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  To my parents, Michael (of blessed memory) 
and Noga Manor 

 To my husband and children 

  Without your support this book would not 
have been written  



      



 “ Inspiration ,  whatever its nature ,  is born of a perpetual  ‘ I don ’ t know ’.  Any 
knowledge that doesn ’ t give rise to new questions quickly expires :  it lacks the vital 
warmth that sustains life ” (Wisława Szymborska,  In Praise of Dreams . Tel Aviv: 
Attention to Poetry 2004, page 163). 

 I sincerely hope that this book raises many questions for readers, thus ensuring 
that this important issue does not expire quickly or lose its vital sustenance. 



      



ix

  Pref ace   

 Indigenous peoples across the world have other stories to tell (Smith L.T., 1999) 
 Indigenous people are just as much a part of the complex modern world as any 

of us; they may be different, they may be unique, but they must be nurtured, 
respected, and allowed to emerge. This is particularly pertinent in regard to children 
with disabilities, in light of the fact that worldwide, minorities are overrepresented 
in populations of people with disabilities. In some areas of the world, the disability 
rate among indigenous peoples is more than double the rate in the non-indigenous 
population (see Chap.   2     for specifi c data). Indigenous populations collaborating 
with the parents of children with disabilities are a prerequisite for treatment to prove 
effective; hence, the subject of this book is of paramount importance. 

 There are seven chapters in the book, some informative and some practicable. 
Chapters   1    –  4     provide the background, bringing the reader up to date on the relevant 
professional literature and terminology, and review the current state of several 
indigenous communities worldwide. Chapters   5    –  7     take an in-depth look, through 
the case studies presented, at the Bedouin community in the Negev desert in Israel, 
and examine the collaboration between professionals and parents of children with 
disabilities in this community. The following is a detailed description of the chap-
ters in the book. 

 Chapter 1 

 The fi rst chapter, which opens the book, is the backdrop for the entire book; in this 
chapter, I present the common characteristics unique to indigenous communities 
and to children with disabilities in these communities. It opens with a defi nition of 
indigenous peoples, and presents the world’s indigenous population numbering 
about 257–350 million people. Later in the chapter, I survey the attempt to explain 
the source of the diffi culties and challenges common to all indigenous communities 
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around the world   ; these include high frequency of health risks, elevated school 
dropout rates, child labor, the need for more extensive support services, a lack of 
fi nancial resources and the resulting condition of perpetual poverty, and subjection 
to acts of dispossession and spirit-breaking. 

 The second part of the chapter, titled Indigenous Communities and Children with 
Disabilities in the World, examines the concept of  disability  and the problematic 
nature of the defi nition, and then focuses on children with disabilities in indigenous 
communities, more specifi cally, the issue of precisely documenting their numbers, 
the fact that it is nevertheless known that the rates of children with disabilities in the 
indigenous communities are extraordinarily high. Some explanatory factors are 
suggested and the topic of support services is broached. 

 The work of preparing the fi rst chapter was like assembling a mosaic: gathering 
information from all over the world, in an attempt to produce a representative image. 
Unfortunately, the image presented here is still only partial. This is due to the absence 
of data and the incomplete nature of the data available in the existing literature and 
research reports. Furthermore, there is also a certain bias in the data. Remote loca-
tions and language barriers have made it logistically diffi cult to include indigenous 
areas in major surveys; and even when indigenous peoples are included in surveys, 
the resulting disaggregated data are rarely used to refl ect their particular conditions. 

 We know least about the regions with the largest estimated indigenous popula-
tions: for example, there is a dearth of accurate demographic and health data from 
Africa, China, South Asia, and the Former Soviet Union. Despite these gaps of 
information, there is much evidence about the situation of indigenous peoples in 
Canada, the USA, Australia, and New Zealand, and to a lesser extent, Latin America. 
Even in this nation, most studies show an alarming situation. 

 In order to deal with the lack of data or the partial data, I chose to structure the 
review as a mosaic, namely, by providing concrete examples so as to illustrate the 
topics I discuss, each time presenting a different country/countries, with the avail-
able existing data. In addition, the purpose of the dichotomous presentation of the 
subtopics in this fi rst chapter was to provide as wide an overview as possible of 
indigenous communities around the world and the diffi cult reality with which they 
must contend, a reality in which it is often impossible to discern the various charac-
teristics of the indigenous group, as they are so intricately related. Thus, for exam-
ple, there is an indifferentiable connection between poverty, health conditions, and 
lack of education. 

 Given that the study of indigenous populations is conducted both globally and 
locally, I had to read a wide variety of materials from a wide variety of countries. 
This is one of the book’s advantages, yet it is also a disadvantage. Due to the fact 
that most of the existing material is in English, there is a disproportionate represen-
tation of materials written about indigenous communities in English-speaking 
countries. However, since English-language texts are an important means of com-
munication among those who study and represent indigenous issues in different 
countries, this literature is likely to play an important role in the understanding of 
indigenous psychologies. 
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 Chapter 2 

 This chapter presents concepts that are crucial to understanding how indigenous 
parents view disability. Understanding the concept of “culture,” for instance, enables 
us to understand how indigenous communities differ in their conceptualization of 
disability, and the perspective, understanding, and expectations with which parents 
of children with disabilities approach collaboration with professionals in school. 
The concepts that will be discussed in this chapter are  culture ,  lands and territories , 
 indigenous knowledge , and  indigenous psychology . 

 The prism through which I chose to address the concepts in this chapter is edu-
cational (rather than judicial, anthropological, medical, sociological, or based on 
any other discipline that deals with this domain). Hence, these concepts, which were 
selected out of a wide range of concepts that could be examined when dealing with 
indigenous communities, are those which enable the (lay) reader, as well as the 
professional, to understand the concept of disability from the perspective of indig-
enous peoples, and to take into account the beliefs, perceptions, values, context, and 
history that parents of children with disabilities bring with them into a collaboration 
with professionals at the school. The argument enfolded into this chapter (and book) 
is that there is something universal in the phenomenon of indigenous peoples as a 
group, and specifi cally on the topic of children with disabilities and parents of chil-
dren with disabilities in indigenous communities. 

 In addition, it is important to note that there are many diffi culties regarding the 
issue of conceptualization: almost every key concept introduced in this book, such 
as  indigenous , and  culture , has many possible defi nitions, and some of the concepts, 
such as the concept of  indigenous psychology , are subject to disagreement in the 
professional literature. 

 Chapter 3 

 This chapter, titled School Professionals and Parents of Children with Disabilities, 
fi rst introduces the importance of the school and the benefi ts of a multidisciplinary 
team, and includes a detailed description of a research study that aimed to locate 
indigenous (Bedouin) children with disabilities living in tents. Then the chapter 
takes a close look at the parents of children with disabilities and the act of parent-
ing and considers psychological models of parents’ reactions to a child’s disabil-
ity, and fi nally contemplates the roles of the professionals and parents in special 
educational schools. 

 This chapter (like the entire book) focuses on parents of children and adolescents 
of ages 3–21, in the context of educational systems in the State of Israel, which, like 
in other Western countries, provide support services and give care to children of 
these ages, in special education kindergarten and schools. The book does not deal 
with adults, that is, people with disabilities older than 21; dealing with adults with 
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disabilities of these age requires focusing on different issues altogether, such as 
employment, quality of life, independence, integration in the community and soci-
ety, and so on. This required another book. 

 Chapter 4 

 The fi rst part of the chapter discusses collaboration between parents of children 
with disabilities and professionals in schools, which encompasses the following 
issues: defi nition of the term  collaboration , characteristics of collaboration with 
culturally and linguistically diverse (CLD) parents of children with disabilities at 
school, effective collaboration between professionals and parents of children with 
disabilities at special education schools, and collaboration between professionals 
and parents in indigenous communities. The second part of the chapter presents a 
study that reveals the dimensions of collaboration between professionals and par-
ents in a special education school in a Western country. 

 Chapter 5 

 This chapter is divided into two parts: the fi rst part focuses on the background of the 
Bedouin community in the Negev desert, that is, the characteristics unique to the 
Bedouin community, while the second part examines the characteristics, the chal-
lenges, and the diffi culties that the Bedouin community shares with other indige-
nous communities. This last part is based on the fi rst chapter of this book, which 
considered the characteristics that indigenous communities around the world have 
in common. 

 Chapter 6 

 This chapter presents a situation report on children with disabilities in the Bedouin 
community and a review of the conditions and functioning of the special education 
framework available to the Bedouin community in southern Israeli’s Negev region. 

 Chapter 7 

 In this chapter I have sought to give voice to the Bedouin professionals working 
with children with disabilities, as well as to Bedouin parents of children with dis-
abilities, whose voices are not heard in the existing research, and to try to 
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understand their perceptions and the ways in which they comprehend and defi ne 
parenting and the concept and the practice of collaboration in the school. 

 This chapter concludes with a section in which I suggest principles of indige-
nously inclined collaboration derived from the chapters of the book and the case 
study discussed in the previous part of this chapter. These principles can be used as 
a springboard for discussion. At the same time, they provide a backdrop from which 
to formulate new questions in a way that increases our understanding and our capac-
ity to provide the best possible bridge to collaboration. Each of the principles is 
presented in an identical manner, referring to three elements: the subject that the 
principle addresses, the goal of the principle, and the assumptions behind it. 

 Chapters   6     and   7     are based on studies that I conducted during my postdoctoral 
work. The study was funded by two different sources: the Shalem Foundation and 
the Arno Center for the Study of the Bedouin community. 

 I hope that the readers of this book come away with a better understanding of this 
complex subject, the collaboration between professionals and parents of children 
with disabilities in indigenous communities, and fi nd in it a resource for developing 
and promoting this type of collaboration. 

 My greatest wish is that this book will in some small way contribute to the work 
of a variety of people involved with the population of children with disabilities and 
their parents in indigenous communities worldwide, namely, students, researchers, 
and/or professionals of various disciplines—education, special education, psychol-
ogy, medicine, social work, health, welfare, anthropology—as well to policy mak-
ers and those who implement the intervention, by inspiring them to introduce future 
improvements in the education and services intended for and children with disabili-
ties and their parents in indigenous communities.  
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  In Lieu of an Op ening Statement   

  Salma ’ s story * 
 Salma takes a deep breath, and starts speaking. 
  Having a child with disabilities in the Bedouin community is a crisis ,  an irregu-

lar event ;  it can either bring the family closer together or tear it apart .  The fi rst step 
is shock ,  denial ,  anger ,  that ’ s what the men feel toward their wives —“ damn this 
defect that she gave birth to ….”  They turn their anger toward the woman ,  some-
times the women get a beating .  There is guilt —“ maybe this son will not be useful to 
the community .”  Having a son brings power to the tribe ,  to the family in the Bedouin 
community ,  but this one won ’ t be useful to the community .  Having a daughter 
detracts from the honor of the family ,  she will be used .  That is the worst thing that 
can happen to the ego of a Bedouin .  You can see the women are depressed ,  a woman 
has ,  on average ,  six or seven more children ;  she spends 24 h a day taking care of 
them ,  and so a child like this ,  it ’ s twice as hard ;  the woman gets burnt out ,  exhausted , 
 she might collapse ,  and this takes its toll .  You see women letting themselves go , 
 becoming distant ,  like there is something wrong with them . 

 She looks at me. 
  You have to understand ,  it ’ s shameful having a damaged child .  You hide it ,  some-

times you don ’ t take it to get treatments ,  and this is true for boys and for girls .  It can 
also cause confl icts between partners ,  the child ’ s parents ,  if there are other dam-
aged children in the family .  The blame is pointed toward her  ( meaning the mother ), 
 many times the man will leave ,  especially if the women had more than one damaged 
child .  The fi rst year is of critical importance ,  the man might desert the family ,  or he 
might take care of the family and become a part of those caring for the child .  I am 
referring to weaker populations ,  people who end up on welfare ,  asking for assis-
tance .  There is a lot of diffi culty in handling the day - to - day tasks and caring for the 
child .  Mostly it ’ s the woman who does the caring ,  and this kind of child needs a lot 
of care .  Sometimes the man participates ,  you have to get out of the house and drive 
all the way to the Child Development Center ,  to the hospital …  a woman can only 
go by car if a man is with her ,  so either they both go or it ’ s just the man ,  and the 
woman doesn ’ t get to go at all .  Another problem is the issue of accessibility :  we see 



xvi

a lot of problems ,  it has to do with the family ’ s fi nancial situation ,  it ’ s easier if they 
own a car ,  but if they don ’ t and they live far away from a road ,  then the woman has 
to walk and drag the child with her ,  and then you just have to pray that she has a 
repayment guarantee ,  because if she gets all the way to the Child Development 
Center and they won ’ t treat the child because she can ’ t produce the document dis-
playing the health maintenance organization ’ s repayment guarantee ,  then the next 
time she just won ’ t go .  If she leaves the house ,  she has to arrange for someone to 
stay with the other children .  This week we had a call where an 8-year-old girl had 
to stay and babysit for three babies because the mother had to go to the hospital 
with another child ,  and that is the best case scenario . 

 She is silent… 
  Many of the families live on a social security budget .  If the father works ,  many 

times if this kind of a child is born ,  the father will stop working ,  and you have to 
keep in mind that it ’ s very diffi cult to fi nd work to begin with ;  there isn ’ t an option 
for a half - time position ,  because many of them have no training or experience what-
soever .  These are tragedies ;  the entire arrangement of the family ’ s life revolves 
around the care of this one child ,  the quality of life of the whole family is decreased . 
 Facing the welfare offi ces is just another incident that degrades the man ’ s sense of 
honor .  Regarding rights ,  most of our families are illiterate ,  so when they go to the 
market ,  the bank ,  and the employment offi ce once a month ,  they have diffi culty get-
ting by .  They leave the house about four times a month .  If a child have a disability 
is ,  that child has rights ,  and in most cases ,  the family is unaware of that ,  of what 
these children deserve :  a disability allowance ,  travel reimbursements …  if they have 
no guidance or knowledge ,  their situation gets worse ,  and they might stop caring for 
the child .  Mothers just give up . 

  There are also diffi culties when facing the outside world — the diffi culties that 
families go through when dealing with the authorities  “ it ’ s just like landing on the 
moon ,”  social security ,  education …  think of a Bedouin man ,  no education ,  no skills , 
 suddenly he has to argue ,  to communicate with the various authorities .  He is a par-
ent who doesn ’ t have the skills of the professionals ,  and then add to that his emo-
tions and his defense mechanisms .  With all this ,  he must fi nd the strength to fi ght for 
the child ’ s rights ,  but he ’ s exhausted ,  and so he takes his anger out on the profes-
sionals .  The father isn ’ t angry at me ,  the professional ,  the social worker ;  he ’ s pro-
jecting his feelings ,  his anger at himself ,  at the situation .  Remember that these 
children stay at home from birth until they turn 5 years old ,  because there is no 
educational framework for this age group ,  and these are crucial ages in terms of 
development ,  adding to the burden and hardships that the mother has to deal with . 
 Sometimes there is an educational framework ,  but it ’ s not suitable for the child ,  for 
his needs .  Nowadays ,  all of the educational frameworks are rehabilitative kinder-
gartens ,  and they let in autistic children and those with mental retardation . 
 Sometimes parents ,  even if they are not educated ,  see children who do not fi t their 
child ’ s behavior ,  and prefer to keep their own child at home .  There is also a lot of 
free time ,  even if the child is in an educational framework ,  there is no long school 
day ,  where the children stay at school till 5 p.m. ,  even if there are educational 
frameworks at —( mentions the name of a distant town ),  who is going to arrange 
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transportation for these children ?  Families ,  because of the conditions ,  sometimes , 
 wiping a tear ,  tie up their child ,  to prevent him from hurting himself ,  because the 
child can go to the wadi and fall in ,  so they use ropes ,  pegs ,  sometimes chains ,  to tie 
up their child .  Now ,  as the child gets older ,  it becomes more diffi cult to deal with 
this situation .  This age is particularly problematic for girls . She is silent, her eyes 
turned toward the fl oor.  We see girls ,  especially if they ’ re pretty ,  sexual developed , 
 from the age of 12 ,  there is concern for the girl ’ s safety .  If the girl is developed ,  the 
parents are afraid and so they stop sending her to school .  They wouldn ’ t admit this 
at the transportation system ,  but they drive the children without a chaperon .  The 
parents would prefer to have the girl in a framework outside of the home . She is 
silent…  I never thought that a Bedouin family would remove a child from the home , 
 but there is no other choice .  And what do you do when the girl reaches the age of 18 
Let ’ s call it  “ a marriage of rehabilitation ,”  meant to protect the girl and the disabled 
boy ,  so that the woman won ’ t be left alone ,  lonely .  They reach a state where they 
marry off the retarded with the retarded ,  and there is a rehabilitative aspect to this 
act .  For men ,  it ’ s easier if you bring them a beautiful ,  healthy bride . She is silent, 
breaths in…  Some healthy women feel that it is better to marry a man with mild 
retardation than to be a second wife .  The men often get their way about this .  I never 
saw a woman with mild mental retardation who was married off ,  but men with mild 
mental retardation — I have .  If they do marry off a woman with mild mental retarda-
tion ,  it would be to an old widower or someone who already has three old wives . 
 The old man gets someone to take care of him ;  the young girl doesn ’ t end up getting 
used .  At best ,  she might give birth to a healthy child .  She will have a child ,  and when 
she is older ,  the child will look after her .  Many times ,  she ends up being a project 
for the other wives ,  and they have to take care of her ,  help her ,  guide her .  That ’ s 
mental retardation ,  they hide mental health issues and behavioral problems ;  these 
days they ask and inquire about the woman before the wedding ;  it wasn ’ t like this in 
the past — they never saw ,  never met the woman beforehand ,  and many times they 
wouldn ’ t throw her out ,  they would just take a second wife ,  if the fi rst one is dis-
abled .  Damaged girls usually come from farther away ,  not from the south ,  and then 
after a few weeks ,  everything comes to a head and the confl icts start . 

  But there are also successes ,  and that ’ s what keeps me going and allows me to 
get up every morning to do this work . 

 She smiles. 
  I ’ ll give you one example ,  to represent what we go through with the families : 

 I met a boy on the street ,  13 years old ,  crawling on the road .  I saw him ,  we got out 
of the car and decided to talk to him ,  he spoke well and to the point ,  he pointed to 
his house ,  and we decided to go in ,  even though he wasn ’ t in our care .  Luckily ,  the 
mother and grandmother were home ,  the grandmother is the mother ’ s cousin .  They 
said he wasn ’ t in any framework ,  a 13 year old boy that has never been in any edu-
cational framework ,  not getting any help from the Social Security Institute ,  no medi-
cal help ,  neglected ,  crooked arms …  it was clear that this whole family needed to be 
the focus and not just the child .  It turned out that because of this child ,  the father 
gradually left the home ;  it was under the wire ,  because he only came to sleep at the 
house .  He married a second wife and then he even he stopped sleeping at home ,  and 
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they had no source of income ,  and seven children ;  the grandmother took care of 
them ,  only gave them food .  The grandmother and the mother could not help ,  so 
I decided to turn to the father .  It ’ s a risk ,  because it means reopening old confl icts . 
 When I talked to the father ,  I thought he ’ d throw me out of the house .  Apparently , 
 he was waiting for us to talk with him .  He told me he ’ d do anything I asked ,  and then 
he handled matters ;  the child started seeing a doctor regularly ,  received a wheel-
chair ,  income support ,  they built a shed with this money .  The success was thanks to 
the father …  I will not tell you the whole story ,  but today he is a social activist … 

 Salma’s (pseudonym) words, with which this book opens, were spoken during an 
interview I conducted with her in 2009. Salma’s words give voice to the everyday 
life of parents and children with disabilities in an indigenous community—the 
Bedouin community in the Negev desert in Israel. Based on research information, 
this book attempts to give voice to parents and experts in indigenous populations 
around the world. 

  Researcher ’ s voice  
  Researching the topic presented in this book ,  the collaboration between profession-
als and parents of children with disabilities in the indigenous community of Bedouins 
in Israel was for me a triple challenge :  there I was ,  a secular Jewish female research-
ing a cultural different from mine in terms of language ,  religion ,  culture ,  and gender 
hierarchy .  This long - term study that I conducted ,  as well as other studies that I am 
currently conducting in the Bedouin community in the Negev ,  created many internal 
confl icts for me as a researcher :  I had many questions ,  doubts ,  and dilemmas ,  due 
to the differences between myself as a researcher and the participants ,  and due to 
the primary nature of the study .  Entering an unmapped territory meant working 
alone ,  given that even the latest research literature provided only partial answers to 
the questions that arose .  In regard to the personal and interpersonal processes 
experienced by a solitary scholar in an indigenous community ,  there were no 
answers at all .  Over the years of continuous research ,  this study has summoned 
for me numerous and varied dilemmas ,  such as how does a researcher create trust 
in a gated community ,  such as the Bedouin community ,  especially on the case of 
primal research ?  How does one deal with gender aspects such as a cultural resis-
tance to having a woman interview men ?  What does a researcher do with sensitive 
research materials that may cause the participants harm if published ?  How does a 
researcher deal with the emotional aspects that the research topic evokes ,  and does 
a sensitive research topic affect the research and the writing ?  How does one deal 
with ethical dilemmas that arise in the research fi eld ?  How does a researcher rec-
oncile a narrative that she was told when it is not consistent with her own profes-
sional and scholarly worldview ?  Over years of research ,  I have managed to fi nd 
answers to every dilemma that has come up ;  however ,  this book does not contain 
these answers .  They are worthy of a book unto themselves .  
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justifi cations for the murder of a relative over a blood feud. The decision to anchor 
my questions in systematic research stemmed from my great interest in the subject, 
of course, as well as from a desire to be able—after years spent in research—to 
translate “objective” observations into a voice, an insight, and from my determina-
tion to present in the public arena an analysis of this reality that might reach public 
consciousness. 

 The experts and the parents of children with disabilities who participated in the 
studies presented in this book are, in the words of one educator at a special educa-
tion school, “ the people who protect the candle ’ s fl ame in the dark ,” people who 
despite the complex, diffi cult, and sometimes impossible reality they face, continue 
fi ghting every day and every hour for the lives and the quality of life of children with 
disabilities in the Bedouin community. 

  This book is dedicated to them ,  with great appreciation and love . 
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1.1                        Overview 

 The Declaration on the Rights of Indigenous Peoples was adopted by the UN General 
Assembly on Thursday, 13 September 2007, by a majority of 144 states in favor, with 
4 votes against and 11 abstentions. During the Durban Review Conference in April 
2009, 182 states from all regions of the world reached consensus on an outcome docu-
ment in which they “ Welcome[d]  the adoption of the UN Declaration on the Rights of 
Indigenous Peoples, which has a positive impact on the protection of victims and, in 
this context, urge[d] states to take all necessary measures to implement the rights of 
indigenous peoples in accordance with international human rights instruments with-
out discrimination…” (UN Offi ce of the High Commissioner for Human Rights, 
 Outcome Document of the Durban Review Conference , 24 April 2009, para. 73). 

 The change in policy towards indigenous peoples and communities as mani-
fested in the declaration of rights has led primarily to the process of democratization 
in some countries and to the establishment of an indigenous peoples’ organization 
within the UN. The following describes in brief the main developments in the UN’s 
policy on this issue. 

