 
         
   

Dry erase board 

Dry erase markers 

Time frame schema for independent evaluations (see illustration below in section IV) 

Skits for role plays (to read from) 

Procedures 
         
  
Explain to the group that you will review the independent evaluation process and then will 
conduct a series of role-play scenarios to illustrate the many steps involved. After the role plays, 
the group will discuss the information. Below are the important points to cover with the group. 

Getting an independent evaluation is a multi-step process that can take several months. 

An independent evaluation is like going to a doctor for a second opinion. 

The school district must do their own evaluations first. 

If you disagree with the school district’s evaluation findings, you can then request an 
independent evaluation. 

    

    

    

    

   

    

    

    

     

 The MAC Training Blueprint Workshops  

-

-

-

-

-

-

-

-



63 School Success for Haitian Children with Autism

Explain that it is acceptable not to agree with the school district evaluation and common 
and expected that parents get another opinion from an outside objective specialist. 

This request must be done in writing. 

You can request that the school district pay for the evaluation. 

In Massachusetts, the school district must pay for the evaluation if you meet income 
guidelines (if your child qualifies for free and reduced lunch then s/he automatically 
qualifies) 

Parents can also use private insurance or Medicaid to secure independent evaluations. 

Not all evaluators will accept this rate 

Make an appointment for your child with the evaluator selected 

It can take several months to get an appointment 

After you and the school district have received the report from the independent evaluation, 
in Massachusetts, the school district has 10 schools days to schedule an IEP meeting to 
discuss and consider the findings 

The following role-play scenarios are about a parent who wants parent training and services 
to address some of her child’s concerning and self-injurious behaviors 

Presenters will play the roles of the special education facilitator, parent, and advocate 

Note: One of the presenters will provide explanations between the role-play scenarios; this 
is under the heading of “Narrator Comments” 

Activities 
                
requesting the independent evaluation to conclusion. See illustration on page 73. 

Role-play scenarios and narration of independent evaluation process and timeline: 

Etienne is a 5-year-old Haitian boy with autism. He attends his local public school in a 
self-contained special education class for children with autism. His mother, Mrs. Gauthier, is 
concerned about the self-injurious behaviors he exhibits in the home and community and 
his need for constant support to decrease these behaviors in school. 
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SKIT 1 

Etienne’s IEP meeting 
September 8, 2008 

              
morning routine. She is happy to hear that he is not doing these behaviors in school anymore as 
much but is concerned that he can’t be successful without supports and structure in school. He 
is not independent in school and unable to carry over skills to his home and community. She is 
worried because while he is doing better in school, he is not going to have these supports his 
whole life. Mrs. Gauthier requests (in writing) that her son be evaluated for the need for parent 
training and services. 

             
       
         

Beginning of skit 1 
Setting: IEP meeting at school 
Note: All members of the IEP Team are required to attend Team meetings unless excused by 
the parent. For the purposes of these skits, the special education facilitator will be the only 
Team member speaking. 

Special Education 
Facilitator 

Good Morning, Mrs. Gauthier, I am glad that you were able to join us 
today. 

Mrs. Gauthier Thank you. I am happy to be here. 

Special Education 
Facilitator 

Well, after listening to all of the teacher and staff comments, it looks 
like Etienne is doing very well and we will continue to work on the 
goals that we had set for last year. 

Mrs. Gauthier I actually had some concerns that I wanted to bring up and add to 
his IEP goals. 

Special Education 
Facilitator 

(with hesitation) All right, what did you have in mind? 

Mrs. Gauthier Well, Etienne has a horrible habit of banging his head on the wall 
and sometimes on the floor when he gets frustrated. He does this 
at home and when we are out shopping. It’s really scary and I am 
afraid he is going to hurt himself. I am also having a hard time with 
him in the morning. It is difficult to get him up, and then when he 
finally does get up, he does not know what to do. I tell him to brush 
his teeth and when I go to check on him, he is just playing in the 
water and there is toothpaste everywhere. And getting him to get 
dressed is even worse - he puts everything on the wrong way and 
sometimes he even forgets to put on underwear or socks. 
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SKIT 2 
NOTE: After the consent is signed, in Massachusetts, the School District has 30 school days (not 
counting weekends and school vacations) to conduct evaluations, and 15 days to have an IEP 
meeting. This means the IEP meeting must take place a total of 45 school days after the consent 
is signed with an IEP developed (The IEP process conforms to specific federal and state timelines. 
These are MA timelines; please check your state special education law for your own specific 
timelines). 