 In 1957, the development and integration of these populations was discussed and 
the fi rst covenant regarding indigenous populations was accepted by the UN; in 
1982, the Working Group on Indigenous Populations (WGIP) was established; in 
1993, the UN General Assembly ratifi ed a draft of the Declaration on the Rights of 
Indigenous Peoples; in 2002, a permanent forum on indigenous issues was estab-
lished, which has been active since and still produces current updated reports 
(in 2013); and in 2007, after a 25-year process, the Declaration on the Rights of 
Indigenous Peoples was adopted, anchoring the rights of indigenous peoples and 
protecting their lands, resources, and cultures. Although the declaration does not 
comprehensively bind the UN member states, it does establish clear norms that 
delineate the desired attitude towards indigenous peoples. Thus, the development of 
the UN policy towards indigenous peoples may be perceived as dynamic rather than 
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linear, and while signifi cant shifts have taken place primarily in the courts, they 
have relied on changing trends in the public and political discourse. 

 The consolidation of the new approach was a result of fi erce debates between the 
different interest groups. The collective rights of indigenous nations are anchored in 
a variety of arrangements, with some countries establishing their relations with their 
indigenous nations on the basis of agreements and contracts. An agreement may be 
specifi c and constitute one step in a reconciliation process. Another possible 
arrangement is to choose the legislative path, by formulating a “Charter of Rights,” 
which is the approach that has been adopted in the United States, Canada, and New 
Zealand. Other measures leading towards deep-seated recognition include integrat-
ing the customary, native law with the prevailing or civil law; recognizing common 
ownership of resources such as land; establishing compensation by means of legis-
lation that grants equal rights while admitting past mistakes and seeking forgive-
ness. This variety of approaches, as well as the evolving process of change, is made 
evident only by means of global comparative studies, which have documented pol-
icy and legal developments towards indigenous nations in various countries. While 
the declaration adopted by the UN does not dictate one universal defi nition of 
“indigenous peoples” to be agreed upon by all nations, it is nevertheless clear that at 
the international level, the defi nitions introduced by the UN’s working group 
(WGIP) have been widely accepted (182 countries, as of 2009). Therefore, this is 
also the defi nition that will be used in this book. It is based on Cobo Martinez’s defi -
nition from 1972, proposed at the UN General Assembly (see the UN site). 
According to this defi nition, indigenous nations are

•    Communities that have a prior presence and use of a given space  
•   Communities with a unique cultural continuity—language, religion, tradition, 

economy, laws and institutions, and a will to continue to live separately as a 
collective  

•   Communities that have traditional societies, frequently half-nomadic/tribal  
•   Communities that identify themselves as a separate cultural group  
•   Communities whose members experienced a colonial intrusion and a history of 

exclusion, dispossession, conquest, forced cultural change, discrimination, and/
or displacement from their main living spaces by the modern state    

 In certain countries, however, these communities are not legally recognized as 
indigenous peoples. Given that in some countries the defi nition of indigenous peo-
ples is controversial, each country defi nes these populations differently. I chose to 
use the UN’s defi nition as the foundation for this book, since it offers a unifi ed scale 
for defi ning indigenous communities worldwide. In addition to the lack of a univer-
sally accepted defi nition at the international level, there is also no agreement regard-
ing the term “indigenous” itself. 

 Different countries use a variety of terms to refer to groups within their borders, 
which have been recognized by international legislation as “indigenous peoples.” 
These designations include, among others, “Native Americans” and “Pacifi c 
Islanders” in the United States; “Inuit,” “Metis,” and “First Nation” in Canada; 
Aborigines in Australia; the Māori in New Zealand; Hill tribes in South East Asia; 
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indigenous ethnic minorities, Scheduled Tribes, or Adivasi, in India; tribal groups, 
autochthonous groups, or  minzoku , in Japan; and the list goes on. As the variety of 
terms suggests, defi ning who is indigenous is a diffi cult task. 

 Due to the absence of a single and all-encompassing defi nition, there are very 
different demographic estimates of indigenous peoples. The latest fi gures from 
international nongovernmental organizations and from academia estimate that there 
are between 257 and 350 million indigenous people in the world today (see Fig.  1.1 ).

   We know the least about regions with the largest estimated indigenous popula-
tions; for example, there is a dearth of accurate demographic and health-related data 
from Africa, China, South Asia, and the Former Soviet Union. The variance among 
these communities is manifest in several manners. For instance, contemporary dis-
tinct indigenous groups survive in populations ranging from only a few dozen to 
hundreds of thousands and more. Many indigenous populations have undergone a 

     Fig. 1.1    Indigenous populations by region of the world (Adapted from Maybury-Lewis  2007 )       
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dramatic decline and even extinction and remain threatened in many parts of the 
world. Indigenous societies range from those that have been signifi cantly exposed 
to the colonizing or expansionary activities of other societies (such as the Maya 
peoples of Mexico and Central America) to those who as yet remain relatively iso-
lated from any external infl uence (such as the Sentinelese and Jarawa of the 
Andaman Islands). Some have also been assimilated by other populations or have 
undergone many other changes. In other cases, indigenous populations are undergo-
ing a recovery or expansion in numbers. 

 Indigenous societies may be settled in a given locale or region, or they may 
exhibit a nomadic lifestyle across a large territory; generally, however, they are 
associated historically with a specifi c territory, on which they depend for their liveli-
hood. Indigenous societies are found in every inhabited climate zone and continent 
of the world. 

 Despite the lack of a universally agreed upon defi nition and term, there are dif-
fi culties and challenges that are common to all indigenous communities in the 
world. The following section highlights some of the challenges and diffi culties that 
indigenous children encounter, regardless of their geographic location. 

1.1.1     High Frequency of Health Risks 

 In December 1993, the United Nations General Assembly proclaimed the 
International Decade of the World’s Indigenous People, and UN specialized agen-
cies were asked to convene with governments and indigenous peoples to consider 
how they could contribute to the success of the Decade of Indigenous People, which 
offi cially commenced in December of 1994. In response, at the Forty-seventh World 
Health Assembly, the World Health Organization (WHO) established a core advi-
sory group comprised of indigenous representatives with special knowledge of the 
health needs and resources of their communities, thus beginning a long-term com-
mitment to investigate and improve the health of indigenous peoples, which consti-
tutes a global health issue. 

 The WHO observed that “statistical data on the health status of indigenous peo-
ples [was] scarce. This [was] especially notable for indigenous peoples in Africa, 
Asia, and Eastern Europe.” Nevertheless, snapshots from various countries where 
such statistics are available show that, in advanced and developing countries alike, 
indigenous peoples’ health status is worse than that of the general population: they 
suffer from a higher incidence of diabetes in some regions of Australia; higher prev-
alence of poor sanitation and lack of safe water among Twa households in Rwanda; 
and a higher rate of childbirths without prenatal care among ethnic minorities in 
Vietnam. Suicide rates among Inuit youth in Canada are 11 times higher than the 
national average, and infant mortality rates are higher for indigenous peoples every-
where (Carpenter and McMurchy-Pilkington  2008 ). 

 Native Americans cope with signifi cant mental health factors, including depres-
sion (Stiffman et al.  2007 ), suicidal tendencies (Shaughnessy et al.  2004 ), low 
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self-esteem (Riede  2001 ), and alienation (Huff  1997 ). As Herring ( 1994 ) indicates, 
among all the racial/ethnic youth populations in the United States, none seems to be 
more at risk than Native Americans. Numerous studies have reported higher rates, 
earlier onset, and more severe consequences of drug abuse among Native American 
youth compared to their non-Native peers (Schinke et al.  2000 ; Moncher et al. 
 1990 ). The consequences of this abuse among Native American youth are severe: 
Moncher et al. ( 1990 ) found the rate of drug and alcohol abuse by these youths to 
be associated with delinquency, unemployment, violent behavior, academic failure, 
and elevated rates of school dropout. 

 Is the situation getting better or worse? Although the evidence is sparse, there is 
a disturbing trend of disadvantage across all the health indicators of indigenous 
peoples. Addressing the indigenous health crisis calls for a holistic vision of health 
research and the promotion of health interventions that are more future oriented, 
more integrated, and more pluralistic than at present.  

1.1.2     Elevated School Dropout Rates 

 Education is one of the primary agents of transformation and development. It is an 
activity, a series of activities, or a process which improves the immediate social, 
economic, political, human, cultural, or environmental living conditions, and 
increases the chances of survival of future generations. Education is also a critical 
factor in human resource development and is essential for a country’s economic 
growth. While the major indicators of socioeconomic development, such as rates of 
economic growth birth, death, infant mortality, and literacy are all interconnected, 
the literacy rate has been shown to be the major determinant in the fl uctuation of 
other indicators. There is ample evidence that a high literacy rate, especially in the 
case of women, correlates with low birth and infant mortality rates, and greater life 
expectancy. Recognition of this fact has illuminated the need to focus on literacy and 
elementary education programs, not merely as part of the quest for social justice, but 
also as a means to foster economic growth, social well-being, and social stability. 

 The high incidence of school dropouts among indigenous communities is one of 
the main reasons that these communities lag behind in education (Gautam  2003 ). 
One example that demonstrates this is a survey conducted in India by various agen-
cies and compiled by Jharkand Education Project Council (JEPC). Encompassing 
25,703 school dropouts in the age group of 6–14 years, the survey reported that 
compulsion to earn a livelihood forces hundreds of students to leave schools. 
According to the survey (Indo-Asian News Service, 2007), 26.39 % of students 
leave school as they are compelled to earn, 25.44 % are engaged in household work, 
12.25 % lack interest in studies, and 8 % drop out due to sociocultural reasons. 
Similarly, an alarmingly high incidence of school dropout was found among Native 
American and Alaska Native students. This is not a new phenomenon, but one that 
has persisted throughout the twentieth and early twenty-fi rst centuries (Freeman and 
Fox  2005 ). Findings indicate that the number of Native Americans and Alaska 
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Natives who graduate continues to be a matter of urgent concern. On average, less 
than 50 % of Native American students in 12 US states graduate each year (Faircloth 
and Tippeconnic  2010 ). Indeed, Native American students have become a matter of 
academic concern across the United States (House  2003 ). They are the most under-
served population (Powers et al.  2003 ), have the lowest rates of academic achieve-
ment and educational success (Sherman  2002 ), and the highest dropout rate of all 
racial/ethnic groups in the United States (Jeffries et al.  2004 ; Gallagher  2000 ). 
There are also examples from other parts of the world. For instance, it is estimated 
that less than 0.5 % of Batwa have completed secondary education (Lewis  2001 , 
p. 16). In Bolivia, indigenous children receive about 3 years less schooling than 
non- indigenous children (Partridge et al.  1996 ). 

 The examples given here are from countries in which data on this issue are avail-
able. In other countries, due to a variety of reasons, data on dropout rates are either 
partial or missing. Lack of accurate data may be due in part to the high mobility of 
a given population, undercounting of the population, or distrust among this popula-
tion regarding the use of data by the federal government. The geographic dispersion 
of Native Americans and Alaska native students, for instance, makes it diffi cult to 
collect and report data accurately. Due to such questions regarding the quality of 
some data sets, many researchers have opted to avoid including data in their reports. 

 Nevertheless, there is a great need to understand the context and background of 
education systems in the indigenous communities. Therefore, I wish to present the 
most frequent reasons for dropping out of school in indigenous communities. First 
among these is poverty. Poor socioeconomic conditions (poverty) are a major con-
straint to educational access, making it impossible for marginalized households to 
invest in education and the related expenses, such as school fees, textbooks, uni-
forms, meals, and transportation. Children from poor families contribute to family 
income either directly by working as labor, or indirectly by contributing in doing 
household chores. Indeed, loss of income is a frequently cited reason for keeping 
children out of school (Larsen  2003 ). A survey conducted by the Instituto Nacional 
Indigenista (INI) indicated that 42,000 indigenous children had dropped out of 
school mainly because they lacked the fi nancial means to continue studying (Larsen 
 2003 ). Honduran school children in rural areas spend an average of 2.9 years in 
education, while those in urban areas spend and 5.8 years (Lopez  2007 ). In Oaxaca, 
Mexico, only 5.2 % of the indigenous population enrolls in middle school or high 
school, compared to a national average of 26 %, and no more than 2 % of the indig-
enous population in Oaxaca undertakes occupational studies, compared to a national 
average of 10.8 % (International Youth Foundation  2000 ). 

 Another reason for dropping out of school is the geographical location of the 
schools and the lack of transport facilities: some remote areas either have no schools 
at all or if there are any, they are often inaccessible due to poorly maintained roads 
and lack of public transportation. Some indigenous tribes live in hills or in dense 
forests with diffi cult terrain; consequently, geographical isolation and/or lack of 
infrastructure makes it diffi cult for public transport services to reach them. It is a 
challenge to provide education and set up schools and institutions in small, scattered 
tribal communities situated in remote rural locations. 

1 Indigenous Communities and Children with Disabilities in the World…



9

 Discrimination against indigenous children continues to be an issue in education 
systems and practices (UNESCO  1999 ) and constitutes yet another cause of high 
dropout rates. Discrimination can be experienced through the absence of peer rela-
tionships, leading to a sense of complete alienation among indigenous children. As a 
result of a combination of these factors, students from indigenous communities face 
a series of obstacles on their path to education, including a long commute to school 
in harsh environmental conditions; poor quality of relationships and occasionally dis-
crimination on the part of teachers and fellow students from nontribal backgrounds; 
and an inherent disadvantage when negotiating a space for themselves, which they 
have been denied historically. Psychologically, this has a strong negative impact on 
children, which again contributes to their dropping out of school (Kumar  2008 ). 

 Diffi culty in comprehending the language of instruction constitutes yet another 
obstacle, and another reason behind high dropout rates. Due to language constraints, 
most indigenous children do not understand the textbooks, which are generally in 
the regional language. Similarly, nontribal teachers in tribal children’s schools do 
not know the children’s native language. Research in child development and peda-
gogy has indicated that children learn concepts better if these are embedded in con-
texts that are local, familiar, and consequently meaningful. 

 One attempt to cope with the language issue was undertaken in the Janshala 
Program, a collaborative effort of the Government of India and fi ve UN agencies 
(UNDP, UNICEF, UNESCO, ILO, and UNFPA) to provide programmed support to 
the ongoing efforts towards achieving Universal Elementary Education. Subsequent 
evaluation research found that at least at the primary level, students should be taught 
in their native language. Increasing efforts are being made to deal with these chal-
lenges, some of which have been proven by research to be successful. For example, 
the fi rst 10 years of schooling of the Sami in Norway are conducted in their indig-
enous language, while in Sweden and Finland, the native language is offered as a 
medium of instruction only during the fi rst 6 years of school (Lund  2000 , p. 10). In 
other places, a successful way of coping with this challenge is to teach both lan-
guages at the same time. Thus, in Guatemala, USAID-funded research has shown 
that girls in one bilingual education program had higher sixth-grade completion 
rates than girls in rural schools that did not feature a bilingual curriculum (USAID 
 1997 ). Similarly, bilingual education initiatives are key activities of newly formed 
indigenous organizations in Asia and Africa. 

 Another factor that affects dropout trends is the rate of literacy within the indig-
enous community. At a virtually global scale, literacy rates among indigenous and 
tribal communities are lower than the national average. For example, according to 
1991 fi gures, the literacy rate among tribal peoples in India was only 29.6 %, com-
pared to a national rate of 52 % (Erni and Luithi  2001 ). Female literacy is consid-
ered a signifi cant indicator of educational development within any social group. In 
Jharkhand State in India, there are 32 different tribal communities, which constitute 
26.3 % (6.6 million) of the total population of the State. The average literacy rate in 
Jharkhand State is 54.13 %, but among some tribes and particularly among women, 
the literacy rate is as low as 10 % (Kumar  2008 ). 
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 At the institutional level, research indicates that there are a number of school- 
related factors associated with higher student dropout rates. Factors that are particu-
larly critical for indigenous students include uncaring teachers; passive teaching 
methods; irrelevant curricula; inappropriate testing and emphasis on standardized 
testing, which in some countries leads to built-in failure, due to the way the tests are 
designed; and the size of the school (especially those with more than a thousand stu-
dents), which makes it diffi cult for professionals to be warm, supportive, and caring. 

 Another reason for the high dropout rates among indigenous communities may be 
due to a confl ict between the education provided at school and the education pro-
vided by the community. For many indigenous peoples, traditional education typi-
cally includes learning traditional occupations (ILO  2001 ). For instance, Fuchs and 
Havighurst ( 1972 ) reported that “many Indian children live in homes and communi-
ties where the cultural expectations are different and discontinuous from the expecta-
tions held by schoolteachers and school authorities” (p. 299). Traditional forms of 
education include engagement in customary livelihoods, in fi elds and forests or at 
sea, with parents and community members. The basic skills transmitted allow chil-
dren to grow up and survive in often harsh environments. Practical competencies 
related to these livelihoods are viewed as a necessity for proper socialization. Indeed, 
prohibiting access to traditional forms of education, by forcing children to participate 
in non-adapted schooling, may ultimately threaten the children’s ability to survive 
and make a living later on as adults. It may also provoke intergenerational confl ict, 
particularly as educational services often include built-in discriminatory practices. 

 Figure  1.2  presents a summary of the various reasons for high dropout rates 
among indigenous children.

   Another aspect needs to be highlighted at this point: the dropout problem is actu-
ally propelled by a reciprocal process. Many educational institutions and practices 
are rejecting indigenous peoples, their cultural identities, and their practices 
(D’Emilio  2001 ), which in turn causes indigenous communities, comprising both 
parents and children, to resist the educational services. The rejection of indigenous 
concerns undermines the necessity and validity of both indigenous knowledge 
transfer and the traditional forms of education, and thus ultimately rejects the rele-
vance of traditional livelihoods and the indigenous way of life. As Kratli notes,

  school experience is seen as providing the opposite of education: children not only fail to 
learn how to secure a livelihood, but lose what they were taught in early life and absorb 
alien and negative values and lifestyles. At school, they are softened, humiliated, trained 
into dependency, laziness, irresponsibility, lack of discipline and self-esteem. On the other 
hand, they are made to believe that their school experience raises their social status amongst 
non-schooled people, so that once back in their communities they often become arrogant, 
presumptuous and disrespectful (Kratli  2001 , p. 38). 

   Therefore, the issue of dropout prevention must be dealt with holistically. It is 
imperative to address the reasons that cause these children to drop out, and respond 
with solutions that are based in the communities’ familial, social, and cultural 
contexts. 

 There are clear indications that education-support programs need to build on the 
strengths of the indigenous community, value its culture and history, and at the same 
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time enable a more-or-less seamless integration into mainstream education systems. 
It is important to examine countries and programs that have dealt with this issue 
successfully. One way to do this is by conducting comprehensive case studies in 
states such as Oklahoma (in the United States), where Native American and Alaskan 
indigenous students appear to be graduating in higher numbers and achieving at 
higher levels academically compared to their indigenous peers elsewhere in the 
United States (Moran et al.  2008 ). 

 As noted, there is a critical need for a more holistic approach that would move 
indigenous education beyond the language agenda. Such an approach would involve 
indigenous education breaking through the cultural domination of national education 
authorities, by empowering communities to strengthen, implement, and control their 
own visions of educational programs and practices. The literature includes several 
successful examples that have led to a decrease in the dropout rates in indigenous 

  Fig. 1.2    Reasons for school dropout in indigenous communities       
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communities. Thus, for instance, Brandt ( 1992 ) and Bagai and Nundy ( 2009 ) have 
presented recommendations for dealing effectively with dropout rates, and Helme 
and Lamb ( 2011 ) offer examples of what works and what doesn’t. To summarize, the 
description presented herein clarifi es and illuminates several important points:

•    The lack of accurate reporting of graduation and dropout rates for indigenous 
students continues to be an issue of concern. The creation of uniform means of 
calculating and reporting graduation and dropout rates is an important step in 
illustrating the extent and magnitude of the crisis.  

•   Issues of education among indigenous children cannot be viewed in isolation 
from the wider context of structural challenges faced by indigenous peoples as a 
whole. These challenges involve several socioeconomic and cultural aspects that 
characterize indigenous communities, children, adults, and households, and dis-
tinguish them from the general non-indigenous population. Awareness of par-
ticular forms of social exclusion needs to remain at the forefront of problem 
analysis and solution building.    

 Up to this point, we have dealt with children who actually attend school. Yet, 
many children in indigenous communities do not attend school at all; further 
research is required in order to address this population of children. One recognized 
reason for nonattendance is child labor.  

1.1.3     Child Labor 

 According to recent global estimates, 211 million children between ages 5–14 are 
economically active. Of these, approximately 186 million are engaged in child 
labor. If we include children and youths between the ages of 15–17, the number of 
child laborers reaches 246 million. 

 There is evidence suggesting that among indigenous peoples in certain countries 
there are high numbers of the worst form of child labor. Child labor among indige-
nous children in South Asia, Southeast Asia, and Latin America takes many forms, 
including debt-bondage, as found among hill tribe children in Thailand, Central 
America, and Mexico, and child traffi cking, found in Southeast Asia. In Latin 
America, it is estimated that indigenous children are twice as likely to work as their 
peers. In Ecuador, nine out of ten indigenous children work, compared to one out of 
three non-indigenous children (Salazar  1998 , p. 6). In Latin America, rural agricul-
tural child labor is mainly found among the indigenous peoples of Mexico, Central 
America, and the Andean Region, where most indigenous peoples are peasant farm-
ers or wage laborers. For example, it is estimated that more than 50 % of the indig-
enous agricultural community in Guatemala, Mexico, and Peru survive only as wage 
laborers. Rural child laborers are involved in sugar cane plantations and rice and 
coffee harvesting, with studies indicating that indigenous children are employed for 
more than 40 h per week (Carrasco  1999 ). In rural areas in Mexico, it is estimated 
that around 170,000 indigenous children aged 6–14 work for little—if any—wages 
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for their parents, family, or neighbors. In Latin America, indigenous children have 
been found to work in mines, in Colombia, Peru, and Bolivia (Martinez  2000 ). 

 Indigenous values regarding child development and maturing may involve work. 
IPEC and INDISCO Philippines research has shown that parents in one indigenous 
community did not necessarily consider child labor to be a problem (Palma-Sealza 
and Sealza  2000 ). In the Cordillera region of the Philippines, another research team 
found that while over 80 % of the children surveyed were involved in some form of 
child labor, this was rarely considered hazardous or disadvantageous. The attitude 
among parents was that “children must learn how to work, earn money, contribute 
to the family’s needs, be responsible for one’s upkeep and the like” (Reyes-Boquiren 
 2001 , p. 26). 

 There are clear indications that a growing number of indigenous children are 
migrating, alone or with their parents, to cities, in search of employment or better 
opportunities. In India, for example, there has been some documentation of indige-
nous girls migrating to urban areas to seek employment as domestic workers (Larsen 
 2003 ). In Asia, a recent ILO study of socioeconomic vulnerability of indigenous 
migrants in the cities of Chiang Mai and Chiang Rai in Thailand showed that the 
majority of street children under the age of 15 were from hill areas in Thailand and 
Burma, and most were boys who earned a living from selling fl owers, begging, or 
offering sex services (Budaeng et al.  2001 ). Similar evidence is emerging from 
other Asian cities either within or neighboring on indigenous areas. In Africa, urban 
migration of indigenous children and youth is also a growing concern. Indigenous 
organizations have highlighted the downward spiral of unemployment, delinquency, 
alcohol and drug addiction, prostitution, and AIDS associated with indigenous chil-
dren’s urban migration (Martinez  2000 ). 

 Data on this issue are incomplete, since in some countries the situation is not 
well documented; overall, data remain relatively weak and sporadic (Larsen  2003 ). 
However, as Larsen states, in certain countries, indigenous and tribal children com-
prise a large portion of urban migrants; hence, this issue demands immediate inter-
national attention (Larsen  2003 ). A comprehensive approach is required, one which 
can operate on many levels, including international, national, provincial, and com-
munity, targeting individuals and families.  

1.1.4     The Need for More Extensive Support Services 

 Many indigenous communities around the world either lack support services, or the 
existing ones fail to provide adequate responses. Also, indigenous peoples often live 
in remote areas where they are easily overlooked. Sometimes support services do 
exist, but the high level of poverty in the indigenous community makes it impossible 
to pay for treatment or medications. In other places the sparse support services that 
do exist are situated in distant locations that render them virtually inaccessible, as is 
the case in El Salvador, for example, regarding both basic services (Lopez  2007 ) 
and health services (Larsen  2003 ). From Central Africa to South and Southeast 
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Asia, the status of indigenous peoples who have not been granted offi cial citizenship 
poses serious obstacles to accessing government funded services such as health 
facilities (Budaeng et al.  2001 ). As a result of insuffi cient support services and the 
absence of accessible healthcare facilities, mortality rates in these communities are 
higher than the national averages. 

 The health of the San of Southern Africa was found to be closely linked to 
marginalization and poverty. Some of the major health problems experienced by 
the San/Basarwa in Botswana include alcoholism, tuberculosis, and HIV/AIDS. 
Alcoholism is considered a symptom of marginalization and despondency, as well 
as a cause of poor health. In addition, many people drink alcohol to deal with hun-
ger (Report of the African Commissions  2005 ). Also the Batwa in Rwanda, 
Burundi, and Uganda are severely discriminated in terms of healthcare, due to 
poverty and marginalization. As a result of their very limited access to primary 
healthcare, the majority of both adults and children are forced to do without 
(Report of the African Commissions  2005 , p. 52). They are prone to health prob-
lems related to diet and nutrition, and Batwa children suffer from chronic malnutri-
tion. Also they do not have access to clean drinking water, since they live in remote 
areas. Given the lack of money for medicines, compounded with the discrimina-
tion they face, the Batwa simply do not go to healthcare centers, and they are left 
to hope that they will be spontaneously cured of their illnesses, or they practice 
self-medication. Many Batwa, especially children under 5 years of age, die from 
malaria, as their families cannot afford the necessary treatment. Child vaccination 
rates among this community are very low, and at the same time they are exposed 
to the most dangerous diseases (tetanus, whooping cough, measles, polio). 
Expecting mothers do not seek prenatal care, they do not take the necessary vac-
cinations, and they generally give birth at home under non-hygienic conditions. 
Consequently, many Batwa mothers and children die during childbirth (Report of 
the African Commissions  2005 , p. 54). Another example, based on the results of 
fi eldwork, suggests that the Pygmies do not have access to primary healthcare and 
mainly rely on traditional medicine. As a result, their communities are affected by 
many diseases, especially tropical parasitosis, tuberculosis, infectious diseases, 
respiratory diseases, and infantile infectious diseases, more so than other popula-
tion groups in their region (Hall and Patrinos  2010 ). As noted, there is a link 
between absence, partial, and inadequate support services and limited economic 
resources and poverty.  

1.1.5     Lack of Financial Resources: Poverty 

 It is widely believed, and in some cases amply documented, that indigenous peoples 
are the poorest of the poor in terms of income, and that over time this situation has 
remained constant (Hall and Patrinos  2010 ). In other words, there is a systematic 
link between being indigenous and being poor (Word Bank  2005 , p. 171). This is 
true for example in El Salvador and Guatemala, where indigenous peoples mostly 
live in rural communities (Mullick  2002 ), as well as in Latin America, South and 
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Southeast Asia, where indigenous peoples constitute a growing proportion of the 
new urban migrants, i.e., the urban poor. 

 This repeated fi nding prompts the question of causality: what causes indigenous 
people to be signifi cantly poorer on average than the rest of the population? 
According to Lumsden ( 2008 ), a review of the literature yields six principal (and 
inter-related) possible explanations for the causes of extreme poverty and disadvan-
tage among indigenous peoples:

    1.    Spatial disadvantage: geographic characteristics such as climate, vegetation, 
access to basic infrastructure, and remoteness explain poverty differentials. In 
China, for example, minorities are twice as likely to live in isolated, remote vil-
lages with diffi cult topography and poor infrastructure.   

   2.    Human capital theory: the lack of education and poor health lead to limited pro-
ductivity in the labor market, which is one of the major determinants of low 
income and poverty.   

   3.    Asset-based explanations and poverty traps: in addition to the issue of assets 
related to human capital, indigenous communities fail to reach even a minimum 
asset threshold. One result is that they are economically vulnerable, that is, they 
are unable to cope with events that interfere with routine or undermine stability, 
which in turn means they cannot escape the condition of poverty.   

   4.    Social exclusion and discrimination: even with a suffi cient asset base, the lack of 
social capital and the ongoing discrimination prohibit access to key “networks” 
and, thus, increases market segmentation, which effectively means low returns 
on assets and/or limited access to services and credit, such that the poor remain 
chronically poor.   

   5.    Cultural and behavioral characteristics: group-level infl uences and peer effects 
help inculcate maladaptive, constraining behaviors, such as a “cultural of pov-
erty” and self-reinforcement of stereotypes and stigmas.   

   6.    Dependence on the existing institutional path: in addition to the characteristics 
and behaviors of the poor, inequality is structurally reproduced via historically 
determined social and political relationships, exploitation, and “opportunity 
hoarding” among elites.    

  In sum, the evidence that can be pieced together so far suggests that there is a 
systematic link between being indigenous and being poor. Nevertheless, some coun-
tries have succeeded in improving the economic conditions of their indigenous com-
munities. Examples include the Hui and Manchu in China, the Aymara in Peru, and 
to some extent, indigenous communities in India and Vietnam. Currently, the related 
research priority is to gain a better understanding how these successes came about.  

1.1.6     Subjection to Acts of Dispossession and Spirit-Breaking 

 Studies that investigate the conditions of indigenous nations and the public policies 
that affect them indicate that these polices share a common denominator: they fea-
ture political subjugation, legal and social discrimination, neglect, isolation, and 
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exclusion. Notwithstanding, in the 1960s, the fi rst efforts were made to instigate a 
political, cultural, legal, and economic revival of these peoples. Currently, with the 
development of a postcolonial corrective discourse, there is growing recognition of 
their existence, as well as their status as the largest social sector with a low breaking 
point. The economic, familial, cultural, and political situation of indigenous nations 
is the worst among all nations in the world, as was reported by the World Bank in 
the 1990s: the living conditions of indigenous people are abysmal, and their state of 
poverty is persistent and severe, especially when compared to those of the non- 
indigenous population (Psacharopoulos  1994 , pp. 206–207). 

 Certain indigenous societies survive even though they may no longer inhabit their 
“traditional” lands, owing to migration, relocation, forced resettlement, or having 
been supplanted by other cultural groups. In many other respects, the transformation 
of culture of indigenous groups is ongoing, and includes permanent loss of language, 
loss of lands, encroachment on traditional territories, and disruption of traditional 
ways of life, due to contamination and pollution of waters and lands. Characteristics 
common across many indigenous groups include present or historical reliance upon 
subsistence-based production (based on pastoral, horticultural, and/or hunting and 
gathering techniques), and a predominantly non-urbanized society. 

 Since the 29th Ordinary Session of the African Commission on Human and 
Peoples’ Rights (ACHPR) in Libya, in 2001, representatives of the indigenous com-
munities have given strong testimony to their desperate situation and the gross 
human rights violations of which they are victims. They have informed the ACHPR 
about the discrimination and contempt they experience, about the dispossession of 
their lands, the destruction of their livelihood, culture, and identity, and about their 
lack of access to and participation in political decision making (ACHPR  2005 ), all 
of which lead to the dispossession and spirit-breaking of indigenous peoples. They 
have requested the right to survive as peoples and to have a say in their own future, 
based on their own culture, languages, identity, hopes, and visions. 

 The most researched aspect of this issue is language. Thus, for example, for 
many Māori the alienation from mainstream society is compounded by the loss of a 
positive identity, which is symbolized by loss of language and self-esteem (Carpenter 
and McMurchy-Pilkington  2008 ). Despite a recent renaissance in the isolated pock-
ets where Māori language is in common use, the population is dwindling and the 
language is in danger of becoming extinct. The journey of Māori culture and lan-
guage to this state of tentative existence is similar to that of many other colonized 
and indigenous peoples worldwide. Many indigenous communities around the 
world are losing their language, if it has not been lost yet. For instance, indigenous 
languages in El Salvador, with the exception of Nahuatl, have largely disappeared 
(Lopez  2007 ). 

 A major issue in terms of democratic participation and citizenship rights—and 
one that is closely linked to language issues—is the extent to which indigenous 
languages are used in administrative and day-to-day matters. In some countries, 
such as Norway and Finland, indigenous languages are recognized as offi cial lan-
guages in certain municipalities, providing people with the right to obtain public 
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services in their own language. In other countries, this may be the case informally, 
in areas where indigenous peoples form the majority. In most cases, high rates of 
illiteracy in national languages prevent effective use of public services. 

 The common characteristics of most indigenous communities, part of which 
have been presented in this section, have led to the addition of a major clause to the 
2007 Declaration on the Rights of Indigenous Peoples. The addendum suggests 
recognizing the right of indigenous peoples to autonomy, internal self- determination, 
preservation of their cultural heritage and cultural property, including territory, edu-
cation, language, and the right to sustain and develop indigenous social and eco-
nomic systems (Castellino and Gilbert  2003 ). 

 Some countries, aware of the diffi culties and challenges that indigenous peoples 
face, have attempted to cope with these issues; thus, there are some positive exam-
ples of political recognition and participation, which may be of inspiration. 
Particularly in regard to the issue of language, several efforts are underway. In 
Guatemala, for instance, the offi cial language is Spanish, but 23 spoken indigenous 
languages also exist in the state, an arrangement which permits each indigenous 
group to use its own language. This practice stands in contrast to that of other coun-
tries, which forbid the use of indigenous languages and attempt to eradicate them. 
Section 6(2) of the South African Constitution of Rights of Communities refers to 
the need to protect and promote indigenous languages, mentioning the Khoe, San, 
and Nama languages. In this regard, an important step forward taken in recent years 
was the approval of a law that sanctions the recognition, respect, promotion, devel-
opment, and utilization of indigenous languages (Lopez  2007 , p. 8). Efforts to pre-
serve the language and culture of indigenous groups are underway in other countries 
as well, including New Zealand (Carpenter and McMurchy-Pilkington  2008 ) and 
Morocco, where on July 31, 2001, King Mohammed VI declared the creation of the 
Royal Institute for Amazigh Culture and Language. 

 In conclusion, an important insight that emerges from the—albeit partial—pic-
ture presented in this section is that while the severity of the experience of indige-
nous peoples may differ from country to country, their situation is cause for serious 
concern and requires intervention. No longer can we sit back and wait for change to 
happen, and research alone is not enough. Policymakers and practitioners must act 
immediately at all levels: federal, state, district, local, and tribal.   

1.2     Indigenous Communities and Children with Disabilities 
in the World 

 The aim of this section is to examine the shared and unique characteristics of indig-
enous communities vis-à-vis children with disabilities. The main issues brought to 
the discussion are the state of poor documentation of children with disabilities in 
indigenous communities, high rates of children with disabilities in indigenous com-
munities, and the absence of—any or adequate—support services. 
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1.2.1     Disability 

  Disability  is a key concept in this book and, in fact, the manner in which the term is 
used here also determines the type of data and information sought and the way that 
information is interpreted.  Children with disabilities  are defi ned as those whose needs 
cannot be met within a regular setting, home or family, without extra support. Their 
needs may stem from a cognitive or intellectual, visual or auditory, physical, motor, 
communication, behavior and/or emotional disability, or a co morbidity of these. The 
severity of the disability relates to how much support services the children need. 
People with a profound or severe limitation need assistance with at least one core 
activity, such as walking, toileting, dressing, or communicating. In the theoretical and 
research literature there is a lively discussion regarding the conceptualization, defi ni-
tion, and classifi cation of children with disabilities. There is a direct link between 
these three components, as represented in the following schematic diagram: 

 Conceptualization → defi nition → classifi cation 

1.2.1.1     Conceptualization 

 I shall begin with the subject of conceptualization as it is the fi rst in the schematic 
order. Although most indigenous communities have experience with disabilities, in 
some indigenous communities the language does not contain a single word or con-
cept for various disabilities. Likewise, there may be no negative terminology or 
slang used to refer to disability. For example, among the Navajos there is no word 
for mental retardation (Joe  1997 ). 

 In different places in the world, a single type of disability is designated by differ-
ent names. Thus, for instance, the expression “intellectual disability,” the term 
selected for use in this manuscript to describe the population of interest, is synony-
mous with “learning disability,” with the North American term “mental retarda-
tion,” and with the fi rst two parts of the defi nition of “mental impairment” under the 
1983 Mental Health Act (Department of Health and Welsh Offi ce  1982 ). Here it 
refers to intellectual disability. 

 Similarly, a variety of terms are used in different countries to describe children 
with special needs. In this book, the term of choice is  disability , since it encom-
passes a global view of the phenomenon. 

 In the past 20 years, the concept of disability has evolved, from a medical model 
that focused on the individual’s impairment, to a social model based on functioning 
and participation, a model that focuses on the external obstacles that limit the indi-
vidual’s range of activities and social participation. We have seen a shift in terminol-
ogy and an increasing tendency towards viewing disability as a complex process, 
involving a number of different elements at the individual and societal level. Viewed 
from this perspective, which populations does the term “children with disabilities” 
include? Children with disabilities are a diverse and heterogeneous group. Childhood 
disabilities can affect one or more functional domains, including: cognition, move-
ment, consciousness, language, speech, vision, hearing, and behavior. The term 
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“children with disabilities” is used broadly in this book to refer to disabilities that 
occur in any of these domains. Table  1.1  below presents several major categories of 
childhood disabilities and selected examples of disabilities within each category.

1.2.1.2        Classifying the Degree of the Disability 

 Based on studies conducted in Western countries that have a methodical and struc-
tured system for evaluating children with disabilities and maintain databases on this 
subject, each disability is described in terms of a continuum or a spectrum, ranging 
from mild to complex. For instance, mental retardation is often classifi ed as mild, 
moderate, or profound. Defi ning the child’s disability on a continuum raises the 
issue of the classifi cation of children with disabilities. To identify any particular 
individual as falling within one of these disability classifi cations requires the use of 
a predefi ned measure. Table  1.2  provides a summary of the different classifi cation 
methods used, as applied to intellectual disability, by way of example.

   As the multiplicity of classifi cation methods demonstrates, disability is a com-
plex, multidimensional experience; consequently, it poses several challenges for the 
establishment of classifi cation measures. Approaches to measuring and classifying 
disability vary across countries and thus infl uence the results. Operational measures 
of disability vary according to the purpose and application of the data, the concep-
tion of disability, the aspects of disability examined (impairments, activity limita-
tions, participation restrictions, related health conditions, environmental factors), 
the way in which the term is defi ned and phrased, reporting sources, data collection 
methods, and expectations of functioning. 

 As this chapter views disabilities of children in indigenous communities from a 
global perspective, it is important to use a classifi cation method that can accommo-
date both the global and local contexts of the indigenous communities. For the con-
ceptual framework of this book, the International Classifi cation of Functioning, 
Disability and Health (ICF) classifi cation method was adopted, due to several 
advantages it has over other classifi cation systems. 

   Table 1.1    Major categories of child disabilities and selected examples   

 Major categories  Selected examples 

 Cognitive/Intellectual  Mental retardation/intellectual disability 
 Learning disabilities 
 Developmental disabilities 

 Vision and hearing  Blindness and impaired vision 
 Deafness and impaired hearing 

 Physical/Motor  Cerebral palsy 
 Paralysis (post-polio, spinal cord or traumatic injury) 

 Communication  Autism 
 The entire spectrum 

 Behavior  Conduct disorders 
 Attention defi cit hyperactivity disorder (ADHD) 

 Emotional  Mood disorder, mental disorder, anxiety 
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 The fi rst such advantage is that this method allows us to understand functioning 
and disability as a dynamic interaction between environmental conditions (including 
community, family, and parents) and contextual factors. According to the ICF, dis-
ability is recognized when an individual’s ability to perform daily activities, carry out 
social roles, and/or participate in typical communal activities is impaired. According 
to this classifi cation system, understanding disability means taking into account both 
the individual and the social consequences of the impairment. The focus is on the 
interaction between the individual’s physical and personal characteristics and the 
 environment  in the broadest sense of the word, encompassing the individual’s social, 
cultural, and physical world. Thus, in order to understand disability it is necessary to 
focus not only on the individual but also on the family and/or the social group with 
whom the individual coexists, and to examine the ways in which the individual, fam-
ily, and society function and cope with the consequences of the disability within their 
particular social and cultural milieu. Within the ICF’s classifi cation system of func-
tioning, both the individual and the environment are in focus. The ICF classifi cation 
system is designed to be culturally neutral and applicable in cross-cultural frame-
works. The personal, practical, and social consequences of impairment will differ 
depending on factors such as gender, economic and social class, culture, caste, and 
geographical remoteness. Different kinds of impairments are understood differently 
and will have different consequences in different cultures. 

 Another advantage of the ICF is the fact that it was developed over a long pro-
cess, in which academics, clinicians, and—importantly—persons with disabilities 
were involved. Moreover, the ICF classifi cation system can be used to understand 

   Table 1.2    Summary-example of the different methods used in the classifi cation of intellectual 
disabilities   

 Classifi cation of intellectual disabilities  Focus 

 DSM—Diagnostic and Statistical 
Manual of Mental Disorders 
(American Psychological 
Association) 

 Presents a defi nition and rules for determining levels 
of intellectual disabilities, but is used primarily for 
classifying a wide range of “psychic” disabilities, 
some of which are related to intellectual disabilities 

 ICD—The International Classifi cation 
of Functioning, Disability and Health 

 Includes rules for determining various levels of 
intellectual disabilities and is known as an 
internationally accepted method of identifying 
illnesses and physical states, including those that 
can be attributed to intellectual disabilities 

 ICF—International Classifi cation of 
Functioning, Disability and Health 
(WHO—World Health Organization) 

 This method classifi es functioning in terms of 
structure and functioning of the body, in addition 
to activities, participation, and contextual factors 

 AAMR—American Association on 
Mental Retardation 

 The AAMR has taken signifi cant steps away from a 
clinically oriented perspective towards a multidi-
mensional approach in defi ning intellectual 
disabilities. The AAMR defi nition gives more 
credence to the “state” of interaction between the 
individual and the social environment. Such 
descriptions of severity are considered to be more 
functional, relevant, and oriented to service delivery 
and outcomes than the labeling classifi cation 
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and measure the positive aspects of functioning, such as bodily functions, activities, 
participation, and environmental facilitation. The ICF also contains a classifi cation 
of environmental factors, perceived as either facilitators or barriers, which is used 
to describe the world in which people with different levels of functioning must live 
and act. The ICF further distinguishes between a person’s capacities to perform 
actions and the actual performance of those actions in real life, a subtle difference 
that helps illuminate the effect of the environment and can serve to demonstrate 
ways in which modifying the environment can help improve performance. 

 A fi nal advantage, which is especially important for anyone dealing with chil-
dren with disabilities in a global context, is that the ICF is universal because it cov-
ers all human functioning and treats disability as a continuum, rather than as a 
means for categorizing people. Furthermore, disability according to the ICF is con-
sidered a matter of degree, that is, more or less, not yes or no. The ICF serves a 
range of purposes, such as research, surveillance, and reporting, in which it is used 
to describe and measure the degree of disability. It can also be applied and used by 
support services, for example, for assessing individual functioning, goal setting, 
treatment, and monitoring; measuring outcomes and evaluating services; determin-
ing eligibility for welfare benefi ts; and developing health and disability surveys. 

 Clearly, relying on a stable defi nition or classifi cation system that allows for 
comparison over time and place has critical implications for epidemiological 
research. Taxonomy in this fi eld is particularly diffi cult because professionals and 
consumers come from a range of backgrounds and have different purposes, such as 
advocacy, education, medical care, and service provision. Consequently, it would be 
even more effective to have a conceptual framework that could map the various defi -
nitions and classifi cation systems in a way amenable to scientifi c investigation and 
support services. This is important if we want to know the “true prevalence” of 
children with disabilities in indigenous communities. 

 As a fi rst step towards establishing such a conceptual framework, I propose using 
an existing module, namely, the Ten Questions Screen for Child Disability from the 
Multiple Indicator Cluster Survey (MICS). Twenty-six of the fi fty countries that 
participated in the third round of MICS, administered in 2005–2008, included this 
optional child disability module. MICS is one of the fi rst surveys to use a single 
screen for disability across a wide range of countries. By adopting the module from 
this survey, I hope to raise awareness about the number and the conditions of chil-
dren with disabilities in indigenous communities. The Ten Questions screen was 
designed as a tool for both identifying children at increased risk for disability, who 
in turn are referred for comprehensive clinical evaluations.   

1.2.2     Children with Disability: Poor Documentation 
in the Indigenous Community 

 Disabilities occur in every nation and community in the world. The fi rst question 
that research should ask is what is the likely prevalence of children with disabilities 
in a specifi c community? In this book, the question pertains to the indigenous 
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community. Although the majority of children in the world live in developing coun-
tries and in indigenous communities and therefore may be at high risk for disability, 
to date, the issue of disability among children in indigenous communities has 
received only limited attention. Consequently, there is little information available on 
the prevalence and causes of disability in this group. As Glasson et al. noted, “[c]hild 
disability among indigenous peoples continues to remain poorly documented and 
data is generally limited, disparate, and of low quality” (Glasson et al.  2005 , p. 627). 

 There are many reasons for the paucity of population studies focusing on indig-
enous children with disabilities, most critical among them are cultural diversity, 
geographical dispersion, and the relatively small size of these populations. There 
are also major cultural differences between the indigenous peoples of a given coun-
try. For example, there are 562 federally recognized Native American tribes in the 
United States (US Department of the Interior,  2005 ). These small, culturally distinct 
populations create sampling problems that make it nearly impossible to draw gener-
alizations about Native Americans as a group. As Native American populations 
constitute small percentages of the general US population, national-scale studies 
nearly always relegate them to the category of “other ethnic groups” and usually 
include only urban Native Americans in the sampling frame. Two additional reasons 
for the paucity of studies about children with disabilities in indigenous communities 
around the world are the diffi culty of collecting data in settings where few children 
with disabilities are formally identifi ed and receiving services, and a tendency 
among researchers and health providers to view childhood disabilities as a low pri-
ority in populations where infant and child mortality rates are still in great excess. 
Yet another possible obstacle to documenting children with disabilities may be that 
they are concealed by their parents, due to a perception of social stigma or other 
cultural beliefs and practices. In Nigeria, for instance, certain indigenous communi-
ties believe that if a child is born with a mental disability, the family has been cursed 
by the gods and is being punished for evil doing. In many African indigenous com-
munities, grand mal epilepsy is considered a form of severe mental illness 
(Omigbodun  2004 ). Therefore, families are known to manage this stigma by lock-
ing up children with mental disabilities and epilepsy, keeping them away from the 
prying eyes of neighbors. Often this leads the parents to abandon the child, who is 
thus left to endure slow starvation (Desjarlais et al.  1995 ). In addition, many of the 
children in these African communities lack access to healthcare, due to beliefs, 
poverty, and poor health access (Omigbodun  2008 ). 

 Problems exist in gathering data, even when researchers conduct systematic 
studies. Thus, for example, Glasson et al. ( 2005 ) noted that during their investiga-
tion (about assessment of intellectual disability among Aboriginal Australians), 
much of the information on children was found to be either missing, incomplete, or 
vaguely coded. As the collection of information on the status of indigenous peoples 
can be a very sensitive issue, certain questions may have been omitted or not 
recorded electronically. 