November 10, 2008 - meeting 
              
ability to follow directions and sequence, and behavior. 

                
behavior, followed commands, and generally was able to carry out daily schedule at school 
without incident…. no home services necessary. 

                
prevalent at home and in the community. 

           

         
Beginning of skit 2 
November 10, 2008 
Setting: school 
Special Education 
Facilitator 

Good morning, everyone. We are here this morning to review and 
discuss the results of Etienne’s evaluation. We will also discuss Mrs. 
Gauthier’s request for parent training and services. Well, Mrs. Gauthier, 
I have great news! It seems that Etienne did great on our assessments. 
We conducted a series of tests that assessed his problem-solving 
skills, and with some staff support he did very well. There were some 
moments during our evaluation where Etienne grew frustrated, but he 
kept calm and did not bang his head once. In fact, his teachers have 
never seen this type of behavior recently in school. 

Mrs. Gauthier I already told you - Etienne is a very different person when he is not 
in school. He bangs his head when he does not get his way at home 
and when we are out! It sounds like he had staff support and structure 
during the testing and that he doesn’t have these skills independently. 

Special Education 
Facilitator 

Well, maybe you should consult with an outside specialist about this if 
it is really bothering you because, again, we are not seeing him do it 
here. And with regard to him getting ready in the morning, the results 
of the test show that he should not have any problems in this area 
because he was able to follow directions very well, and he has no 
problems following his schedule at school. 
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Narrator comments 
If you disagree with the school district’s testing results you have the legal right to an 
independent evaluation or second opinion. If you’re not sure if you disagree, show the 
test results to someone who you trust or can explain them to you. 

You can arrange a second opinion by yourself or through the school. If you have health 
insurance or Medicaid, you can set it up yourself. Sometimes it is easier to do the 
evaluations through your health insurance, as it usually doesn’t take as much time. 

For second opinions, in certain special circumstances, the school will pay. Or you can 
use health insurance. No matter how you get it done – health insurance or school-pay 
or self-pay – you have the right to have this done and the school must consider the 
findings/results in decision-making about services for your child. 

Evaluation information 

May 2008 - six months later: Independent evaluation takes place at Children’s Hospital 
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Narrator comments 
Note that six months have passed since the mother, Mrs. Gauthier, has requested the 
school testing at the school. If the mother had known that it would take this long and/ 
or been aware of her rights, she could have made the appointment at the same time she 
requested the school perform their own evaluations. In this case, if the mom ended up 
agreeing with the school’s testing and didn’t feel the need for a second opinion, she could 
have simply cancelled the appointment. 

Ask for an interpreter when you set up the appointment if you need one. Even if you speak 
English, some of the terms and questions the doctors may use may be unfamiliar to you. 
They are unfamiliar to most people, so it’s completely fine not to understand. Additionally, 
it’s always helpful to bring a friend – similar to how we stress bringing someone to an IEP 
meeting. Friends can take notes, help you remember things, and assist you with processing 
the evaluation and what the doctor said after the appointment. 
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These evaluations can take more than one visit, frequently requiring 3 visits on average. The 
meetings usually consist of a parent interview and various evaluations of your child. During 
the parent interview, you’ll be asked questions about your child’s abilities and behavior. This 
is a very important process, as providing accurate and representative information to the 
evaluator will allow him/her to make better and more responsive recommendations for 
services to meet your child’s needs. 

These are important points that should be emphasized throughout the workshop: 

 When you make the appointment, sometimes the date will be set far in advance 

 You can ask to be put on a cancellation list. This means that the evaluator’s office 
will put your name on a list. If someone cancels their appointment and a space opens 
up sooner than your scheduled appointment, the office will call you to give you the 
appointment. However, this is often at the last minute, so you have to be prepared 
to drop everything to get to the appointments if possible. 

 If you need an interpreter, tell them this when you make the appointment. 

 In addition to a potential interpreter, also consider bringing someone you trust to the 
appointment with you. 

 You may have paperwork and questionnaires to fill out. Again, seek help with this. 

 Return all of the paperwork as soon as possible – sometimes the evaluator’s office 
won’t even make an appointment until you get the paperwork back to them. 

 Make copies of everything. You can ask the evaluator’s office staff to make copies 
for you. 