 In a stable population, the prevalence (i.e., the number of existing cases) of a 
certain illness is a function of its incidence (the number of new cases per unit of 
time) and the persistence or duration of disease. Although incidence is preferable to 
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prevalence as a measure for investigating risk and etiology, data on the incidence 
of children with disability in any population are unattainable, due to the absence of 
longitudinal data from conception, or birth, to death. Thus, the epidemiology of chil-
dren with disabilities must generally be inferred from prevalence estimates taken at 
various time points and locations, based on cross-sectional data. These estimates 
have to be interpreted with caution, as they are indicators of risk confounded by 
variations in the populations’ survival rates. Not unlike the case in low- income 
countries, the incidence of disability in indigenous communities—though immea-
surable—is most likely elevated. This is due not only to increased exposure to the 
many known causes of brain injury and abnormal development (discussed below 
under risk factors) but also to the limited medical care and support services available 
once the exposure has occurred. In countries with well-developed services for chil-
dren with disabilities, administrative data and registries provide a useful source of 
population-based data on childhood disabilities; however, in most countries where 
indigenous communities live, health, education, and rehabilitation services for chil-
dren with special needs are sparse or not universally available, and children with 
disabilities are less likely than their peers to attend school (Miles  1997 ; Durkin et al. 
 2000 ; Committee on Nervous System Disorders in Developing Countries  2001 ). 

 Another reason for the absence of administrative data is the “key informant” 
approach, which involves interviewing teachers, healthcare providers, community 
leaders, and other key persons in the community in order to identify children with 
disabilities. This approach, too, has been shown to overlook disabilities that are not 
visible, such as hearing and cognitive disabilities, and to include children from out-
side the population of interest (Thorburn et al.  1991 ). An approach that overcomes 
these limitations is the “two-phase prevalence survey,” which involves door-to-door 
surveys and individualized screening of all the children in the community for dis-
abilities, followed by diagnostic assessments of children who screened positive, and 
sampling of those who screened negative (Shrout and Newman  1989 ). This approach 
provides the most comprehensive coverage in settings with limited services, and for 
this reason it might be expected to generate higher estimates of prevalence than the 
alternative approaches. In addition to differences in basic approaches, case-fi nding 
methods vary also in terms of inclusion criteria, case defi nitions, and diagnostic 
criteria used. 

 The issue of the assessment of children with disabilities also poses a problem in 
terms of data collection. Assessment information must include data regarding the 
type of diagnostic or assessment instrument used for the purpose of classifying the 
child’s disability, particularly since most existing, standard diagnostic and assess-
ment/instruments were developed to target children from majority cultures, and 
therefore their use with indigenous populations may lead to bias or misdiagnoses. 

 Due to the lack of assessment, treatment, and services for children with disabili-
ties, many of these children—despite being referred to a range of service systems—
end up in the juvenile justice system, “consigned to incarceration rather than 
treatment” (The Senate Community Affairs References Committee  2005 ). Given all 
of these obstacles, it is diffi cult to provide precise information on the prevalence of 
children with disabilities in indigenous communities. 
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 All the same, it is important to note that there are a number of countries in the 
world, such as Australia, where there is a government strategy and a matching 
framework for conducting systematic documentation and study of indigenous chil-
dren with disabilities. This enables examination of the contexts and causality of 
phenomena, and provides interesting data. Thus, an interesting study was conducted 
in Australia on the relationship between intellectual disability, indigenous status, 
and risk of repeat offenses by juvenile offenders. The study conducted by the NSW 
Department of Juvenile Justice ( 2003 ) revealed that young people in custody 
reported symptoms consistent with several conditions: 88 % of the reports coin-
cided with a mild, moderate, or severe psychiatric disorder; 30 % with Attention 
Defi cit Hyperactivity Disorder; and 21 % with schizophrenia; while 10–13 % were 
assessed as having an intellectual disability. In addition, a later study found that 8 % 
of young men and 12 % of young women reported having attempted suicide in the 
previous 12 months; 21 % of young men and 56 % of young women reported alco-
hol abuse in the hazardous/harmful range; and, 51 % reported problems resulting 
from drug abuse (NSW Department of Juvenile Justice,  2004 –2006). The report 
also determined the fi gure of 10 % to be a “culture-fair” estimate of intellectual dis-
ability among the Aboriginal and Torres Strait Islander youths in custody (NSW 
Young People in Custody Health Survey  2003 ). Data are lacking not only as to the 
prevalence and extent of this phenomenon but also as to the type/classifi cation of 
the disabilities. Assessments of prevalence and classifi cation would enable the 
examination of context and causality. 

 Notwithstanding the documentation diffi culties and the meager amount of data 
that are available, the picture that does emerge suggests that the number of children 
with disabilities in indigenous communities is relatively high. However, if appropri-
ate prevention and intervention strategies are to be provided, there is an urgent need 
for more detailed information on the prevalence and patterns of disabilities among 
children in indigenous communities. Robust evidence helps to make well-informed 
decisions about disability policies and programs; consequently, without more spe-
cifi c information on geographical locations, levels of disability, and children pro-
fi les, the development and targeting of services and policies addressing the needs of 
indigenous communities will continue to be a major problem. Robust evidence 
helps to make well-informed decisions about disability policies and programs. 
Therefore, acquiring more accurate information regarding the number of people 
with disabilities as well as their circumstances can facilitate efforts to remove dis-
abling barriers and provide people with disabilities the necessary services to enable 
them to increase their participation in daily life and social activities. 

 Diagnosis of a child’s disability requires a process of recognition that includes a 
variety of methods, assessment instruments, and professionals. A framework useful 
for the purposes of this investigation is presented in Bagnato and Neisworth’s ( 1991 ) 
defi nition of assessment, which depicts assessment as a fl exible, collaborative 
decision- making process, in which teams of parents and professionals work together 
to identify the needs of children and their families. The assessment practices recom-
mended by The Division for Early Childhood of the Council for Exceptional 
Children (DEC) (Neisworth and Bagnato  2005 ) could also be used. 
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 The accuracy of disability screening and assessment tools is subject to debate 
and scrutiny, particularly with regard to the extent to which these mechanisms are 
culturally relevant for the indigenous population. Westerman, an indigenous person 
who runs indigenous psychological services in Western Australia, notes that some 
attempts have been made to develop assessment tools suitable for indigenous peo-
ple, but much more work still needs to be done. In developing assessment tools, the 
focus should be on the known strengths of the indigenous people. For the notion of 
assessment to be more acceptable to indigenous people, tools need to have “faith 
validity,” that is, they need to make sense to indigenous people, and indigenous 
people need to be able to relate to them. Those administering the relevant tests also 
need cultural competence training. 

 Despite the diffi culties, obtaining information that can help identify children 
with disabilities in indigenous communities is important, as it serves a number of 
uses. First, it can alert governments to the need to adapt or extend education and 
other services in order to address the particular needs of these children and their 
families, in a manner that suits the population’s requirements. Second, it will enable 
international comparisons of prevalence, which may confi rm the extent to which the 
identifi cation of this condition is affected by cultural infl uences (Fombonne  2009 ), 
etiological factors, or a combination of both. To date, studies on cultural indigenous 
factors and disabilities have received little attention. Third, this type of data can be 
useful for devising and testing procedures suitable for identifying children with this 
condition in indigenous cultures, rather than presuming that assessment tools devel-
oped in other countries are adequate.  

1.2.3     High Rates of Children with Disabilities 
in the Indigenous Community: Explanatory Factors 

 The data presented in this section must be viewed with caution, in light of the dif-
fi culties presented in the previous section. The sparse data that exist regarding chil-
dren with disabilities in indigenous communities points to a signifi cantly high 
prevalence of children with disabilities in some indigenous communities. One 
example is the high rate of disorders related to substance abuse found among Native 
American/Alaska Native youths, which represents a signifi cant problem affecting 
these communities (Beals et al.  1997 ; Dixon et al.  2007 ). In a study conducted 
among indigenous adolescents from the Northern Midwest and Canada, the lifetime 
conduct disorder rate was found to be more than twice the rate found in the general 
population (Whitbeck et al.  2008 ). Also, in a study analyzing data among a sample 
of Northern Plains adolescents aged 14–16 years and two comparison groups, 
Native American youths demonstrated higher rates of disruptive behavior disorders, 
conduct disorder, and oppositional defi ant disorder than did either of the compari-
son samples (Beals et al.  1997 ). These statistics are important, since behavior and 
mental health problems experienced during childhood and adolescence may signifi -
cantly impact growth and development, school performance, and peer and family 
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relationships, as well as lead to an increased risk of suicide (Bhatia and Bhatia 
 2007 ). In Australia, the National Aboriginal and Torres Strait Islander Social Survey 
of 2002 estimated that Indigenous Australians are 1.5 times more likely to have a 
disability (including physical, mental, and intellectual) than non-Indigenous 
Australians (Australian Bureau of Statistics  2004 ). Similarly, Glasson et al. ( 2005 ) 
examined the Disability Services Commission of Western Australia’s database of 
clients since 1953 and found over-representation of intellectual disabilities among 
indigenous people in Western Australia. Although indigenous people comprise 
3.5 % of the population in Western Australia, they represented 7.4 % of all people 
registered for intellectual disabilities services. The level of intellectual disability 
was assessed as borderline or mild in 40.7 % of cases, moderate in 19.9 %, and 
severe or profound in 12.1 %, while levels were not specifi ed in 27.2 % cases. The 
median life expectancy was 55.1 years for men and 64.9 years for women, yet the 
mean age at death of 19.6 years. The leading causes of death were respiratory dis-
eases, diseases of circulatory system, and accidents (Glasson et al.  2005 ). Employing 
the same database used by Glasson et al. ( 2005 ), Leonard et al. ( 2005 ) investigated 
the social correlates of intellectual disabilities of unknown cause in a group of chil-
dren born between 1983 and 1992 in Western Australia. Children of indigenous 
women were found to be 2.83 times more likely to have mild to moderate intellec-
tual disabilities and 1.67 times more likely to have severe intellectual disabilities 
than non-indigenous children. Having an indigenous parent was a signifi cant 
sociodemographic predictor associated with mild to moderate intellectual disabili-
ties (Frize et al.  2008 ). The sparse data existing and presented here point to a profu-
sion of children with disabilities in indigenous communities. The question is: what 
is the reason for this? 

 Based on the limited data available, this section highlights causes and risk factors 
that contribute to the prevalence of disabilities in indigenous communities. 

  Genetic factors —First, there are reasons related to the genetic characteristics of 
indigenous communities. For example, a number of relatively rare genetic disor-
ders, which pose life-threatening dangers or signifi cant disability among certain 
Native American and Alaska Native populations, have been observed and reported; 
some of these are unique conditions, and others demonstrate unusual frequency 
among certain Native American populations. The examples presented here are dis-
orders that have been the focus of considerable investigation due to their frequent 
occurrence among Native American communities: severe combined immune defi -
ciency syndrome (Jones et al.  1991 ), familial Navajo arthropathy (Singleton et al. 
 1990 ), congenital adrenal hyperplasia (Hirschfeld and Fleshman  1969 ), Kuskokwim 
syndrome (Wright  1970 ), metachromatic leukodystrophy (Pastor-Soler et al.  1994 ), 
and congenital joint contractures resembling arthrogryposis, found in the Inuit peo-
ple of the Kuskokwim River Delta in Alaska. Another genetics-related factor 
 induced by certain behaviors is  the phenomenon of consanguineous marriage (typi-
cally between fi rst-cousins), which results in increased homozygosity for deleteri-
ous mutations. This phenomenon is especially prominent among some populations 
in South Asia, the Middle East, and North Africa. Consanguinity has been linked to 
increased prenatal mortality and disabling childhood conditions in a number of 
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populations (World Health Organization  1996 ; Durkin et al.  2000 ). Another factor 
that infl uences disability and is related to certain behaviors is the introduction of 
adverse prenatal and perinatal conditions that are known to be risk factors associ-
ated for example with intellectual disability. These signifi cant contributors, account-
ing for some 36 % of cases of intellectual disability according to Glasson et al. 
( 2005 ), include maternal drug or alcohol use during pregnancy, physical trauma, 
multiple births, birth complications, infections, and low birth weight. A number of 
prenatal, postnatal, and childhood infections, including rubella, syphilis and menin-
gitis, among others, can result in damage to the developing nervous system and 
cause long-term disabilities in children (Committee on Nervous System Disorders 
in Developing Countries  2001 ). 

  Factors related to the physical environment —A child’s environment has a huge 
impact on the experience and extent of disability. Impoverished physical and social 
environments, landmines, natural and human-induced disasters, lack of road safety, 
the absence of basic injury prevention strategies, and child abuse and neglect together 
can either be a direct cause of handicap, or at the very least they leave children in 
many low-income communities exposed to excess hazards that are likely to increase 
the risk of developmental disabilities (Richman  1993 ). The degraded physical envi-
ronments in which many indigenous communities live constitute an additional factor 
which increases the risk of contracting general infections (some of which can lead to 
developmental disability), respiratory diseases, and parasitic diseases. This factor 
may be especially relevant in remote areas (in Australia, for example) where sanita-
tion is poor and the water supply may be contaminated (Torzillo et al.  1995 ; Gracey 
et al.  1997 ). High-level exposure to certain environmental contaminants such as lead 
and methylmercury are known to be a direct cause of disabilities (Mendola et al. 
 2002 ). Folate defi ciency very early in pregnancy is a well-established risk factor for 
neural tube defects, such as spina bifi da, which result in motor disability and in some 
cases, intellectual impairment among surviving infants. 

  Factors related to the social environment —It has been established that poor 
socioeconomic status constitutes a risk factor for disabilities (Durkin  2002 ). 
Environments with higher levels of violence and dangerous levels of alcohol con-
sumption in the indigenous community (Helps and Harrison  2004 ; Chikritzhs and 
Brady  2006 ) are likely to lead to higher rates of fetal alcohol syndrome and acquired 
brain injury in indigenous children (Harris and Bucens  2003 ). Other Australian data 
suggest that indigenous mothers to children with intellectual disability tend to be 
younger and less educated (Australian Bureau of Statistics  2003 ), to reside in remote 
rural regions (Gee and O’Neill  2001 ), and to be less likely to seek early prenatal care 
(Crowe  1995 ), all of which can be disadvantageous to childhood development. 

 Although there is a close linkage between poverty and disability, little research 
has been carried out analyzing the mechanisms behind this relationship (Elwan 
 1999 ). An abundance of literature has shown that in high-income countries, the liv-
ing conditions among individuals with disabilities are of lower standards than those 
of non-disabled individuals. While there is less of a focus on this relationship in 
low-income countries, a few recent studies and reviews have documented the same 
pattern also in Africa (in particular: Eide and Loeb  2003 ; Loeb and Eide  2004 ). 
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The relationship between disability and poverty is bidirectional (Yeo and Moore 
 2003 ), so that disability may increase the risk of poverty, and poverty may increase 
the risk of disability. 

 A growing body of empirical evidence from across the world indicates that peo-
ple with disabilities and their families are more likely to experience economic and 
social disadvantage than those without disability. Yet information is scant on the 
dynamics that can explain how the presence of impairments affects the economic 
and social life of people, or how poverty affects the occurrence of disability in 
developing countries. Nevertheless, there is suffi cient knowledge to conclude that 
people with disabilities are at risk of being and remaining among the poorest. On an 
individual level, the relationship depends on the social and economic circumstances 
under which the individual lives. 

 Among the poverty-related conditions that can cause disability is children’s lack 
of access to proper nutrition. Protein and energy malnutrition are two of the stron-
gest predictors of poor mental performance (Grantham-McGregor  2002 ); not sur-
prisingly, children with developmental disabilities are at increased risk for 
malnutrition, which, in turn, impacts adversely on their survival and ability to ben-
efi t from educational interventions. An important recent study from sub-Saharan 
Africa demonstrated a possible direct association between under nutrition and per-
manent hearing loss in 0–3 months old infants (Olusanya  2010 ). 

 Micronutrient defi ciencies, a manifestation of malnutrition, can affect child 
development both directly and by interacting with infections. Indeed, Micronutrient 
defi ciencies may be the leading cause of developmental disabilities worldwide. 
Specifi cally, vitamin A defi ciency in childhood, if severe enough to result in exoph-
thalmia, is likely to be the leading cause of childhood blindness in the world. The 
World Health Organization estimates that it causes 70 % of the estimated half a mil-
lion new cases of blindness or partial blindness occurring in children each year 
(World Health Organization  2002 ). In addition to the direct effects of vitamin A 
defi ciency on the eyes and vision, it further contributes to childhood disability by 
increasing the risk of contracting measles and other serious childhood infections that 
can result in long-term disability (Sommer and West  1997 ). Dietary defi ciency of 
another micronutrient, iodine, is still prevalent in many less-developed countries and 
has been described as the leading cause of preventable intellectual disabilities in the 
world (Hetzel  1983 ). In utero exposure to maternal iodine defi ciency during the fi rst 
two trimesters of pregnancy can damage the developing brain, causing permanent 
cognitive disability as well as early onset motor, hearing, and speech disabilities. 
A third micronutrient defi ciency, iron defi ciency anemia, is also widespread in low-
income countries. In some populations, up to 50 % of pregnant women, infants, and 
children are affected (Viteri  1998 ). In addition to dietary defi ciency, other risk factors 
for iron defi ciency anemia in low-income countries include hookworm and other 
helminthes infestations, malaria, diarrheal disease, and poverty. Iron defi ciency ane-
mia may contribute to the risk of childhood disability by lowering immunity, impair-
ing vitamin A absorption and thyroid hormone transformation, increasing lead 
absorption, and increasing the risk of low birth weight (Scholl and Hediger  1994 ). 
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 Poverty is related to disability through lack of necessary healthcare and medication; 
absence of sanitary installations; contamination of the air, soil, and drinking water; 
insuffi cient access to limited resources such as food, clean water, and land; and lack 
of support for high costs associated with the impairment (Elwan  1999 ; Yeo and 
Moore  2003 ). Moreover, in an impoverished and disadvantaged setting an existing 
health condition can easily turn into a disability, whether due to an inaccessible 
environment or insuffi cient health and rehabilitation services. 

 One way of addressing the complex issue of high disability rates in indigenous 
communities is to ensure the presence and proper functioning of multifaceted sup-
port services.  

1.2.4     Support Services 

 In this book, the term “support services” refers to the entirety of existing services 
that address the unique needs of children with disabilities, among them educational, 
welfare, and medical services, to mention but a few. Most indigenous communities 
live in the periphery, far away from urban centers; infrastructure such as roads, 
water, and electricity do not reach these tribal localities. Reduced accessibility and 
connectivity has further prevented indigenous children with disabilities from 
improving their lives. Similarly, women living in rural and remote areas may fi nd it 
diffi cult to reach a center that can provide prenatal care and neonatal screening; 
consequently, they use these services only infrequently (Glasson et al.  2005 ). For 
example, research refers to a large proportion of documented cases of Aborigines 
living in non-metropolitan areas, where appropriate services may be diffi cult to 
access: 30 % of these cases were recorded as inactive for receipt of services. These 
fi ndings suggest that either contact with clients from remote areas was lost or that 
social or cultural barriers were preventing service utilization (Glasson et al.  2005 ). 

 In other cases, indigenous communities may have support services within their 
reach, but there is no professional there who can evaluate and treat children with 
certain disabilities. One example among many is in the area of mental disabilities: 
existing health services do not address the mental health needs of the millions of 
children in these resource-constrained settings. A stark reality that captures the 
dearth of resources is the statistical fi nding that there is not even one psychiatrist per 
100,000 people in much of South East Asia and the proportion is even smaller—per 
one million people—in most of sub-Saharan Africa (World Health Organization, 
2005). The few child psychiatrists that are available have to participate in all aspects 
of mental healthcare, leaving little or no time for them to develop services specifi -
cally for children (Olatawura  2005 ). In addition, of the few children who do manage 
to see a psychiatrist, many are lost to follow-up and very little is known about the 
outcome of the visits, because the programs that are available are very poorly orga-
nized and lack the multidisciplinary teams needed to provide collaborative care 
(Omigbodun  2004 ; Dogra and Omigbodun  2004 ). 
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 In cases with more than one disability or medical condition, children’s symptoms 
were either overlooked or attributed to preexisting conditions or to known medical 
problems; in the absence of a preexisting condition, the presentation of dual or mul-
tiple disabilities complicated the diagnostic process (Bevan-Brown  2004 ). 

 Sometimes professionals in support services are forced to use assessment tools, 
procedures, and resources which are inappropriate, or do not suit the needs of the 
indigenous community. In Australia, for example, parents expressed their desire for 
more culturally appropriate assessment measures and procedures and for more 
Māori services, service providers, and professionals (Bevan-Brown  2004 ). 

 In one example of cultural inappropriateness, a Māori child was provided with a 
computer, which came with word predictive software in English, but no macron 
software or Māori dictionary (Bevan-Brown  2004 ). Also the test itself was severely 
criticized:

  The only thing [the assessor] knew to do was throw a WISC [Wechsler Intelligence Scale 
for Children] at him, which she did, but she hadn’t even modifi ed it for New Zealand condi-
tions, much less Māori kids [or the Māori language] … I was absolutely horrifi ed—how 
many stars on the bloody American fl ag? Like an 11 year old out of kura kaupapa Māori is 
going to know that! What is the capital of Brazil?—how useful is that! It was just so inap-
propriate, I mean, Hape knew a lot of the stuff she [was] asked simply because we live in a 
household where we look at stuff like that, but how many 11 year olds who are in kura 
kaupapa Māori know who Charles Darwin was—in fact how many 11 year olds in New 
Zealand know who Charles Darwin was, they don’t hit that till high school … I just couldn’t 
believe the inappropriateness of it (Bevan-Brown  2004 , p.22). 

   The foregoing discussion has cultural implications for the assessment of children 
with disability who come from different backgrounds. First, the disability screening 
tools need to be considered. When cultures are very diverse, different assessment 
methods may have to be used in each. A second consideration is the availability of 
culturally trained personnel to oversee screening and diagnostic services. Yet 
another cultural aspect, parental literacy, may affect parents’ participation in screen-
ing and their engagement in face-to-face interviews; however, obtaining informa-
tion from parents may constitute an important part of the assessment process, as in 
the case of identifying autistic disorders. 

 In addition, more often than not, service providers do not live in the tribal com-
munities of their clients or patients and consequently are not suffi ciently familiar 
with the physical, psychological, and political exigencies that the family experi-
ences on a daily basis. This basic inequity of context can undermine the utility of 
service provided (Vraniak  1997 ). 

 In the absence of support services, it is likely that traditional healers will con-
tinue to act as support service providers, until such time as modern services become 
more accessible. It is no surprise that indigenous people seek help from traditional 
healers, given that the latter are abundantly available within the communities and, 
as the large signposts declare, they offer “cure all” services. 

 It is essential that the process of designing and providing adequate support ser-
vices to indigenous communities be guided by careful policy development and 
implementation, as this input will determine the development of key aspects of the 
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system of services. Due attention must be paid to the task of training a greater number 
of pediatric professionals. It is important to establish partnerships—between profes-
sionals working in tertiary centers and those working in secondary and primary care 
settings. 

 The support services provided to children in schools are just one phase, which 
will be described in a separate chapter of this book; however, support systems must 
be made available for the long term, addressing the needs of individuals throughout 
their lifespan. It is important to note that certain countries have reported substantial 
progress on this issue. For instance, the Millennium Development Goals (MDGs), 
agreed on by the international community in the year 2000, was endorsed by 189 
countries. This unifi ed set of development objectives aims to address the needs of the 
world’s poorest and most marginalized people, and the intention is to achieve these 
goals by 2015. In a similar intent to better address the needs of the Native American 
communities, the Offi ce of Special Education Programs (OSEP) and the Individuals 
with Disabilities Education Act of the US Department of Education required the 
Bureau of Indian Education (BIE) to report annually on 20 performance indicators 
related to the provision of special education services to children ages 3–21. 

 Implementation of the important and constructive principles presented here is 
crucial for devising future plans in the cycle of “prevention—intervention—
research,” which is–ultimately—the goal of professionals whose work focuses on 
helping children with disabilities in indigenous communities around the world. 
While it is clear that using multiple sources and observing possible links between 
trends constitutes an effi cient strategy in this process, the next step may be to estab-
lish systems that allow connections to be observed across generations and jurisdic-
tions. Such research processes would have the capacity not only to identify the 
intergenerational risk factors that impact child disadvantage but also to provide 
clues on how social policies could be used for intervention purposes. This sort of 
intersectional collaboration is essential both for understanding the determinants of 
disabilities as well as for providing the most appropriate and cost-effective services 
to these children and their families. There are exciting opportunities ahead for mak-
ing major inroads into this fi eld—opportunities that must not be missed while grap-
pling with the methodological challenges described herein.      
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2.1                       Culture 

 Everyone has a culture. Culture and language provide people with ways to organize 
their thoughts, communicate with others, and manage the world. It is through cul-
ture that we think, feel, behave, and manage our reality (Shweder  1991 ). Culture 
allows us to know who we are, defi ne what is meaningful, communicate with others, 
and manage our environment. Just as we use our eyes to see the world, we use our 
culture to understand our world. 

 In cross-cultural psychology, culture has been described as a fuzzy set, i.e., a 
term on which there is lack of agreement regarding its defi nition, conceptualization, 
and operationalization. The word “culture” originates from the Latin word  cultura , 
which means “to till or cultivate.” Talor ( 1871 ) defi ned culture as “that complex 
whole which includes knowledge, belief, arts, morals, laws, customs and any other 
capabilities and habits acquired as a member of society” (cited in Kim et al.  2006 ). 

 When referring to culture, we mean the totality of ideas, values, knowledge, and 
way of life of a group of people who share a certain historical, religious, racial, 
linguistic, ethnic, or social background (Henry et al.  1995 ). 

 A number of authors have attempted to defi ne culture succinctly. Slaughter et al. 
( 1990 ) wrote that culture “is the sum total of mores, traditions, and beliefs of how 
we function, and encompasses other products of human works and thoughts specifi c 
to members of an intergenerational group, community, or population” (p. 363). 
Rehm ( 1999 ) takes a slightly different view, defi ning culture as “a dynamic and 
negotiated social construction arising from interaction and resulting in shared 
understandings among people in contact with one another” (p. 66). 

 Culture is not a variable, quasi-independent variable, or a mere sum of individual 
characteristics. Culture is an emergent property of individuals interacting with, 
managing, and changing their environment. Culture represents the collective utiliza-
tion of natural and human resources to achieve desired outcomes (Kim et al.  2006 ), 
and it is usually associated with the study of the past (e.g., history, philosophy, art, 
literature, language, and crafts). 

    Chapter 2   
 Key Terms 
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 It is always easier to detect the infl uence of culture in people other than ourselves. 
Culture is something to which we have grown so accustomed that we have ceased to 
notice its effects; nonetheless, it is not surprising that culture has such a profound 
infl uence on our behavior. It is a part of our life from inception: our mother’s prac-
tices during pregnancy, the way we are cared for as infants, the language and sounds 
that surround us, and the rules that we are taught as we grow up. Culture is a set of 
value systems that relate strongly to religious beliefs, kinship patterns, social 
arrangements, communication networks, and regulatory norms of person familial 
and social conduct (Anderson and Kirkham  1999 ). 

 Individuals interpret situations based on their past experience, and these interpre-
tations can never be culture-free. Thus, for example, the rules for touching differ 
from culture to culture; as a result, the manner in which one interprets an act of 
touching is necessarily culturally bound. However, cultural beliefs and behaviors 
are always being infl uenced by new information and new experiences. Therefore, 
culture is not static, but rather fl uid and dynamic. It encompasses a complex network 
of meanings, enmeshed within historical, social, economic, and political processes. 
Given this understanding of culture as a process, and its far-reaching effects, it is 
clearly impossible to reach an understanding of culture based on a single experi-
ence. Rather, learning about one’s own and others’ cultures is a lifelong process—a 
journey with multiple destinations. 

  Cultural characteristics —There are many characteristics that describe a culture, 
among them communication, space, time, social organization, environmental con-
trols, and biological variations (St Clair and McKenry  1999 ). 

 Although communities are not static or planned, societies do have cultural mores, 
practices, and characteristics which guide human behavior and provide a socializa-
tion framework that shapes interactions. Culture is this framework that guides and 
bounds life practices. Cultural practices, as well as the individual characteristics of 
the person or family, are likely to infl uence the interactions between service providers 
or interventionists and the parents of the children who are the recipients of the ser-
vices. The task of the service provider, much like that of a gardener, is to individual-
ize interventions, to address families’ concerns and priorities, and tailor the services 
to families’ needs and resources. Being sensitive, knowledgeable, and understanding 
the parents’ cultural practices enhances this process and sets the relationship on a 
constructive course. Lynch and Hanson ( 1998 ) stressed that learning about one’s own 
culture, as well as about another’s culture, is a process that continues throughout 
one’s lifetime. Bohannan ( 1989 ) stated that “the capacity to learn culture is genetic, 
but the subject matter is not genetic and must be learned by each person in his or her 
family and social community” and “only part of culture is conscious” (p. 12). 

 Culture is often confused with race and ethnicity. Originally, the term “race” was 
intended to denote biological variation, but it currently represents a set of individuals 
with similar identity factors that include political and social status. Similarly, the 
term “ethnicity” represents a group of individuals with shared characteristics, such as 
language, religion, and/or geographical origin (Rehm  1999 ), which is set apart by 
boundaries of affi liation (Mink  1997 ). Rehm ( 1999 ) reminds us that most people belong 
to more than one defi ned culture, but usually identify themselves with a sole culture. 
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People usually identify themselves as belonging to a specifi c culture, yet they do not 
necessarily refl ect or represent all of the characteristics of that culture. 

 In learning about one’s own or another’s culture, one must understand how mem-
bers of that culture communicate. Thus, it is important to know what is considered 
adequate personal space in that culture, how time is measured, and what are accept-
able frameworks in which people may interact. Do members of that culture tend to 
stay segregated within their own nuclear families or do they interact within the 
larger extended family and/or community? Answers to these questions can help 
service providers identify the proper authority fi gures and facilitate their communi-
cation with them. Culturally bound environmental controls also include traditions 
and beliefs regarding health and illness, and people’s place in relation to the envi-
ronment, namely, whether people believe they control—or are controlled by—the 
environment (Giger and Davidhizar  2004 ). 

 Culture is an anchor that ties an individual to a social community. We do know 
certain things about culture. Culture infl uences behavior (Lynch and Hanson  2004 ). 
What we choose to do and how we do, it is usually dictated by cultural appropriate-
ness. The way we greet people, how we express our pleasure or displeasure in vari-
ous situations, what we eat, and what we wear is often a matter of culturally 
determined norms. The character and appropriateness of interpersonal relationships 
is usually infl uenced by the cultural dictates of the community. Culture shapes one’s 
values (Lynch and Hanson  2004 ). The values that are most important to us are deter-
mined (or at least infl uenced) by our culture(s). We see this clearly, as we look at 
various cultural groups around the world. The fact that in the United States Anglo 
European Americans tend to place a high value on individual freedom whereas 
people from more traditional cultures may have a collective orientation is an exam-
ple of culturally shaped values (Davis-McFarland and Dowell  2000 ). Culture acts as 
a screen for interpreting other cultures (Lynch and Hanson  2004 ). We view and 
evaluate unfamiliar cultures through our own cultural lens. Our ability to value other 
cultures may be related to our ability to expand our cultural horizons to understand 
and appreciate other cultures. Cultures have some characteristics in common. 

 Hundreds of defi nitions of culture can be found in the anthropology literature. In 
this chapter, culture is broadly defi ned as a system of learned and shared standards 
for perceiving, interpreting, and behaving in interactions with others and with the 
environment. Two inherent assumptions of this defi nition are that culture is learned 
and that it is shared. Human beings learn culture from those with whom they inter-
act, beginning at the moment of birth (and some would say before birth). Parents, as 
well as any others who cared for us as young children, are the formidable teachers 
of cultural values, beliefs, and behaviors. Values are ideas about what is normal and 
abnormal, proper and improper, desirable and undesirable, and right and wrong. 
Values form the basis for our beliefs and behaviors. Culture should be viewed as a 
system; that is, culture is made up of discrete but interconnected components. 
A culture system consists of the following elements:

•    Normative codes (ways of behaving) such as food practices, religious practices, 
and child-rearing practices.  

•   Communication codes (both verbal and nonverbal).  
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•   Knowledge (information necessary to function as a member of a culture group).  
•   Problem-solving strategies (how everyday problems are resolved).  
•   Relationships (family and social).  
•   Methods of transmitting culture to the young or to new members of the culture 

group.    

 Underlying and shaping these elements are the basic values and beliefs of the 
group. These elements function as a whole. A change in one component, or the intro-
duction of a new or unfamiliar element, can affect other components, as well as the 
system as a whole (Sotnik and Jezewski  2005 , p. 21). A child with disability in the 
family constitutes a change that affects several of the components presented herein. 

 Adherence to a collectivist or an individualistic value system also characterizes 
the manner in which people perceive their world and behave in it. The framework 
shown in Table  2.1  indicates several examples of diverse cultural values and potential 
implications for understanding disability and accepting disability-related supports.

   It is important to state that most of the indigenous communities in the world live 
in a bicultural world. For example, many Native Americans and Alaska Natives live 
in both the traditional (tribal) and the modern world. Within this bicultural world, a 
person’s values, ideas, and beliefs are constantly infl uenced by the degree of inter-
action between the two worlds. How these worlds are negotiated at the individual 
level is not always obvious. Some Native American families may be very traditional 
in their spiritual values, but very modern in other respects. Thus, they actively par-
ticipate in all tribal religious activities, but may also have a successful career on 
Wall Street. The cultural continuum for Native American families ranges from 
highly traditional to highly acculturated, with signifi cant number of individuals and 
families found midrange, that is, with a strong footing in both the Native American 
culture and the white world culture. The degree of acculturation that results from 
living in a bicultural world greatly infl uences Native American families’ percep-
tions of—as well as their responses to—disability. 

   Table 2.1    Collectivist and individualistic value systems   

 Cultural 
orientation  Personal characteristics  Behavioral indicator 

 Individualism  • Self-expression 
 • Assertiveness 
 • Self-advocacy 
 • Self-realization 

 • Communicating dissatisfaction with services 
 • Viewing services in a manner different from 

that of the family unit or community 
 • Focusing on the individual’s unique set of 

talents and potential 

 Collectivism  Is inseparable from the family 
and community 

 • Self-interest is sacrifi ced in 
favor of family—or larger 
group—interests 

 Group activities are dominant 

 An individual may not accept either transportation 
assistance or employment from outside his or 
her community 

 • Suggestions for achieving self- suffi ciency are 
not welcomed 

  Adopted from Sotnik and Jezewski ( 2005 , p. 24)  
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 Most people have multiple cultures. There is racial culture as well as ethnic culture, 
and other cultures related to gender, religion, age, physical size, socioeconomic 
status, physical ability, and so on. Children with disabilities belong to a subculture 
as a result of their diagnoses—the “culture of disability” (Eddey and Robey  2005 , 
p. 70). Their parents, as shown, often belong to a racial, ethnic, or cultural minority. 
Thus, due to genetics, the environment, or both, these children belong to two minor-
ity cultures: ethnicity and disability. Some may also belong to a third culture—that 
of poverty. If we generally agree that human behavior is shaped by the cultural 
context in which the individual developed, then the experiences or needs of children 
with disabilities and of their parents cannot be understood apart from the culture in 
which these families live. Culture fosters values, norms, attitudes, and perceptions 
about disabilities, as well as the goals parents set for their children, including the 
framework or agenda for development. Nsamenang ( 2000 ) refers to these as the 
“ cultural curriculum .” In other words, culture also mediates children’s and parents’ 
views of the intervention process, the extent to which they are willing to seek educa-
tion or therapy, and which types of education and therapy they consider valid and 
desirable. It also defi nes the nature of disability, provides the diagnostic labels, and 
formulates social policy and priorities regarding services and support for those with 
disabilities. Hence, the concept of culture and familiarity with the indigenous com-
munity’s culture are crucial to the success of the professional intervention. This is 
particularly true in the context of schools where the strained relationships between 
professionals and parents of children with disabilities could be mollifi ed or at least 
diffused by understanding the parents’ culture. 

 It should be understood that culture is only one of many elements that parents use 
to defi ne themselves and their children; another important key concept is  indigenous 
knowledge .  

2.2    Indigenous Knowledge 

   That which is learned through the mouth is forgotten 
 It is through the soul that we learn. 
 The soul repeats it in the heart, not in the mind, 
 And only then do we know what to do. 
 (Manual Arias Sojob: Interview with Guiteras Holmes, 1961) 

   Most of us in the Western world are accustomed to learning about the world pri-
marily through our senses of sight and hearing. Despite a few interesting experi-
ments in the education of the “lower” senses, the senses of smell, taste, and touch 
have not been accorded a place in mainstream Western education. These senses tend 
to be associated with either “savagery” or sensualism. When we look across cul-
tures, however, a different sensory picture emerges, in which each of the senses 
plays a vital role in the acquisition of knowledge of the world. The following are 
only a few some of the many examples that exist around the world. For the Desana 
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people of the Colombian rainforest, the sound of every bird call, the color and scent 
of every fl ower, the taste of every fruit is imbued with a message about the social and 
cosmic order. The Desana remind us that knowledge comes from the full- bodied 
experience and interpretation of our environment (Classen  1999 , p. 269). Another 
example is the signifi cance of water for some of the indigenous communities in the 
world, such as the Nimiipuu. The Nimiipuu live in the basins of the Snake and 
Columbia Rivers. The Nimiipuu have maintained an indigenous knowledge system 
of water (kúus), which has an ideological and material importance in Nimiipuu cos-
mology and for everyday survival. From an ideological perspective, water is home 
to powerful spirits, while from a material perspective, water is used for medicine 
and healing purposes. According to Nimiipuu cosmology, eddies and confl uences of 
free-fl owing rivers and waterfalls are thought of as the homes of spirits; thus, the 
Nimiipuu see dams as killing streams. Similar to their regard for fi sh, they do not 
consider all water sources to be the equal in either importance or preference. Springs 
possess the purest, strongest, and most spiritually powerful water and are used in the 
ritual sweathouse, where the water is poured on hot rocks. Cold fl owing water from 
high mountain streams is less preferred than spring water, but is considered “better” 
than water that runs at lower elevations, with less velocity, and at higher tempera-
tures. Nimiipuu water priorities refl ect their adaptive capacity, since spring water 
most often has fewer pollutants than does water at lower velocities and higher tem-
peratures, which makes the latter a better habitat for pathogens. Water (kúus) and 
salmon (léwliks) are therefore essential to the life of Nimiipuu (Colombi  2012 ). 

 There is no curriculum for the knowledge presented in these examples, because 
for most of these communities it has been communicated via an oral tradition, 
passed down from generation to generation, from grandparents to grandchildren and 
from parents to children, in the family, and as part of community life. This knowl-
edge cannot really be separated from life; it is ingrained in all aspects of life. 

 This is also true regarding all other areas of life in most indigenous communities. 
For example, the Pygmies of Central Africa have traditionally been closely attached 
to the rainforest. They were the “Forest People,” and the forest was the source of 
their religion, livelihood, and protection. They used to lead a nomadic life in camps 
of 30–40 families, which maintained regular links and exchanges with each other. 
Their mostly egalitarian and horizontal society acknowledged the wisdom of elders 
who preserved the community’s knowledge of the sites, plants, animals, ghosts and 
spirits, as well as their entire cultural heritage (rituals, music, dances, holy sites) and 
practices (pharmacopeia, hunting, and fi shing). 

 Another example of a form of indigenous knowledge pertains to traditional heal-
ing, which is based on a holistic approach towards both the intervention and the 
person to be treated (Ong et al.  2005 ). Traditional healing considers the whole per-
son and acts simultaneously on the physical, mental, spiritual, and emotional levels. 
Knowledge of traditional medicine methods is the domain of specialists who assume 
traditional roles. This knowledge has been passed on from father to son for thou-
sands of years throughout history. One manifestation of such traditional knowledge 
is the role of the  medicine man , as described in various indigenous societies (Kiev 
 1964 ). The medicine man diagnoses illnesses and treats them. He prophesies, 

2 Key Terms



43

locates lost belongings, and escorts the spirits of the dead to their destiny in the 
world beyond. He exposes criminals and punishes them, sways the weather, and, in 
hunter societies, guarantees bountiful prey. The medicine man embodies the com-
munity’s mythology, theology, and cosmology and protects them from the forces of 
evil. From these sources it appears that in premodern societies the medicine man 
was important in religious and political terms, and was perceived as the preserver of 
the community’s cultural heritage. Given its status of unoffi cial, un- institutionalized, 
pluralistic, and heterogeneous system, the trove of traditional knowledge tends to 
dissipate due to the absence of a written canon by which to convey this knowledge. 
The unique attributes of indigenous knowledge that were introduced through the 
examples provided here are summarized in Table  2.2 .

   In many countries in the world, there is growing recognition of the importance of 
indigenous knowledge, some of which is in danger, as expressed in the term Bio- 
piracy.  Bio - piracy  is the act of appropriating indigenous peoples’ knowledge of 
nature and exploiting it or commercial gain without obtaining permission from or 
providing compensation to the indigenous people themselves. Critics of this use of 
indigenous knowledge, such as Greenpeace, claim these practices contribute to 
inequality between developing countries rich in biodiversity and the developed 
countries that act as hosts to biopirating companies. Earth-based resources used by 
indigenous and traditional peoples include medicinal uses of plants, fi sh, animals, 
and other resources located on lands, rivers, and seas. This knowledge stems from 
indigenous peoples’ long-lasting attachment to their environment and a history of 
maintaining that environment over millennia in various places around the world. 
There are a number of key examples of bio-piracy in the literature. The case against 
W.R. Grace’s patent on the neem tree is one of the most cited examples. Yet, this 
case is unique in that there exist written Sanskrit sources supporting the indigenous 
community’s claim to earlier knowledge of the neem’s medicinal attributes. 
However, most indigenous communities rely on oral—rather than—written 

   Table 2.2    Unique attributes of indigenous knowledge   

 Indigenous knowledge 

 • Natural resource 
 • Local knowledge—unique to a given culture or society 
 • Basis for local-level decision making in agriculture, healthcare, food preparation, education, 

natural resource management, and a host of other activities in rural communities 
 • Passed down from one generation to the next 
 • Lacks a canonical foundation in written form 
 • Unoffi cial, un-institutionalized system 
 • Applicable knowledge—relies almost exclusively on intuition combined with sensory evidence 
 • Closed and isolated system, characterized by a lack of awareness of other possible ways to 

view the world 
 • Encompasses cultural traditions, values, beliefs, and worldviews of local peoples 
 • Holistic and inclusive form of knowledge 
 • Indigenous knowledge and peoples are disappearing all over the world as a direct result of the 

pressures of modernization 
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histories. This is the case for example in Australia. As one of the megadiverse 
regions of the world, Australia is home to numerous fl ora and fauna, which are 
being explored by corporate scientists. Thus, the Western Australia smokebush, 
which has long been used by Aboriginal people for medicinal purposes, is now 
being examined for its active ingredient, concurvane, which could prove effective in 
combating HIV (Christie  2001 ). 

 The disappearance of indigenous knowledge is also closely tied to the lack of 
protection of indigenous peoples’ rights. Coupled with an ever-increasing external 
demand for natural resources found on indigenous territories and projects that have 
a detrimental effect on the environments and natural resources of indigenous com-
munities, the absence of protective rights leads to increased poverty and social 
exclusion. Climate change is also a crucial issue that may well affect indigenous 
peoples’ chances of survival. Indigenous communities have lived in harmony with 
nature for centuries. Unfortunately, in many countries, traditional indigenous 
knowledge of the environment and of medicine is in danger of being lost, just when 
such knowledge is desperately needed in order to restore balance to the environment 
after centuries of abuse at human hands. However, at the same time that indigenous 
knowledge is disappearing in some countries, there is a growing trend around the 
world of recognizing indigenous knowledge and its importance. 

 Evidence of the allure which indigenous knowledge holds for theorists and prac-
titioners alike lies in multiple arenas. New international and national institutions 
sponsor inquiries into indigenous knowledge. Funding agencies attempt to incorpo-
rate issues related to indigenous knowledge in their fi nancial activities (CIDA, IDRC, 
UNESCO, and the World Bank, as examples). Newsletters, journals, and other modes 
of communication that act as a mouthpiece for such organizations emphasize the 
signifi cance of indigenous knowledge. In numerous conferences, scholars and devel-
opment professionals discuss the merits of indigenous knowledge and deploy a new 
populist rhetoric to assert the relevance of indigenous knowledge in development 
planning. The words of Warren et al. ( 1993 , p. 2) highlight the recent shift:

  Ten years ago, most of the academics working in the area of indigenous knowledge repre-
sented anthropology, development sociology, and geography. Today… important contribu-
tions are also being made in the fi elds of ecology, soil science, veterinary medicine, forestry, 
human health, aquatic science, management, botany, zoology, agronomy, agricultural eco-
nomics, rural sociology, mathematics,… fi sheries, range management, information science, 
wildlife management, and water resource management. 

   Therefore, many researchers, professionals, and specialists working in indige-
nous communities agree that development planning strategies must incorporate 
indigenous knowledge. The integration of this knowledge in this context would 
enable a more culturally sensitive and a relationship-oriented model in the area of 
care, for example, thus facilitating the establishment of institutional level support 
services for indigenous communities. Such a framework would be more appropriate 
than existing ones and would be able to integrate preventative interventions and 
health promotion. 

 One of the many examples presented by Kleinman ( 1980 ), a pioneer of research 
of traditional medicine in multicultural societies, is especially interesting, as it 
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sheds light on the complexity of indigenous knowledge. Following a fi eld study he 
conducted in Taiwan, he pointed out that there were three treatment systems operating 
concurrently. The three systems he identifi ed—professional, folk, and traditional—
were based on differing principles of diagnosis, classifi cation, and treatment. “The 
professional system” relied on the principles of science. Authorized doctors would 
primarily utilize biochemical means to treat patients, with the aid of supporting spe-
cialists. This was the most dominant and institutionalized system, which received 
fi nancial support and professional recognition from the government. The “folk sys-
tem,” on the other hand, was an amateur, unoffi cial system. Individuals either provided 
themselves with initial treatment or were cared for by their families or acquaintances. 
This was the most common system: it served for defi ning the individual’s problem, it 
provided the lion’s share of the treatment, and it constituted the focal point of the indi-
vidual’s decision making and engagement. The folk system dealt not only with the 
healing of sickness but also with its prevention. It was tied in with the other two sys-
tems—the professional and the traditional—which were themselves sometimes disen-
gaged from each other. Despite its importance, it received little research attention, 
especially compared to the traditional system, which was considered dramatic and 
exotic. According to Kleinman, the traditional system was a specialist system even 
though it lacked bureaucratic specialists and a written canonical basis. It functioned as 
an unoffi cial, un-institutionalized, naturalistic, and heterogeneous system. Its agents 
and their actions were often associated with a sacred sector that operated in relation to 
supernatural spirits, and a secular sector that operated at the physical level and concen-
trated on areas such as herbal medicine and massage. In most cases the sacred sector 
received more research attention than did the secular one. The traditional healer was 
portrayed as relying on supernatural elements—spirits, ghosts, ancestors, and other 
supernatural entities, and as being part of an existing religious tradition. 