 Send the evaluator your child’s IEP and any other evaluation reports that you have. 
This is important information for the evaluator. 

 Each appointment may take 2 hours or so. 

 It can take over a month to get the final report. 
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SKIT 3 

June 11, 2008 
IEP meeting – to discuss independent evaluation results 

                
advocate reviewed testing results along with Etienne’s school records. 

         

               

             
school testing that showed Etienne’s difficulties in several areas. 

               
recommendations. 

                   
behavior included. School District agreed to provide, for one year, parent training once per week 
for 45 minutes, and direct services with the child twice per week for 60 minutes. 

Beginning of skit 3 
June 11, 2008 
Setting: school 
Special Education 
Facilitator 

Good Morning, everyone. We are here to discuss the results of 
Etienne’s independent evaluation. The staff and I have reviewed 
the results and our stance has not changed. We disagree with the 
independent evaluator’s recommendation for home services. We 
believe that since the independent evaluator had only seen Etienne 
over the span of a couple of weeks – as opposed to us seeing him 
every day - we would have a better understanding of Etienne’s 
needs. He is thriving at school, and we are not seeing any of the 
issues that Mrs. Gauthier sees at home. 

Advocate Yes, it is true that the evaluator only saw him for a span of a couple 
of weeks, but it is also true that along with you, Mrs. Gauthier sees 
Etienne every day as well. In fact, out of everyone in this room, Mrs. 
Gauthier probably knows Etienne the best. The evaluator and Mrs. 
Gauthier are saying the same thing, and making valid points that 
should be considered. 

Special Education 
Facilitator 

Yes, of course, we should always listen to the parent’s concerns. 
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Advocate And with regard to Etienne’s head banging, I see that Mrs. Gauthier 
has written this concern down in the parent concern section in 
the IEP for the past 3 years and it has never been addressed in 
Etienne’s goals. 

Special Education 
Facilitator 

Where do you see that? 

Advocate On page 2 of the last 3 IEPs. 

Special Education 
Facilitator 

We have created some goals around Etienne’s inappropriate 
behaviors. 

Advocate Yes, but the IEP never spells out specifically what behaviors. 
There was never a specific goal written to address Etienne’s head 
banging. And with regard to Etienne’s morning routine at home, the 
school had previously mentioned that Etienne has good problem-
solving skills with some support, that he follows directions well, and 
that he has no problem following his schedule. 

Special Education 
Facilitator 

Yes, Etienne has no problem with routines at school. 

Advocate Well isn’t it true that all of the routines that you have implemented 
in school have taken Etienne at least one academic year to learn? 
For example, it took a year for Etienne to learn his class schedule 
on his own, and even now he still needs some prompting. Don’t 
you even use a picture chart with him in order for him to follow 
what is going on in the day? Isn’t it true that if there is a change to 
his routine that he makes refusals and has a tantrum? 

Special Education 
Facilitator 

Well, yes, he does need some prompting, and picture charts do 
help him follow what’s going on. 

Advocate The school has also previously mentioned that Etienne has good 
problem-solving skills, but that he requires some staff support in this 
area. The IE results say that Etienne’s problem-solving skills are very 
poor. Isn’t it true that Etienne has required significant staff support 
in the past because of his inability to follow through on tasks and 
resolve conflicts? This is a child who may require a residential 
placement if he is unable to function independently. 

Mrs. Gauthier I want him to live at home. 
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7. Autism Awareness Training and Outreach (target audience - Haitian 
adults in the community who do not have children with autism) 
This workshop, Autism Awareness Training and Outreach, was developed as part of the 
community outreach strategy to help identify Haitian parents with children on the autism spectrum. 
Staff conducted this training for Haitian adult English Language Learner classes as a way to not only 
conduct outreach but also to raise autism awareness in the community. Particular focus was given to 
impressions and expectations of people with disabilities in Haiti and in the US, Haitian views about 
people with hidden disabilities such as autism, and the impact of special education laws in this country. 

Objectives 
             

         

Materials 
          

   

Procedures 
          
  
We conducted this training with two facilitators (trainers): the Haitian consultant and a MAC 
autism center staff member. Facilitators alternated sections of the training. 

The consultant targeted the concept of disability from a cultural perspective and disability type 
(e.g., hidden vs. not hidden). MAC staff member focused on “what is autism” and the purpose of 
the training. 