 It is important to note that at this point in time we are at a crucial crossroads 
regarding the preservation of indigenous knowledge, since most indigenous com-
munities have already been affected by deep processes of transformation, such as 
urbanization, culturalization, and modernization, processes which inevitably affect 
indigenous knowledge. These communities are at a junction, between tradition and 
modernity, between change and preservation; consequently, any measures taken in 
order to get to know, preserve, and publish indigenous knowledge are of great value. 
For instance, indigenous Knowledge and Development Monitor is a publication of 
and for the international community of people who are interested in indigenous 
knowledge. It is produced by three major international centers on indigenous knowl-
edge: CIRAN—the Centre for International Research and Advisory Networks in the 
Netherlands; CIKARD—the Center for Indigenous Knowledge for Agricultural and 
Rural Development in Iowa, United States; and LEAD—the Leiden Ethnosystems 
and Development Program in the Netherlands. These international centers assist 
and follow the activities of regional and national centers in Nigeria (ARCIK), 
Philippines (REPPIKA), Brazil, Burkina Faso, Ghana, Kenya, Indonesia, Mexico, 
South Africa, Uruguay, and Venezuela. 

 Indigenous knowledge is not the only aspect of indigenous communities that is 
in danger of disappearing. Keep in mind that globally, there is a great deal of 
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diversity among indigenous communities and, correspondingly, their knowledge 
troves are also diverse. Each indigenous community and each individual within a 
community must be approached as unique. At the same time, themes emerge from 
shared experiences of genocide, bondage, colonization, and alienation, diffi culties 
which have affected and continue to affect indigenous peoples worldwide. I chose 
to focus on one central subject out of many, namely, lands and territories.  

2.3    Lands and Territories 

 The issue of lands and territories is a primary axis from which a long line of issues 
derives, some of which create longstanding confl icts between indigenous communi-
ties and the countries in which they live. This type of confl ict extends to nearly all 
parts of the world. 

 Indigenous peoples have a special twofold attachment to their ancestral lands 
and territories. Spiritually, land plays a fundamental role in indigenous and tribal 
cultural identities, cosmologies, and beliefs, while on a practical and material level, 
it is their most essential resource, on which they depend for their livelihood. 

 For most indigenous peoples the attitude towards land is not limited to its value as 
property. It is the land that binds the community to all areas of life; therefore, the 
meanings attributed to it are deeper. Theirs is a holistic and communal conception of 
land, one which nourishes and sustains the group’s identity. The contours of the tribal 
panorama defi ne the identity and affi liation of the indigenous peoples and bind them 
to the land. This is a sustainable, honorable, mutual, balancing relationship: land is 
home, culture, spirituality, tradition, ancestral burial grounds, and environment. 

 At the same time, indigenous peoples are deeply dependent on land resources, 
through highly adaptive livelihood systems and practices. Their connection to the 
land was ratifi ed at ILO Convention 1969, which recognized the right of ownership 
and possession of indigenous and tribal peoples over the lands they have tradition-
ally occupied. Although some progress was made since then, the issue of land rights 
remains a highly contested topic. Even in countries with progressive legislation, 
indigenous communities face considerable challenges in terms of protecting their 
traditional territories. Recognition of indigenous and tribal land rights remains a 
complicated fi eld in terms of its technical, economic, and political dimensions. 
Control of place creates a right to material and cultural resources, and to its instru-
mental, moral, and aesthetic knowledge (Castree  2004 ). 

 Dispossession of land and natural resources is a major human rights problem for 
indigenous peoples. They have in so many cases been pushed out of their traditional 
areas to give way to the economic interests of other more dominant groups and 
large-scale development initiatives, acts which tend to destroy their lives and cul-
tures rather than improve their situation. Large-scale extraction of natural resources 
such as logging, mining, dam construction, oil drilling, and pipeline construction 
have had very negative impacts on the livelihoods of indigenous pastoralist and 
hunter-gatherer communities in Africa. South Africa provides an encouraging 
example of an attempt to safeguard the land rights of indigenous communities. 
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 The struggle for land is part of a larger effort of indigenous peoples all over the 
world to secure human rights. 

 A proper examination of the issue of land struggles and recognition of rights 
requires a comparative approach, studying countries individually fi rst and then 
comparing the fi ndings, to create a common language that can serve as an instru-
ment for diagnosing common issues. In other words, such a comparison would set 
the stage for signifi cant research to be conducted within each country, in order to 
allow the fi ndings to highlight the main issues and thus provide an overall perspec-
tive. From this vantage point, larger structures could be identifi ed and outlined, 
forming a basis from which to draw more general lessons (Hague and Harrop  2001 ). 

 Here I present one example of such study, which compares the types and levels 
of recognition granted to indigenous communities around the world, ranging from 
total lack of recognition in a colonial regime to transformative recognition. The 
various levels of recognition are catalogued according to types of governments and 
the types of policies and the quality of state-indigenous relations that correspond to 
these levels are also indicated in Table  2.3 . Based on these measures, it is possible 
to rate each country’s attitude towards its indigenous peoples. However, it is impor-
tant to emphasize that there is a constant dynamic of change, which in many cases 
creates a disparity between the defi nitions and the actual state of affairs.

   The following comparative summary is based on the levels of recognition pre-
sented in the previous table, while emphasizing the insights gleaned from it 
(Table  2.4 ).

   The comparison between the three countries, Brazil, Australia, and Canada, 
gives rise to several general insights, some or all of which are important for other 
indigenous peoples, including:

•    There is an apparent diffi culty in getting out of the colonial paradigm, after its 
lengthy and continued existence and as the generator of the state in its current form.  

•   In all three countries, one cannot point to a policy that coalesces into one type of 
recognition, but one can identify a main type of recognition. Policies refl ect a 
wide range of types of recognition, and in most cases land policy refl ects essen-
tial contradictions as it is at times colonial and at times democratic.  

•   Government support is needed for the various programs to improve the situation 
of indigenous peoples.  

•   It is apparent that as time progresses, the programs are getting closer to the indig-
enous peoples and less assimilative and patronizing.  

•   Generally, the condition of the indigenous peoples in all countries is worse com-
pared to the other groups in the population. There is still a long way to go—
conceptually and consciously, ideationally, governmentally, and fi nancially—until 
appropriate gains are made, and the past losses, destruction, and oppression are 
amended.    

 The example presented demonstrates the engagement with indigenous peoples and 
their relations with the state they live in. These studies have resulted in a rich and var-
ied body of research (Ivison et al.  2000 ; Nietzen  2003 ; Scheinin  2004 ; Tsosie  2001 ). 

 Nevertheless, the actual implementation of even the most far-reaching measures 
regarding land rights has not signifi cantly improved the socioeconomic conditions 
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of indigenous communities relative to the societies they live in and there is still a 
long way to go to reach full recognition of them and their rights in terms of achiev-
ing justice, addressing grievances, and reconciliation. 

 Despite all the above and alongside the picture presented, it is important to men-
tion that in the past decade there is a trend towards dealing with and discussing 
restoration of indigenous rights, primarily regarding land and territories, asking for-
giveness, compensation, and distributive and transitional justice to the extent of 
self-government, all under the international aegis of human rights treaties and laws. 
The change processes are different in each country, but one can see progress towards 
recognition of injustices caused by settlers and states around the world to indige-
nous peoples and communities, measures taken towards restorative and transitional 
justice out of a desire to achieve reconciliation and peace. For example, the federal 
government announced on Tuesday that it intends to pay $3.4 billion to settle claims 
that it has mismanaged the revenue in American Native American trust funds, 
potentially ending one of the largest and most complicated class-action lawsuits 
ever brought against the United States (New York Times, 8.12.2009). 

 In September 2007, the Canadian government began to make compensation pay-
ments to former students of Native American Residential Schools. By July 2008, 
the government had received 94,085 applications for the common Experience 
Payment and issued payments to 66,232 survivors (IntLawGrrls, 11.6.2009). 

 The New Zealand government has agreed it will pay millions of dollars to a 
group of indigenous Maori tribes who say they were victims of illegal land seizures 
and breaches of the Treaty of Waitangi (February 11, 2009 http://Sydney.indyme-
dia.org.au).  

2.4    Indigenous Psychology 

 Two kinds of coexisting contemporary scientifi c psychologies, namely, indigenous 
psychology (IP) and Westernized psychology (WP), can be meaningfully distin-
guished and defi ned (Yang  2000 ). These psychologies represent not only two disci-
plines but also two methodologies which, in turn, produce two distinctive kinds of 
psychological knowledge. Here I will briefl y discuss them and their backgrounds. 

 The call for the indigenization and development of a psychology that will be 
socially and culturally valid is a worldwide phenomenon: Africa (Durojaiye  1993 ; 
Cameroon, Nsamenang  1995 ), Americas (Canada, Berry  1974 ; Latin America, 
Ardila  1982 ; Mexico, Diaz-Guerrero  1977 ), Asia (Hong Kong, Ho  1982 ; India, 
Sinha  1984 ; Japan, Azuma  1984 ; the Philippines, Enriquez  1993 ; Taiwan, Yang 
 2000 ), Europe (France, Moscovici  1972 ; Germany, Graumann  1972 ; Scandinavia, 
Smedslund  1984 ), the Middle East (Iran, Moghaddam  1987 ; Turkey, Kagitcibasi 
 1984 ). Many scholars have pointed out that existing psychological theories refl ect 
the values, goals, and issues of the Western world but that they are not generalizable 
to other societies (Kim and Berry  1993 ). Azuma ( 1984 ) noted that “the development 
of a truly universal discipline is limited due through Western glasses, he may fail to 
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notice important aspects of the non-Western culture since the schemata for 
recognizing them are not provided by his science” (p. 49). These scholars point out 
that each culture should be understood from its own frame of reference, including, 
its own ecological, historical, philosophical, and religious context. 

 In human history, there have been three different kinds of psychology: folk psy-
chology (including common-sense psychology), philosophical psychology, and sci-
entifi c psychology. Folk psychology refers to the ordinary psychological views, 
assumptions, beliefs, concepts, conjectures, theories, preferences, norms, and prac-
tices that have been naturally and gradually acquired through socialization and that 
are commonly held by the general population of a society (Sinha  2003 ). In terms of 
its content and structure, folk psychology does not constitute scientifi c knowledge, 
but it can be used as original data for scientifi c analysis by anthropologists (Dickason 
 1984 ) or psychologists (Heider  1958 ). The folk psychology of a society may be 
regarded as part of that society’s  little tradition , in Redfi eld’s ( 1956 ) sense. 

 In contrast, philosophical psychology refers to the formal systems of psychologi-
cal thought, as proposed by a society’s philosophers. For example, philosophical 
psychological theories and concepts are plentiful in Indian philosophy (Sinha  2003 ), 
Chinese philosophy (Moore  1967 ), and Western philosophy (Burnet  1980 ). 
Philosophical psychology may be regarded as part of an ethnic or cultural group’s 
 great tradition , in Redfi eld’s ( 1956 ) sense. 

 Different from both folk and philosophical psychologies, scientifi c psychology 
denotes a psychological knowledge system constructed by academic or expert psy-
chologists using a scientifi c methodology. Nearly all societies have their own natu-
rally developed folk and philosophical psychologies, but only some Western 
societies have an endogenous scientifi c psychology. The emergence of these scien-
tifi c psychologies is a rather late historical phenomenon. They originated in European 
countries in the late nineteenth century and have fl ourished since World War II, 
especially in the United States. European and American scientifi c psychologies have 
been continuously imported by non-Western countries (Church and Katigbak  2002 ). 

 The fi rst academic movement to advocate the establishment of an indigenous 
psychology was in the Philippines, in the 1970s, under the leadership of the late 
Virgilio Enriquez and his followers (Enriquez  1993 ; Pe-Pua  2006 ). Since then, other 
centers of indigenization have appeared, notably in Taiwan, Japan, Korea, India, 
Cameroon, Hong Kong, Iran, Latin America, Mexico, and New Guinea (Ho et al. 
 2001 , p. 927). 

 In considering Westernized and indigenous psychology, the latter is the most per-
tinent approach for the purpose of studying the issue of collaboration between pro-
fessionals and parents of school children in indigenous communities. Indigenous 
psychology is an impressive new approach to the study of psychology. By calling 
attention to the boundaries of mainstream psychology, it reveals other ways of study-
ing human beings. This new approach contradicts the notion of cultural globalization 
and the dominance of Western culture, and instead offers a system for acquiring 
psychological knowledge, not in the sense of describing all psychological phenom-
ena in all cultures, but rather in the sense of  strangifi cation    . Thus, by intentionally 
using the indigenous cultural context as a starting point for its own development, 
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indigenous psychology has created a breakthrough, introducing a new way to increase 
our understanding of mankind. The premise to which indigenous psychology sub-
scribes, namely, that it, as well as all other approaches to psychology, is rooted in and 
relative to its particular cultural background, poses a signifi cant challenge to the 
Western world’s traditional self-image of being neutral and objective. With the advent 
of indigenous psychology, Western psychology has been forced to recognize that it 
too is a culturally dependent, locally originated indigenous psychology. 

 In everyday life, people have phenomenological, episodic, and procedural 
knowledge that enables them to manage their environment, but they may not have 
the analytical skills to describe how it is achieved. Indigenous psychology advo-
cates examining the knowledge, skills, and beliefs people have about themselves, 
and studying these aspects in their natural contexts.  It represents a descriptive 
approach ,  in which the goal of psychology is to fi rst understand how people func-
tion in their natural contexts . It advocates a transactional model of human function-
ing that recognizes the importance of agency, meaning, intention, and goals. It 
recognizes that human psychology is complex, dynamic, and generative. The goal 
is to create a science that is fi rmly grounded in the descriptive understanding of 
human beings. 

2.4.1    Indigenous Psychology—Defi nitions 

 As pointed out by Kim and Berry ( 1993 ), indigenous psychology is “the scientifi c 
study of human behavior that is native, that is not transported from other regions, 
and that is designed for its people” (p. 2). After reviewing Kim and Berry’s ( 1993 ) 
and several other indigenously oriented psychologists’ defi nitions (Ho  1998 ), Yang 
( 2000 ) defi ned indigenous psychology as “an evolving system of psychological 
knowledge based on scientifi c research that is suffi ciently compatible with the stud-
ied phenomena and their ecological, economic, social, cultural, and historical con-
texts” (p. 245). He pointed out that all of these defi nitions “express the same basic 
goal of developing a scientifi c knowledge system that effectively refl ects, describes, 
explains, or understands the psychological and behavioral activities in their native 
contexts in terms of culturally relevant frames of reference and culturally derived 
categories and theories” (pp. 245–246). Nine characteristics of indigenous psychol-
ogy can be identifi ed. 

 First, indigenous psychology emphasizes examining psychological phenomena 
in a variety of contexts: familial, social, political, philosophical, historical, religious, 
cultural, and ecological contexts (see additional details in Kim et al.  2006 , p. 6). 

 Second, contrary to popular misconception, indigenous psychology is not simply 
the study of native peoples, ethnic groups, or people living in Third World countries. 
Rather, indigenous psychology is an approach that is appropriate for studying any 
cultural, native, or ethnic group, whether in an economically developing country, a 
newly industrialized country, or economically developed countries. 
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 Third, indigenous psychology advocates the use of multiple and varied method-
ologies: philosophical analysis as well as qualitative, quantitative, experimental, 
and comparative methods. 

 Fourth, it has been assumed that only natives or insiders of a culture could under-
stand its indigenous and cultural phenomena whereas an outsider could gain only a 
limited understanding of these. Although a person born and raised in a particular 
community may have insights into its indigenous phenomena, this is not always the 
case. Also, an outsider, with an external point of view, can call attention to a phe-
nomenon, which—although treated as natural by a given community—is actually of 
a cultural nature. An outsider can point out peculiarities, inconsistencies, and blind 
spots which insiders may have overlooked (Kleinman  1980 ). According to the 
framework of indigenous psychology, both internal and external points of view are 
necessary in order to provide a comprehensive and integrated understanding of psy-
chological phenomena (Kim et al.  2006 ). 

 Fifth, people have a complex and sophisticated understanding of themselves and 
their social world. However, this understanding is often practically- and episodi-
cally based, and therefore it might not be suffi ciently comprehensive to include an 
analytical description of the underlying structure or process of understanding the 
self. Thus, based on episodic and analytic knowledge, general psychology presents 
psychologists’ analytic conceptions, interpretations, and explanations, rather than 
an accurate representation of human psychology. 

 Sixth, indigenous psychology is part of a scientifi c tradition that advocates mul-
tiple  perspectives , but not multiple  psychologies . Indigenous psychology is part of 
a scientifi c tradition which searches for of psychological knowledge rooted in a 
cultural context. This knowledge can then become the basis of the discovery of 
psychological universals and can contribute to the advancement of psychology and 
science. 

 Seventh, indigenous psychology is identifi ed as a part of the tradition of cultural 
sciences. In contrast to the assumption underlying physical and biological sciences, 
according to indigenous psychology, people do not merely react or adapt to the 
environment, but they are also able to understand and change their environment, 
other people, and themselves (Bandura  1997 ). 

 Eighth, indigenous psychology advocates a linkage between the humanities (phi-
losophy, history, religion, and literature, which focus on human experience) and the 
social sciences (which focus on analytical knowledge, empirical analysis, and 
verifi cation). 

 Ninth, Enriquez ( 1993 ) identifi ed two points of departure for conducting research 
in indigenous psychology:  indigenization from without  and  indigenization from 
within . Indigenization from without involves taking existing psychological theories, 
concepts, and methods and modifying them to fi t the local cultural context. In this 
approach, rather than assuming that a particular theory is universal a priori, research-
ers modify and adapt psychological theories to integrate them with the local cultural 
knowledge. Aspects that can be verifi ed across cultures are retained as possible 
cultural universals. Existing theories in cognitive, developmental, social, and orga-
nizational psychology have been modifi ed and extended by indigenous research. 
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Indigenization from within means that theories, concepts, and methods are devel-
oped internally, and indigenous information is considered to be a primary source of 
knowledge (Enriquez  1993 ). 

 Although both indigenous and general psychology seek to discover universal 
facts, principles, and laws of human behavior, the starting point of research is differ-
ent. The following (Table  2.5 ) summarizes the essential differences between the two 
types of psychology.

   As indicated in Table  2.5 , the main goal of developing indigenous psychology is 
to construct various systems of knowledge based on folk wisdom, in order to help 
people solve their daily problems more effi ciently (Hwang  2010 ). Hence, this kind 
of psychology is extremely important to the understanding and collaboration 
between parents and professionals in the indigenous community. Indigenous psy-
chologists in the world are seeking an alternative to the existing psychological theo-
ries and concepts. It has been found that the assumptions that are supposed to be 
objective, value-free, and universal are in fact enmeshed in Western values—not 
true universals. Thus, for example, the psychodynamic interpretation of dreams and 
unconscious drives based on an individual-ego model as well as left-over Freudian 
interpretations of symbols tied to sex and aggression do little to help in tribal com-
munities with group-oriented egos and a symbology all their own. Jungian arche-
types, in contrast, have been helpful in tapping into possible universal constructs 
that may include spiritual development of indigenes people. Another example is the 
concept of  guilt , which has a very different connotation and function in East Asia 
from its meaning in Western societies (Azuma  1988 ). In Western psychoanalytic 
and psychological theories, guilt is presumed to be based on irrational belief, unre-
alistic fear, or forbidden wishes. Extensive use of guilt is believed to cause later 
developmental problems in adolescence. In contrast, in East Asia, it is considered 
appropriate that children feel guilty or indebted towards their parents, for all the 
devotion, indulgence, sacrifi ce, and love that they receive from them (Ho  1982 ). 
Children feel indebted since they cannot return the love and care that they received 
from parents. Guilt in East Asia is viewed as an important interpersonal emotion 
that promotes fi lial piety, achievement, motivation, and interpersonal closeness. 

    Table 2.5    General psychology and indigenous psychology   

 General psychology  Indigenous psychology 

 Seeks to discover decontextualized, 
mechanical, and universal 
principles and it assumes that 
current psychological theories 
are universal 

 Questions the universality of existing psychological 
theories and attempts to discover psychological 
universals in social, cultural, and ecological contexts 

 Represents an approach in which the content (meaning, 
values, and beliefs) and context (family, society, 
culture, and ecology) are explicitly incorporated into 
the research design 

 Has attempted to develop objective, 
decontextualized, and universal 
theories of human behavior, by 
excluding the subjective aspects of 
human functioning (consciousness, 
agency, meaning, and goals) 

 Advocates examining knowledge, skills, and beliefs 
people have about themselves and assessing how 
they function in their familial, social, cultural, and 
ecological contexts. It emphasizes obtaining a 
descriptive understanding of human functioning in a 
cultural context 

2 Key Terms



57

 The extent to which indigenous psychology is different and unique can be seen 
from the existence of unique phenomena in indigenous communities. Examples of 
notably unique phenomena are Philipino pakikisama (getting along with or making 
concessions to others) (Lynch  1973 ), Japanese amae (presuming and depending 
upon another’s benevolence) (Dai  1956 ), Chinese face (Ho  1976 ) and yuan (predes-
tined relational affi nity) (Yang and Ho  1988 ), and Korean woori (an inclusive group: 
we or us) and cheong (human affection) (Choi and Kim  2003 ). Given that these and 
other culturally unique psychological phenomena have never been studied in 
Western psychology, there are no relevant Western theories, concepts, methods, and 
tools available for non-Western psychologists to adopt in investigating them. This 
means that these local populations have to rely upon themselves to conceptualize 
and theorize about these local phenomena and design proper methods and tools for 
assessing them. This is a perfect way to wean local psychologists from their overde-
pendence on Western psychology. They themselves have to develop innovative indi-
genized theories, concepts, and methods for the systematic study of each of the 
unique phenomena in their respective societies. 

 Every indigenous population has different primary psychological manifestations 
that need to be understood by those who come in contact with them. Thus, for 
example, while there are many specifi c clinical health issues that have to be under-
stood in working with the indigenous populations of North America, the two most 
prominent problems are the high rates of alcoholism and suicide. To demonstrate 
the importance of recognizing unique contextual phenomena, I will elaborate upon 
the example of suicide among Native Americans. 

 It is generally accepted concept that the population of Native Americans as a 
group shows suicide rates higher than those of the general population, although the 
estimated rates vary from double the rate to a slightly higher rate compared to the 
national US average (McIntosh and Santos  1981 ; Webb and Williard  1975 ). The 
literature on Native American suicide indicates that the trend on this population is 
similar to that of the general population, in that the number of suicide attempts is 
higher among women, while the number of successful attempts is higher among the 
men. In the years 2002–2006, the highest US suicide rates were among Native 
Americans with 16.25 suicides per 100,000 (Hader et al.  2012 ). 

 Over the last 45 years, many tribal-specifi c patterns of suicide have been docu-
mented, e.g., the Navajo demonstrate a very low rate of suicide (Miller and 
Schoenfeld  1971 ; Miller  1979 ), whereas the Shoshone-Bannock demonstrate a very 
high rate (Dizmang  1968 ). Factors associated with Southwestern Native Americans 
adolescent suicidal ideation have been researched by Novins et al. ( 1999 ), and 
important fi ndings in this study revealed that suicidal ideation was linked to a 
friend’s suicidal behavior, feeling unsupported by family and friends, and a depres-
sive symptomatology. In the study of the Pueblo people, the tribe was characterized 
as maintaining strong family and community ties, and suicidal ideation was associ-
ated with not having both biological parents in the home and with an increase in 
stressful life events over the last 6 months. 