  
Introduce yourself, other presenters, and the organization that you represent. Give some details 
about your organization and why you are there to talk to the group. 

We work with the Autism Center where we do outreach and provide training to Haitian parents 
of children with autism. Our goal today is to provide some background about autism; a disability 
that I’m sure you’re aware is impacting increasing numbers of children, as well as tell you about a 
parent group we are forming for Haitian parents of children with autism. 
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What is a disability? 

The definition of disability set forth in the Americans with 
Disabilities Act of 1990 (ADA) 

“The term ‘disability’ means, with respect to an individual – 

(a) a physical or mental impairment that substantially 
limits one or more of the major life activities of 
such individual; 

(b) a record of such impairment; or 

(c) being regarded as having such an impairment.” 
(P.L. 101-336, Sec. 12102) 

        
sensory, related to mental health- does anyone here 
know a person with a disability? 

         
know about disabilities 

         
her own disability 

Hidden and unhidden disabilities 

           
you can a disability that is not hidden; for example, 
someone with autism versus someone in a wheel 
chair 

       
learning disabilities, mental health issues, and 
cognitive disabilities 

        
unhidden disabilities in the US and in Haiti 

Cultural beliefs around disability 

         
disability 

          
disability? Friend? Relative? 

         
country? Possible responses: 

- disabilities are seen as a deficit 

- individuals with disabilities are viewed to be less 
capable 

- there are no accommodations 

- in Haiti, there are special schools for children with 
disabilities and parents have to pay for this. these 
special schools are for disabled children only so 
they are separated from children without disabilities 

- most parents of children with disabilities cannot 
afford to send them to a special school and the 
children are forced to stay at home 

         

- there are more opportunities here 

- the government supports persons with disabilities – 
financially and in various other ways 

- there are laws here against discrimination 

- people with disabilities in the US are more 
independent here because of accommodations; 
furthermore, they have the opportunity to be 
mainstreamed in school 

- education is free for all in the US 

Discuss how having a disability does not make you less 
capable, but rather simply means that you do things in a 
different way 

        
and providing accommodations 

          
fault of their own) can cause people to misinterpret 
behavior to be defiant or disrespectful- as a result 
these children are subjected to punishment or 
negative judgments 

Autism 

           
autism 
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of it? 

        
social development, and behaviors. It causes 
problems with a person’s ability to understand what 
is seen, heard, and touched. Autism is different for 
every person that has it. Some may be able to talk 
can interact with others, while others may stay to 
themselves and are not able to talk and might use a 
computer or device to communicate. 

          
behaviors. 

         
autism. He had difficulty with communication – no 
speech when he was little, couldn’t communicate 
– frustrated, banged his head really hard on the 
floor or objects. Because he couldn’t talk he showed 
his frustration by banging his head. He didn’t like 
to be around other children and would scream or 
spit at them if they got too close to him – another 
inappropriate behavior. 

          
+ social skills problems + sensory problems = a recipe 
for behavior problems. 

            
A person with autism can learn how to communicate 
in an appropriate way and how to relate to people. 
All children on the autism spectrum have significant 
potential and competency if provided with needed 
supports and services. Many people with autism don’t 
learn the same way that people without autism do so 
they have to be taught in a special and individualized 
way. Some have severe autism, while others can have 
mild autism. Some individuals with severe autism may, 
with a lot of help with learning and other therapies, 
see the severity of their disability lessen. 

           
help learning how to talk and behave. Now he talks 
and loves to be around other kids. He still has some 
problems with communication and knowing how to 

act around people, but he has come a long way and 
he doesn’t spit at people or bang his head anymore. 

             
a child with autism turns 3 years old, the public school 
system must provide services to help the child with 
behavior and communication. Sometimes this system 
doesn’t work the way it’s supposed to and parents 
need help to learn what to do. It can be very difficult 
and confusing especially if you speak a different 
language or come from a different culture. 

          
children with autism the help they need from the 
school system. 

What is MAC’s outreach effort? 

           
children with autism. The purpose of the group is to 
build unity and provide an opportunity to interact and 
learn from other parents, including understanding that 
you are not the only person who goes through some 
of the things that you do raising a child with autism. 

           
teach and empower parents, providing them with a 
forum to discuss the issues and barriers they face. 

             
that does, please refer them to us so that we can tell 
them more about the group. 

Get group feedback and answer questions. 
Examples of questions asked by the group: 
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Autism Individuals with Disabilities Education Act definition: Autism means a 
developmental disability significantly affecting verbal and nonverbal 
communication and social interaction, generally evident before age three, that 
adversely affects a child’s educational performance. Other characteristics often 
associated with autism are engagement in repetitive activities and stereotyped 
movements, resistance to environmental change or change in daily routines, and 
unusual responses to sensory experiences. 

http://idea.ed.gov/explore/view/p/,root,regs,300,A,300%252E8, 

Asperger 
Syndrome 

Asperger Syndrome is an autism spectrum disorder characterized by difficulty with 
social interactions and restricted range of interests and/or repetitive behaviors.  
There are usually no significant delays or difficulties in language or cognitive 
development. 

http://www.autismspeaks.org/what-autism/asperger-syndrome 

Early 
Intervention 
Program 

Early intervention is a system of services that helps babies and toddlers with 
developmental delays or disabilities. It focuses on helping eligible babies and 
toddlers learn the basic and new skills that typically develop during the first three 
years of life. It is available in every state and territory of the United States and is 
required by The Individuals with Disabilities Education Act (IDEA), part C. 

http://nichcy.org/ 

Special 
Education 

Specially designed instruction to meet the unique needs of the eligible student 
and related services necessary to access the general curriculum and shall include 
the programs and services set forth in state and federal special education law. 

 

Substantially 
Separate 
Classroom 

A small controlled classroom separate from the general school population for 
students with disabilities for all academic subjects with a special-education teacher. 

http://specialchildren.about.com/od/specialeducation/p/specialedrooms.htm 

Individualized 
Education 
Program (IEP) 

A written statement, developed and approved in accordance with federal special 
education law that identifies a student’s special education needs and describes 
the services a school district shall provide to meet those needs. 
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Bureau of 
Special 
Education 
Appeals 
(BSEA) 

The agency in Massachusetts that conducts mediations and due process hearings 
to resolve disputes among parents, school districts, private schools and state 
agencies. The BSEA derives its authority from both federal law and regulations 
(the Individuals with Disabilities Education Act, “IDEA”) and Massachusetts law 
and regulations. (MGL ch. 71B) 

http://www.mass.gov/anf/hearings-and-appeals/bureau-of-special-education-
appeals-bsea/ 

Hidden 
Disability 

Disabilities that cannot be recognized through observation. 

Applied 
Behavioral 
Analysis 
(ABA) 

Behavior analysis is a scientifically validated approach to understanding behavior. 
ABA is the use of specific techniques and principles to bring about meaningful 
and positive change in behavior. ABA also applies these techniques to help 
reduce behaviors that may interfere with learning or behaviors that may harmful. 
ABA therapy is used to increase language and communication skills. It is also 
used to improve attention, focus, social skills, memory, and academics. ABA is 
recognized as a safe and effective treatment for autism. 

http://www.autismspeaks.org/what-autism/treatment/applied-behavior-analysis-aba 

IEP Team A group of persons, meeting participant requirements of federal special education 
law as provided at 34 CFR §§300.321 and 300.116(a)(1), who, together, discuss 
evaluation results, determine eligibility, develop or modify an IEP, or determine 
placement meeting. 

 

Assessment Methods used to determine if a child has a disability and what typeof the special 
education and related services are needed. 

Independent 
Evaluation 

An evaluation conducted by a qualified examiner who is not employed by the 
public agency responsible for the education of the child in question. 

http://www.wrightslaw.com/info/test.iee.steedman.htm 

Outreach An activity of delivering services and/or information to people who might 
not otherwise have access to those services. Frequently the services and/or 
information are provided in the locations where those in need live or work. 
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Additional Autism and Special Education Resources 

Nancy Lurie Marks Family Foundation 
http://www.nlmfoundation.org 

Autism Speaks 
http://www.autismspeaks.org 

The Autism Society 
http://www.autism-society.org 

The Online Asperger Syndrome Information and Support (OASIS) center 
http://www.aspergersyndrome.org 

The Asperger’s Association of New England 
www.aane.org 

National Autism Center 
http://www.nationalautismcenter.org/index.php 

Special Education 
http://idea.ed.gov 

Wrightslaw 
www.wrightslaw.com 

US DOE Office of Special Education Programs (OSEP) 
 

US DOE Office for Civil Rights (OCR) 
http://www2.ed.gov/about/offices/list/ocr/index.html 
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