 Unique psychological manifestations also require a unique response for the pop-
ulation. Such responses are described and recorded, for example, in their article 
 Suicide Prevention :  A Culture - Specifi c Model  (LaFromboise and Lewis  2008 ). 
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One particular study that should be brought to the attention of researchers of indig-
enous psychology describes the Zuni youth suicide prevention program, which was 
developed as an excellent culture-specifi c model and focused on the development of 
Zuni life skills (LaFromboise and Lewis  2008 ). Through collaboration of tribal 
elders and an external (native) psychological researcher, a model was set in place. It 
involved the development of specifi c skill building exercises practiced in a class-
room setting by school age children. A 3-year follow-up of tribal suicide statistics 
demonstrated its effectiveness, as the number of suicides dropped to zero. The mod-
el’s structure is outlined here.

    1.    Develop a needs assessment tool within the cultural group, devised by tribal 
elders and the community, with the assistance of the research team.   

   2.    Present the fi ndings back to the tribal elders, and further discuss their 
signifi cance.   

   3.    Select the most appropriate culture-specifi c protocol for implementing the plan.   
   4.    Create an educational component/curricula.   
   5.    Train the tribal staff and teachers to use the curricula, and identify high-risk 

individuals.   
   6.    Implement the educational model, with follow-up referrals to other mental health 

staff, while providing feedback to the planning committee.   
   7.    Conduct follow-ups at different time intervals (longitudinal) to interpret the 

ongoing data and fi nal data, and implement any changes needed. In the particular 
case of the Zuni youth program, yearly check-ins were held with appropriate 
advocacy to ensure continuity with staff, faculty, school administration, and 
tribal leader turn-over.    

  This model represents an initial step, in terms of pertinent solution-oriented 
research, since the issue of mental health among Native Americans has not been 
suffi ciently studied. Their Worldviews regarding mental illness and healing have 
been frequently ignored in the psychological and psychiatric literature. It was only 
in the early 1990s, for instance, that the American Psychiatric Association began 
placing a greater emphasis on investigating this ethnic group’s understanding of 
mental illness, and systematically incorporating relevant information in its publica-
tions (Mezzich et al.  1996 ). 

 Although current psychological practices strive to advocate and promote the 
wellbeing of indigenous people, the methods utilized by psychologists have histori-
cally failed to take into account the beliefs about health and healing held by this 
population. Native Americans and Alaska Natives, as many other indigenous peo-
ples throughout the world, understand “wellness” holistically, that is, as a combina-
tion of physical, mental, emotional, and spiritual elements (Patel  1995 ; Rice  2003 ). 
Illness is perceived as a sign of imbalance among these basic elements, brought 
about by ancestral spirits, bad spirits, and witchcraft. Healing practices, on the other 
hand, attempt to restore the natural balance of soul, mind, and body, through spiri-
tual ceremonies and herbal remedies prescribed by community elders and cultural 
healers (Poonwassi and Charter  2005 ). Treatment for mental illness also revolves 
around storytelling, teaching and sharing circles, sweat lodges, and vision quests 
(Poonwassi and Charter  2005 ). 
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 Finally, the question occupying many researchers in the fi eld of psychology 
today is: “Is indigenous psychology a discipline?” 

 In Webster’s II New Riverside University Dictionary, discipline is defi ned as “a 
branch of knowledge” (p. 383). According to this defi nition, indigenous psychology 
may be considered a distinct discipline from psychological science, because it gen-
erates different kinds of psychological knowledge. Shams ( 2002 ) portrayed indig-
enous psychology as an independent discipline. (Yang  2012 , p. 12–16) presents the 
following six characteristics of IP as proof that it is an independent discipline.

    1.    IP uses Cultural Basis of Knowledge: It is in this sense that IP knowledge has its 
own native cultural roots or sources. It is a kind of culturally embedded 
knowledge.   

   2.    This mono cultural knowledge tends to be emic in the sense that it is culture- 
specifi c, rather than culture-general (or universal).   

   3.    The IP knowledge system has the Euro-American native culture as its indigenous 
root and is produced through Western theories, concepts, methods, and tools as 
if it were universally or cross-culturally applicable.   

   4.    The IP knowledge system is highly indigenously contextualized in the sense that 
its theories, concepts, methods, and tools have been endogenously developed in 
the ecological, economic, sociocultural, and familial contexts existing in Euro- 
American societies. These local contextual factors also determine or facilitate 
the formation and manifestation of Western people’s mind and behavior for 
which the IP knowledge system has been established.   

   5.    The indigenous psychological research must be conducted in such a way that the 
researcher’s theory, concepts, methods, tools, and fi ndings suffi ciently refl ect, 
represent, and reveal the natural structure and process of the studied local psycho-
logical or behavioral phenomenon as embedded in the socio cultural context.   

   6.    The primary purpose for psychologists to establish a knowledge system is to 
interpret, understand, predict, and change people’s minds and behavior such that 
personal adjustment can be improved and social problems prevented or solved.    

  As we can see, IP provides a new and different perspective from which to gain 
understanding of the human being. IP has multiplied the possibilities by which to the 
possibilities for understanding of mankind. In addition, the premise underlying IP, i.e., 
that it, as well as all other approaches to psychology, is rooted in and relative to its 
cultural background, poses a signifi cant challenge to WP’s traditional self- image of 
being neutral and objective. By perceiving itself as a culturally dependent, locally 
originated indigenous psychology, WP may achieve a more realistic self-image. 

 The concepts presented in this chapter make it evident that professionals who 
work in collaboration with parents of children with disabilities must be equipped 
with a broad understanding of the indigenous population and of the necessity to 
adjust their work methods according to this information. In this context, it is hard to 
imagine effective collaboration without awareness of the indigenous culture, famil-
iarity with the dual signifi cance of lands and territories as well as with other aspects 
of indigenous knowledge, and comprehension of indigenous psychology.      
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3.1                        School Professionals 

 This chapter concentrates on professionals working in education systems, mainly 
schools and kindergartens. The special education school is an important system for 
students with disabilities, as it has the capacity to respond to the needs of both the 
child with disability and the parents, on an ecological level (i.e., addressing all of 
their contextual elements, such as culture, community, and environmental condi-
tions) and on a systemic level (special education schools concentrate on the indi-
vidual child’s needs, rather than on groups or the entire class). In addition, schools 
function as a primary framework for early prevention. This chapter uses an example 
of a disability from the fi eld of mental health. 

 The World Health Organization estimates that approximately one in fi ve young 
people under the age of 18 experiences some form of developmental, emotional, or 
behavioral problem, and one in eight experiences a mental disorder. Research shows 
that half of adult mental disorders begin before the age of 14 (Kessler et al.  2005 ), 
and that early intervention can prevent and reduce more serious consequences later 
in life (WHO  2004 ). In light of this information, it is critical to expand the role of 
mental health professionals in schools worldwide. Schools have the potential to 
affect the mental health of millions of young people, as do those who work in the 
schools. Research indicates that programs which promote mental health are among 
the most effective health-promoting school efforts (Whitman et al.  2008 ). Clearly, 
schools are greatly overlooked and underutilized as a major agency in society, 
which could do so much more in the area of mental health promotion and prevention 
of disabilities. Many international agencies are playing a leadership role to move in 
this direction. The recent Declaration of the Consortium for Global Infant, Child 
and Adolescent Mental Health, for example, sponsored by the International 
Association for Child and Adolescent Psychiatry and Allied Professions, calls for 
the world to “[f]oster the development of child and adolescent mental health policy 
as an integral part of education, social welfare, health policy and health reform and 
to recognize and intervene at the earliest possible developmental stage to promote 
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positive mental health and to avert the consequences of growing up with conditions 
which interfere with healthy mental development. Many (disabilities) can be pre-
vented through promotion and intervention, especially through schools.” The 
International Alliance for Child and Adolescent Mental Health and Schools, a 
member of this consortium, is working globally with school principals, policy mak-
ers, and researchers to promote this aim. 

 Due to the unique characteristics that distinguish special education schools from 
regular schools and other support systems, the special education school framework 
is able to provide an ecological, systemic, and preventive response to the needs of 
children with disabilities and their families. As such, it functions as an organizing 
framework for support services for students aged 3–21. The fi rst part of the chapter 
presents the unique characteristics of these schools, followed by a description of the 
support services they provide. At the heart of the work of the special education 
school lies the conception or recognition that all children have the right to learn, 
while accepting the differences between people as a basic and natural condition. 
This recognition is anchored in legislation that calls for the preservation of human 
dignity and equal opportunity. An advanced society takes care to develop diverse 
ways for making educational adjustments to ensure that students with disabilities 
have an equal opportunity for optimal development. This conception serves as the 
basis for the education, teaching, and treatment that these schools provide. It is also 
the principle that dictates the schools’ unique characteristics, which are as follows:

    (a)    Special education schools have students with a wide and complex range of 
unique disabilities and subsequent needs. Thus, for instance, for the majority of 
students in these schools, the disability presents with comorbidity: autism with 
mental retardation, behavioral disorders with a hearing disability, and so on.   

   (b)    Special education schools are supra-regional and serve children from many sur-
rounding local authorities and districts. Consequently, the schools are involved 
and interact with many and varied community systems.   

   (c)    Children with disabilities have rights anchored in unique legislation; abiding by 
these rights requires contact with and resource pooling from many government 
ministries, such as welfare and social services, health, social security, and other 
governmental departments and offi ces.   

   (d)    The complexity of the children’s needs requires an intensive, consistent, and 
unique (collaborative) work system with the children’s parents.   

   (e)    Schools work in the framework of an extended school day (usually between 
8  a . m . and 5  p . m .) as well as an extended school year (no vacation except for 
2 weeks in the summer).   

   (f)    Major transitions in the life of a special education student (for example, from 
kindergarten to elementary school, from living at home to living in the com-
munity) have crisis-like characteristics, which require prior intervention and 
consistent accompaniment of the child and the immediate family.   

   (g)    Professionals from a variety of areas work in these schools. The expertise, ori-
entation, and responsibility of the professionals working in special education 
schools concern all aspects of the students’ lives: emotional, social, academic, 
developmental, functional, behavioral, health, and family.     
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 Due to all of these unique characteristics, special education schools are a frame-
work that contains all the support services that students with disabilities require. 
The areas of expertise are diverse and vary with the needs of the school population. 
Thus, the professionals who most commonly provide services in these schools are 
affi liated with the following disciplines and domains: education, nursing, speech- 
language pathology, occupational and physical therapy, medicine, social work, psy-
chology, assistive technology, health, nutritional science, respite care, special 
instruction, optometry and ophthalmology, and transportation (Faircloth  2006 , 25). 

 The aforementioned cultural notion of mainstream interventionists may differ 
widely from those held by other cultural groups. Members of other groups may turn 
to elders, another family member, a friend, or to folk healers for assistance in child 
health and behavior issues. To illustrate differences across cultural groups, Randall- 
David ( 1989 , p. 26) provided a list of therapeutic agents or people whose help is 
sought for psychosocial disorders (Table  3.1 ).

  Table 3.1       Therapeutic 
agents across cultural groups  

 Mainstream White American 
or European 

 Mexican American 

 Counselors  Curanderos 
 Psychiatrists 
 Psychologists  Puerto Rican 
 Social workers  Espiritistas 
 Ministers  Santerios 
 African American  Cubans 
 Ministers  Santerios 
 Social workers 
 Voodoo priests 

 Southeast Asian American 
 Herbalists 

 Native American  Family or friends 
 Native medicine men  Diviners 
 “Singers”  Haitian 

 Voodoo priests 

   Thus, the parents of children with disabilities will approach the search for help, sup-
port, or intervention in a variety of ways, according to their cultural expectations and 
values. At times, their choices are also related to the availability—or lack—of profes-
sionals in the indigenous community. As described in the Chap.   1    , some indigenous 
communities lack professionals in various fi elds. Thus, for instance, for many years, the 
Bedouin community in the Negev in Israel had no Arabic-speaking speech therapist. 

3.1.1     The Benefi ts of a Multidisciplinary Team 

 In countries that enjoy a wide variety of professionals, the experts are all supposed 
to work together as a multidisciplinary team, by law (e.g., Israel). This type of team 
approach is even more important in indigenous communities. First, I will defi ne the 
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multidisciplinary team, and then I will present the arguments inherent in such a 
work policy. 

 A multidisciplinary team can be defi ned as a small group of professionals from 
different fi elds of expertise, working together across formal organizational boundar-
ies in order to provide services to the pupils. Huxham says “[w]orking together with 
[the] other is never simple, but when collaboration is across boundaries the compli-
cations are magnifi ed” (Huxham  1996 ). 

 Based on the unique characteristics of special education, I would like to offer the 
following defi nition of the term “multidisciplinary team.” The work of the multidisci-
plinary team with pupils with disabilities is intended to help cope with and fi nd appli-
cable ways to address school level issues and problems, from simple to complicated, by 
integrating different fi elds of knowledge, as dictated by the nature of the information, 
the problem, or the issue at hand. These are long-term connections between experts in 
a number of fi elds producing work that leads to new ways of action with synergetic 
results, beyond those common in actions deriving from separate fi elds of knowledge or 
from links between fi elds. This approach integrates processes of action and processes 
of learning and leads to the empowerment of individuals and groups, resulting in effec-
tive measures that advance the pupils with disabilities and their parents. 

 The rationale for applying the multidisciplinary approach as a policy contains 
eight major arguments (for the eight arguments, see Manor-Binyamini  2011a ). Here 
I present only three of the eight that are relevant to schools working with parents in 
indigenous communities and another argument uniquely related to multidisciplinary 
teams working in indigenous communities.

    (a)    The most common argument in favor of a multidisciplinary team is based on the 
fact that solutions to complex problems require a wide spectrum of knowledge 
and abilities (Heinemann  2002 ; Payne  2000 ). More specifi cally, responding to 
the unique needs of a pupil with complex and/or multiple disabilities in a school 
for special education requires expertise in more than one fi eld of knowledge: in 
an education system, this can be achieved only by effi cient team work. 
Multidisciplinary work can enable a new and different look at the situation and 
also the identifi cation of new opportunities for action (Lasker and Weiss  2003 ). 
Moreover, combining ideas and professional approaches in ways never before 
attempted may lead to new breakthroughs.   

   (b)    A variety of professional abilities and the sharing of knowledge are considered 
necessary conditions for viewing the pupil holistically. The holistic approach to 
the pupils means considering the individual’s needs from multiple perspectives, 
including developmental, academic, functional, social, emotional, behavioral, 
and family contexts. Professionals working in one specialized fi eld can explore 
one particular aspect, which renders only a partial profi le of the pupil’s current 
functioning and needs (Proctor-Childs et al.  1998 ). A holistic outlook is an 
absolute necessity when working with indigenous communities. Indeed, it 
would be impossible to assess and help children and their families without 
addressing the surrounding environment, or without taking into account the 
unique characteristics of the community, such as its culture, indigenous knowl-
edge, and indigenous psychology.   
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   (c)    Another argument worth considering is that the child’s learning becomes more 
effective if the professional team members have acquired multidisciplinary 
skills (Littlewood  1988 ). Conducting shared consultations with multiple team 
members affords the specialists the opportunity to broaden their knowledge 
base and to learn about other fi elds of expertise. In light of this enhanced scope 
of knowledge, the specialists gain a better understanding of the ways in which 
their particular expertise can combine with and complement that of the other 
team members. Multidisciplinary work in special education can be carried out 
in different forms and incorporate a variety of participants in a variety of fi elds 
of expertise—educators, occupational therapists, speech therapists, social 
workers, teachers, doctors, and psychologists.    

  An additional argument, which is not included in the eight general arguments for 
the importance of multidisciplinary teamwork, is the ability to provide an appropri-
ately sensitive response to the needs of the children and their parents, while pooling 
existing resources in the indigenous community. A pertinent example concerns an 
offi cially unrecognized Bedouin village (see review in Chap.   2    ). Given the village’s 
nonexistent or illegal status, no government agency (Ministry of Education, Ministry 
of Welfare, or Social Security) has precise data regarding the number of children 
with disabilities in the village.   

3.2     Locating Children with Disabilities in the Bedouin 
Community 

 About half of the Bedouin community, over 70,000 people   , still lives in tin tends 
without running water or electricity, in small tribal concentrations. This population is 
spread out over a large area, half of which is outside any municipal support system. 
Families with children with disabilities face serious problems of access, due to the 
lack of public transportation, the high cost of forms of transportation that are not 
available publically, distance of the home from the road, and traditional patterns that 
forbid the mother from leaving tribal grounds unattended. This situation has led, in 
the past 8 years, to a great disparity between the number of Bedouin children with 
disabilities known to government authorities and their actual number in the Negev. In 
practice, there are thousands of children whose families despair: the children remain 
near the tents, do not attend school, and do not receive any treatment. This disparity 
underscores the great and urgent need to locate Bedouin children with disabilities 
and offers them the appropriate interventions and treatments, provided by a multidis-
ciplinary team that includes all of the professional experts serving this population. 

3.2.1     The Pilot Study 

 The purpose of the pilot study presented here was to locate every child with a dis-
ability in the Bedouin community and evaluate the effectiveness of each phase in the 
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process of locating, identifying, and diagnosing children with disabilities in this 
 village. A unique and important component of the pilot was the participation of 
 parents of children with disabilities in this process. The pilot included a number of 
phases, some of which were conducted concurrently and some consecutively (Manor-
Binyamini  2007 ) (Fig.  3.1 ).

   The pilot study was conducted in one of the unrecognized villages in the Negev, 
which had 1,000 children under the age of 18. All of the village inhabitants belonged 

Parents-locaters

Locating all the children with disabilities

Information transfer

Steering committee

Cross-checking information from parents

Activation

Mobile multi-disciplinary diagnosis team

filling in gaps in information

Transferring information

Welfare and education services

Updating databases and solving children's problems

Ben-Gurion University

Mapping children's homes with a geographical

Transferring information

Steering committee

Department of welfare, social services

departments, education departments,

Ministry of Education, Ministry of

Transferring information

  Fig. 3.1    The process of 
locating children with 
disabilities in the Bedouin 
community. GIS—
Geographic Information 
System       
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to one tribe and to one of six extended families. According to calculations based on 
a social security survey, there were supposed to be 42 children with disabilities in 
the community. The pilot study was conducted in 2006.  

3.2.2     The Design of the Study 

  Phase A —Fathers of children with disabilities who were known to the social ser-
vices department, were located. The fathers were asked to serve as locators in their 
extended family in the community. The community was divided into six “extended 
family sectors,” with each parent/locator responsible for one sector, according to 
family affi liation. The parent/locators were instructed by a location coordinator 
(a professional working with the researcher) as to how to fulfi ll their role, and sev-
eral simulations were conducted of cases and the possible responses they should 
give the parents, for instance, if a parent denies the existence of a problem with a 
child who is known to be disabled. In this meeting, the location coordinators 
received location forms and explanations on how to fi ll them correctly. 

  Phase B —A meeting was held with the location coordinator and the parents/loca-
tors in their village, and was attended also by representatives of the Steering Committee, 
and village dignitaries. In this phase, the purpose of the pilot study was explained. 

  Phase C —In 3 weeks’ time, the locators surveyed the families in their sector and 
fi lled out the location forms. This activity was supervised and attended by the loca-
tion coordinator, working together with a social worker assigned by the project (one 
social worker for each village). 

  Phase D —Upon concluding the location phase, meetings were held with the 
head of the pilot study in which each parent reported the fi ndings in his sector and 
identifi ed the homes of each located child, including those familiar to the support 
services, on a GIS map of the community (see Fig.  3.2 ).

    Phase E —The data gathered by the parent/locators was cross-checked by the loca-
tion coordinator and the social worker against the data in the support services’ fi les. 

  Phase F —Following the discovery of 12 children who had not been known to 
any of the support services (welfare, education, health), the multidisciplinary mobile 
diagnosis team entered the fi eld, went from one tent to another conducting diagno-
ses as well as social evaluations. 

  Phase G —Interviews were conducted with the parents of each child with dis-
abilities in order to ascertain their needs vis-à-vis the health, education, and welfare 
systems. 

  Phase H —Workers from the Department of Welfare Services and the department 
of education began to work to fi nd solutions for the problems of the newly identifi ed 
children with disabilities. 

  Phase I —The Steering Committee held a meeting to discuss complex problems 
that came up during the location phase, with each government ministry representa-
tive (education, welfare, and health) taking upon himself to solve the problems in 
his jurisdiction. 
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 A seminar was held with the parents/locators with the purpose of forming a group 
of activists to help improve the conditions of children with disabilities in the village.  

3.2.3     Results 

 All in all,  54 children and youths  with disabilities were identifi ed in the location and 
diagnosis process. Of the 54 children, 22 were diagnosed with intellectual disability 
(4 severe, 6 moderate, 12 light to moderate); 24 were diagnosed with multiple dis-
abilities; 6 with intellectual disability; 13 with cerebral palsy; 5 with behavioral dis-
orders; 3 sensory disabilities; and 5 children were diagnosed with mental disorders. 

 Of the 54 children, 12 children were diagnosed for the fi rst time, as a result of the 
pilot study.

 ID number 
 First 
name  Surname  Sex  Date of birth  Disability 

 Educational 
framework 

 xxxxxxxx-x  aaaa  zzzzzzz  M  20.12.95  Intellectual disability  El-Hanan school 
 xxxxxxxx-x  bbbb  mmmm  F  01.04.04  Behavioral disorder  None 
 xxxxxxxx-x  cccc  nnnnnn  F  13.04.99  Cerebral palsy  None 
 xxxxxxxx-x  dddd  yyyyyyy  F  05.09.00  Mental disorders  El-Hanan school 
 xxxxxxxx-x  eeeee  kkkkkkk  M  31.07.88  Moderate intellectual 

disability 
 None 

  Fig. 3.2    Picture of the social–spatial situation in the village in which the location process was 
conducted using geographical coding       
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3.3        The Parents 

 Why do multidisciplinary teams in special education schools work with parents 
consistently and constantly (contrary to other areas of expertise such as social 
worker that work with all the family). The answer is that parents are the experts on 
their children, and professionals need to listen carefully to what they have to say 
(Coonrod and Stone  2004 ). For example, a growing body of literature suggests that 
parental reports of ongoing behavior are as accurate as test results (Goin and Myers 
 2004 ; Oliver et al.  2002 ). 

 Due to their daily interactions with their children, parents are the primary source 
of information, as well as the most infl uential fi gure in the life of the child; conse-
quently, the manner in which they carry out their role has a signifi cant, direct and 
indirect effect both on the etiology of the disorder and on the treatment of their 
children. For example, parents have both a direct and an indirect effect on the ado-
lescent child’s behaviors. The direct effect is disrupted and chaotic; in fact, studies 
have shown that coercive parenting covaries with levels of antisocial behavior in 
preschool (Shaw et al.  1996 ) and in childhood (Patterson et al.  1992 ). Parenting 
seems to have an indirect effect on modulating at-risk youth involvement and expo-
sure to deviant peers, by virtue of the role of parent management, in general, and 
parent monitoring, in particular (Dishion and McMahon  1998 ). Parents provide 
invaluable insights into their child’s social situation (Spiegle and Vandenpol  1993 ), 
and offer a context in which meanings can be attached to the child’s experiences and 
actions, demonstrating issues pertinent to the disabled child (Brown  1998 ). In the 
case of children who are completely (or for the most part) unable to communicate 
(due to incapacity or age), parents hold the key to accessing the children’s personal 
experiences and background. 

 Thus, professionals ascribe immense importance to the parents as sources of 
information and infl uence, as well as to the manner in which the parenting of chil-
dren is conducted. The latter is the focus of the next section. 

3.3.1     Children with Disabilities and the Act of Parenting 

 Parenting is a multifaceted phenomenon. Parenting has long been referred to by art-
ists as a rich sequence of signifi cant experiences that alter and shape the world of the 
adult. By contrast, developmental and clinical psychology, which also recognizes 
parenting as one of many stages in the development of man, has referred to it mainly 
as a role that sustains the family institution and especially the socialization of chil-
dren. However, in recent years there has been an apparent change, expressed in 
clinical, experimental, and theoretical studies, which have begun referring to par-
enting as a rich internal experience as well as a signifi cant interpersonal one. It 
appears that this experience raises strong and complex feelings, involves new 
thought processes, and activates important developmental processes. 
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 As a role, parenting has exceptional characteristics that distinguish it from all 
other roles that people fulfi ll in adulthood. One prominent quality is that it is based 
on a uniquely intensive interpersonal relationship, involving commitment, responsi-
bility, and emotional and practical nurturing, all of which require an enormous 
investment unrestricted by time and place. The strong moral internalization of the 
importance of this role and the attendant social expectations do not permit parents 
the right to relinquish this responsibility, suspend it, or experience burnout. 

 Often, assuming the parenting role occurs without proper preparation, and role 
expectations are colored by cultural and contextual messages. In research, most 
studies have focused on the infl uence of parents on their children and only a minority 
on the infl uence of children on their parents (O’Connor  2002 ). In this context, sev-
eral ideas regarding the signifi cant components of the parent–child relationship have 
been grounded in research and are generally agreed upon (O’Connor  2002 ; Shonkoff 
and Phillips  2000 ). Thus, for instance, knowledge regarding the importance of the 
quality of attachment between parent and child in infancy, based on the consistency, 
availability, and sensitivity of the parent’s response to the infant’s signals, needs, and 
lifelong socioemotional development has received much support (Sroufe  2005 ). The 
advantages of an authoritative style of parenting have also come up in many studies, 
which show that displaying affection and parental involvement, utilizing encourage-
ment and positive reinforcement, active monitoring of children’s activities, and 
consistent—though not tough—discipline, are linked to children’s psychosocial 
adaptation measures, including academic competence, a strong feeling of self-worth, 
positive social relations, and few behavioral problems (Gray and Steinberg  1999 ). 

 Currently there is no single, clear, general, agreed upon theory of parenting 
(O’Connor  2002 ). In the absence of such a theory, most of the knowledge accumu-
lated today is discrete, and describes links between various expressions of parenting 
and unique results among children, while raising hypotheses regarding the mecha-
nisms involved in these effects. As a result, an attempt to digest all the information 
in the fi ve thick volumes of the Handbook of Parenting, edited by Bornstein ( 2002 ), 
can be overwhelming, making it evident that our knowledge concerning the com-
plexity of the issues involved in parenting is still fragmentary. One of the missing 
fragments concerns the parenting of children with disabilities in indigenous 
communities. 

 Giving birth to and raising a child with disabilities is a continuous care experi-
ence, which requires parents to adopt new and unfamiliar life patterns, different 
from those followed by others in their environment. Researchers have studied fami-
lies and parents of children with disabilities for at least 4 decades, and they continue 
to add new reports at a high rate. These studies are often eclectic in choice of ques-
tions, variegated in methods, and protean in scope. As a collection, the research has 
cast light on important aspects of immensely complex phenomena. Disabilities 
occur in every nation, with parents often providing lifelong care to their affected 
child. Most research into family/parent caregiving has been undertaken in Western, 
English-speaking societies. Lately, there has been a growing interest in cultural dif-
ferences within countries; yet, to date, there is a relative paucity of research in indig-
enous communities. 
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 Research shows that for many families, having a child with a disability adds 
stressors to the parenting role and affects the family dynamics as a whole. The par-
ents of these children have to confront a variety of issues in several domains of life, 
among them, economic, personal, couple, parenting, and social diffi culties. Given 
that such constraints and changes are likely to add to the regular stresses of raising 
a child (Gallimore et al.  1999 ), they may lead to parental burnout, as well as physi-
cal and mental exhaustion (Lazovsky  1999 ). 

 These diffi culties can bring about changes in the family and violate an existing, 
balanced family pattern and may especially change the parents’ reaction to their 
child and the disability. I will present the main models found in the research litera-
ture, which detail the parents’ responses to giving birth to and raising a child with a 
disability. Since all the models presented have been examined and constructed in the 
West, I will refer to or emphasize at the end of each aspect related to indigenous 
communities.  

3.3.2     Psychological Models of Parents’ Reactions 

 “Several psychological theories have been posited to explain parental reactions to 
the “news” of a disability diagnosed in their child” (Dale  1996 ). Although these 
cannot fully explain the full range and intensity of parental reaction, they offer use-
ful guides and ideas for practice. Models offer either a “personal” (parental adjust-
ment is a problem within the parent or individual) or “interpersonal” (adjustment 
has a social dimension) perspective on adjustment to disability, and both have impli-
cations for professional intervention. 

3.3.2.1     Stage Model 

 Parents pass through a series of emotional stages before accepting, for example, a 
diagnosis (review by Blacher  1984 ). Drotar et al. ( 1975 ) defi ned these stages as 
shock, denial, anger/sadness, adaptation, and reorganization. The stage model 
focuses upon these emotional adjustments following the diagnosis. This reduces the 
chance of parental reactions being perceived as inappropriate or pathological. The 
notion of sequences of stages allows for appropriate and timely professional inter-
vention (Dale  1996 ). However, the stage model also implies right or wrong adjust-
ment, suggesting that deviation from the sequence is psychopathological (denying 
the disability). The model is methodologically weak in that not all parents go 
through the stages in that particular order; parents can go through more than one 
stage at once, can miss a stage, and may experience relief instead of grief (Blacher 
 1984 ). Furthermore, we do not know whether parents of children with disabilities in 
indigenous communities experience some or all of the reactions presented above. 
Therefore it is important to examine whether some or all of these reactions can 
indeed be found among parents in indigenous communities.  
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3.3.2.2     Personal Construct Model 

 Cunningham and Davis ( 1985 ) focused on cognitive interpretations of disability, 
rather than on emotional reactions. Parents experience different reactions because 
they bring different interpretations to the situation. These interpretations stem from 
their previous expectations of themselves and of their child. The model derives 
from Kelly’s ( 1995 ) theory of personal constructs, which suggests that people con-
struct models in order to anticipate events. The assumption is that people want to 
anticipate what happens to them and to those around them. An advantage of this 
model is that parents are seen as individuals with their own perspectives. This is 
crucial for partnership work, as it allows professionals to accept the reality of their 
(parents’) interpretations. Personal Construct Theory has been very infl uential in 
the development of the Negotiating Model (Dale  1996 ). It recognizes multiple per-
spectives and individual diversity, constructing development as a dynamic process 
of internal organization, external experiences, and interactions with others. 
Consequently, certain experiences might facilitate or undermine adjustment, and 
adaptation to disability is relative to the parents’ situation at the time. However, 
Cunningham and Davis ( 1985 ) failed to address possible unconscious determinants 
of behavior (cf. psychoanalytic theory) and neglects emotions (Dale  1996 ). Based 
on this model, it is important to understand, examine, and be dynamically aware of 
the parent’s interpretation of the disability. This is an important point, especially in 
indigenous communities, since the parents’ interpretation is based also on culture, 
indigenous knowledge, and indigenous psychology (for more information on these 
terms, see Chap.   2    ).  

3.3.2.3     Meaninglessness and Powerlessness 

 Seligman and Darling ( 1989 ) considered beliefs, values, and knowledge to be 
socially determined through interactions. The news of a disability in the family 
prompts parents to “take the role of the other” in order to understand the meanings 
that others attach to the situation. Thus, the parents attach meanings to their experi-
ence as a result of defi nitions encountered in interactions with others, especially 
signifi cant others (friends, family). In other words, the manner in which others 
defi ne a given situation infl uences the parents’ defi nition of their own situation. 
In this sense, this model is based on social processes and interpersonal interactions. 
A feeling of powerlessness is often experienced by parents in the context of profes-
sionally controlled settings (e.g., hospitals) and this feeling can intensify if, for 
example, birth events don’t meet expectations or if medical concerns are not 
revealed, as when members of the medical staff unintentionally convey that some-
thing is not as it should be. Staff may also deliberately withhold information, which 
can create a feeling of meaninglessness for parents. This uncertainty may become 
more stressful than the real news (Dale  1996 ). Powerlessness will not abate until the 
parents begin to actively address their child’s condition.  
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3.3.2.4     Eclectic Approach 

 Dale ( 1996 ) suggests an eclectic approach to parental reactions, drawing upon the 
positive aspects of each psychological reaction model. She maintains that there is a 
need to redress the imbalance that has characterized the research regarding parents’ 
reactions, by examining positive parental reactions to disability (Turnbull and 
Turnbull  1985 ; Byrne et al.  1988 ). Researchers and practitioners have tended to 
focus on negative and pathological parental reactions (Lecavalier et al.  2006 ; 
Tomanik et al.  2004 ; Weiss et al.  2003 ), at the cost of positive ones. Dale ( 1996 ) 
asserts that professionals must stop “pathologizing” parental experiences, as this 
upholds devaluing attitudes towards disabled people and contributes to practices of 
discrimination, which, in turn, leads to segregation and long-term disadvantage. 

 It seems that until we have accumulated suffi cient research-based knowledge 
concerning parents’ reactions to their children with disabilities in indigenous com-
munities, professionals would do well to adopt Dale’s suggestion ( 1996 ) of an 
eclectic approach to parental reactions, combined with the newer approaches that 
emphasize stress and coping.   

3.3.3     The Stress and Coping Approach 

 There is extensive evidence that parents of people with disabilities are at increased 
risk of experiencing elevated levels of stress (Blacher and Hatton  2007 ; Emerson 
et al.  2006 ). Therefore, research has centered on developing a theoretical represen-
tation of how families adapt to the potentially stressful situation of having a child 
with a disability. With this focus, researchers have steadily refi ned and elaborated 
the classic ABCX model, originally developed by Reuben Hill ( 1958 ). Essentially, 
this model describes “family crisis” (X) as an interactive outcome of three factors: 
(a) an initial stressor event, combined with (b), a family’s resources for dealing with 
crises, and (c) the family’s defi nition of the stressor (Behr et al.  1992 ; Patterson 
 1993 ). Over the last few years, the use of this and other models of family coping and 
resilience has allowed researchers to increasingly recognize and interpret the many 
successful coping strategies and positive adaptations that many families report 
(Manor-Binyamini  2012a ,  b ). 

 Nowadays, most of the more recent research on family stress aims to identify the 
factors that contribute to successful coping, as demonstrated by some of the parents. 
Specifi cally, the focus now is on understanding the factors associated with the ame-
lioration of the “crisis” (see for example research on mothers in indigenous com-
munities, Manor-Binyamini  2011b ). 

 Despite the increased interest in family research over the last decade, there is still 
a need for more extensive research on parents, refl ecting on the full range of details 
in the daily life and routines of parents (and the family). A continuing gap in our 
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knowledge of parents/families and disability is related also to the neglect of cultural 
and generational variables. 

 Until recently, most research on parents/families of children with disabilities 
tended to gloss over the situational complexities and cultural variables that surround 
all of us, in the interest of making global claims about the inevitable—and always 
negative—responses of parents to having a child with a disability. One of the results 
of this emphasis has been—until very recently—complete disregard of non- 
European cultures. Important studies of the double minority status of being non- 
White and disabled have begun to appear recently (see for example, Kalyanpur and 
Rao  1991 ). The need is still immense, however, for multicultural studies that explore 
the diversity in the experience of disability. 

 Such research should enable us to understand the ways in which context and 
culture infl uence and shape parents’ reliance on and experience of educational sys-
tems when their children have disabilities. 

 A recent shift in the research literature on parental reactions to a child’s disability 
has led to the examination of parental coping from a new perspective, specifi cally, 
from a perception of parental coping as an inevitable condition of crisis, stress, and 
pathology, to recognizing that multiple, varied, and possibly positive ways of coping 
can serve as a valuable strategy (Blacher et al.  2005 ). Positive changes in the parents’ 
lives (Scorgie and Sobsey  2000 ), successful coping strategies (Hastings et al.  2005 ), 
and family strength and resilience (Poehlmann et al.  2005 ) are considered assets. In 
other words, coping is no longer viewed as merely adaptive, but rather as a positive 
infl uence on the family system and a potentially valuable factor in improving support 
systems (Hatton and Emerson  2003 ). Studies that have examined parental coping 
from this perspective found positive results in the dimensions of personal growth, 
closer relationships among family members, a deeper understanding of the needs of 
others, more meaningful personal and social connections, and a greater emphasis on 
expanding social activities (Scorgie and Sobsey  2000 ). These results suggest that 
despite the diffi culty of making the required changes and the pain of seeing their 
child’s condition, many parents—and families—succeed in coping well with the dif-
fi culty of raising a child with a disability, and manage to carry on with their lives. 
Findings of such successful coping raise the question as to what characterizes these 
parents and enables them to adapt to a positive perception of their situation. 

 The answer is that they have been able to gather and utilize both personal 
resources (for example, sense of coherence, personal growth, hope) and environ-
mental resources (such as family and community support, as well as professional 
support services). 

 Disability is also a sociocultural phenomenon. Therefore the question how par-
ents defi ne their child’s disability and react to it is an important one when dealing 
with indigenous communities. Hence, also sociocultural researchers have turned 
their attention to parents and their experiences of raising a child with disabilities. 
These studies vary in terms of the focus of their investigations, the disciplinary per-
spectives, and their theoretical orientations, but they share an interest in how cul-
tural meanings and social institutions shape a parent’s identity and the experience of 
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disability. The following is a summary of trends in sociocultural research on the 
parenting of children with disabilities.

    (a)    One trend has been to explore the beliefs about disability, health, and healing 
which are widely shared by members of a society and that guide the parents’ 
understandings and behaviors (Quinn and Holland  1987 ), i.e., the cultural mod-
els of child rearing and child development which guide parenting behaviors, as 
well as parents’ expectations and evaluations of what constitutes normal devel-
opment (Weisner et al.  2005 ; Daley  2004 ; Whitmarsh et al.  2007 ).   

   (b)    Another trend examines family ecologies and sustainable routines of children 
and youths with disabilities and those of their families. These studies examine 
disability and adaptation to it from the point of view of the family, parents, and 
children. They employ a holistic and contextual perspective as they consider 
adaptations in various settings over the course of childhood and youth, and 
focus on the real circumstances that characterize the lives of both the children 
with disabilities and their family members (Gallimore et al.  1996 ; Weisner et al. 
 2005 ; Keogh et al.  2000 ).   

   (c)    Yet another trend studies of the power of societal attitudes, institutions, and 
policies to shape parents’ experiences of disability and examines the related 
inequities and their effects on these experiences (Skinner et al.  2005 ).   

   (d)    Disability in the context of poverty is another focus in this fi eld of research. 
Raising a child with a disability can be challenging for any family/parents, but 
conditions of poverty and limited resources often exacerbate these challenges. 
Recent ethnographic studies have shown that low-income families’ experiences 
with childhood disability are infl uenced by the socioeconomic conditions that 
dictate the availability of supportive policies and disability programs 
(Bernheimer et al.  2003 ; Fox et al.  2002 ; Skinner et al.  2007 ).   

   (e)    The relationship between race/ethnicity and disability has not been suffi ciently 
researched. A full-scale sociocultural examination of the difference race or eth-
nicity makes in terms of families’ experiences of disability has yet to be done. 
The few studies that do exist indicate that social class, education, and English 
language profi ciency may be more important than one’s racial or ethnic classi-
fi cation (for one such example, see Skinner et al.  2006 ).     

 A sociocultural approach to disability leads us to ask how individuals in different 
communities and locations come to recognize disability, how they talk about it, and 
how they respond to individuals who are seen as having this condition (Edgerton 
 1970 ). Whyte and Ingstad ( 1995 ) noted that a crucial area of sociocultural investiga-
tion examines the way in which constructions of disability are linked to other cul-
tural ideas. Thus, for example, the meanings of personhood, equality, difference, 
and individual rights; as well as general community perceptions of gender, poverty, 
class, or race infl uence the concept and experience of disability. Similarly, under-
standing the manner in which social roles and self-perceptions inform and are 
informed by disability, and how concepts of disability can be shaped by special 
programs and agencies that serve persons with disabilities—these are all important 
questions, worthy of in-depth examination in the future. 
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 The challenges of raising children with disability in the Western world are 
immense and it is diffi cult for people who have not lived through these experiences 
to truly understand them. Given that parents of children with disability in indige-
nous communities constitute a dual minority (indigenous and with a disability), they 
are considered an especially vulnerable group. Therefore, we can assume that for 
these parents, the diffi culties of raising a child with disability create an even more 
immense and overwhelming challenge. 

 Consequently, to achieve productive collaboration between professionals and the 
parents of children with disabilities requires a comprehensive study of the reactions 
of these parents to their children and a thorough understanding of the overall signifi -
cance of the parents’ role. 

 The role of these two partners, parents and professionals, will be the focus of the 
next section.   

3.4     The Roles of the Professionals and Parents 
in Special Educational Schools 

 A role is a collection of activities that a person engages in repeatedly and which are 
mutually related to activities conducted by others. A role is shaped by a combina-
tion of internal and external factors, meaning a combination of the interpersonal and 
intrapersonal aspects (Kats and Kahn  1978 ). 

 The roles of parents of a child with a disability are characterized by a level of 
complexity and intensity not found in the general population. While all parents at 
some time act as advocates, information seekers, spokespersons, and public educa-
tors for their sons or daughters, these roles become more crucial for parents of a 
child with a disability, as the child and the family become increasingly involved 
with a wide variety of community service providers (Minnes et al.  2003 ). These 
roles are also crucial for the achievement of desirable outcomes in various educa-
tional settings and transitions (Grove and Fisher  1999 ; North and Carruthers  2005 ), 
for working with therapy programmers, and for post-school outcomes for young 
adults with a disability (Devlieger and Trach  1999 ). Also professionals have a wide 
variety of roles to fulfi ll in their work with the parents. For example, Dunlap and 
Fox ( 2007 , p. 278) presented a sample menu of family support options for parents 
of children with challenging behaviors (Table  3.2 ).

   In a review of family support services in children’s mental health treatments, 
Hoagwood et al. ( 2010 ) identifi ed the following fi ve types of service typically 
included in this framework.

    (a)    Instruction/skill development for parents: Includes parenting strategies, anger 
management, and stress reduction techniques. Education about child behavior 
and development; review of risk factors for emotional and/or behavioral prob-
lems and their potential impact; examining intervention options, child and fam-
ily service systems, and other resources.   
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   (b)    Instruction/skill development for all caregivers: Coaching caregivers on effec-
tive ways to address child behaviors and/or ways to prevent the development of 
emotional/behavioral problems. Also addresses the issue of the caregiver’s per-
sonal well-being (e.g., communication skills, problem solving strategies, crisis 
management, anger/anxiety/stress management skills).   

   (c)    Emotional and affi rmational support: Stresses communication and sharing 
among families and/or between service providers and families to promote care-
giver’s feelings of being affi rmed, understood, and appreciated.   

   (d)    Instrumental services: Concrete services such as respite care, transportation, 
education, and fl exible funds for emergencies.   

   (e)    Advocacy: Includes provision of information about parental rights (e.g., legisla-
tion, entitlements) and resources; skill building to help the parents advocate for 
services for their child; coaching on ways to effectively negotiate for services, 
or provision of direct advocacy to obtain services for caregiver or child; and 
leadership skill building to develop the caregiver as an advocate at the policy- 
and service system levels.    

  The following historical survey (Table  3.3 ) demonstrates the complexity of the 
parent’s role and compares it with the roles of service professionals, in order to 
show the dramatic changes that have occurred in the last few decades in the West, 
of parent’s roles compared to professionals in Western countries.

   Table 3.2    Sample menu of types of support sought by parents of children with challenging 
behaviors   

 Service  Description 

 Information diagnosis 
and prognosis 

 Providing information about disability, child development, availability 
of services, empirical basis for services, etc. 

 Information may be provided in various formats (via meetings, written 
materials, videos, etc.) 

 Training  Delivery of instruction, daily schedules, etc. Training may be provided 
in group or individual contexts and in a variety of locations 

 Respite care  Provision of expert child care to offer breaks to parents and other family 
members—may be for brief periods (hours) or extended periods 
(days, weekends) 

 In-home assistance  Provision of skilled assistant who can help instruct parents on providing 
behavioral guidance during specifi c periods in the home or 
community 

 Counseling  Provision of expert counseling to address mental or emotional challenges 
 Planning  Assistance with planning the child’s education program and schedule 
 Friendship  Assistance in locating and establishing friendships, often with other 

families who share the same kinds of child rearing circumstances 
 Access to social and 

medical services 
 Information and assistance in navigating needed social services to meet 

family’s economic, housing, transportation, food, clothing, and 
healthcare needs 
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   As can be deduced from Table  3.3 , in the traditional relationship model, profes-
sionals use their position and expertise to make judgments and take control (e.g., the 
medical, doctor–patient relationship). The parental function is limited to providing 
information. Parents aren’t brought into the decision-making process, or necessarily 
consulted (about their views and feelings). Consequently, the parent is a passive 
“client” or “patient” who opts to defer to professional judgment, rather than be 
involved in a negative parent–child relationship. Powerful professionals can 
“infl ate” the scope of their roles to unrealistic proportions. Nevertheless, over the 
last 60 years, there have been many changes in the parents’ role, and professionals 
have learned to work together with the parents in order to improve outcomes for 
children with disabilities. Perhaps the most notable change has been the shift from 
services based solely on professional expertise to services that incorporate the 
knowledge of parents as part of coordinated planning on behalf of children. Initially, 
professionals were considered the true experts on the needs of children with dis-
abilities, and parents played a secondary role. As parents began to participate more 
actively in planning their children’s education and care, collaborative working rela-
tionships built on mutual respect and shared knowledge began to emerge. 

 Last 20 years, legislation about special education has dramatically affected the 
relationship between schools and parents of students with special education needs. 
This legislation regulates, or tries to regulate, the role of parents in special education 
schools. Thus, for example, the 1997 amendments to Individuals with Disabilities 
Education Act (IDEA) mandated that parents of children with disabilities have the 
legal right to be involved in all aspects of their children’s education. The IDEA 
stipulates that parents must be invited to participate in meetings of their children’s 
education teams as these teams identify and evaluate the children’s needs, set edu-
cational goals, and make service delivery choices. Furthermore, parents have been 
identifi ed as serving a key role in effective intervention strategies for children with 
disabilities (Feinberg and Vacca  2000 ). 

 The missing part in this review is a historical documentation of the roles of par-
ents and professionals in special education schools in indigenous communities. This 
knowledge is rarely documented in research and, hence, we can assume that gap in 
our knowledge cannot be overcome. All the same, recognition of the complexity of 
parenting a child with disability and the entrance of researchers, who themselves 
may be parents of children with disabilities, into the fi eld of study has led in recent 
years to a new conceptual and research agenda regarding the roles of parents and 
professionals, which may be suitable for indigenous communities. Specifi cally, this 
refers to attempts to better understand parenting on two levels: (a) the systemic- 
ecological level, which relates to the environmental forces that assist or restrict 
parents in their coping; (b) the intrapersonal level, which relates to inner processes 
of parental change and development. These inner processes pertain to the world of 
expectations, needs, beliefs, cognitions, ways of thought, and especially the  adjust-
ments  parents make in order to cope with raising their disabled child. 

 The term “accommodations” as it applies to families of children with disabilities 
has been defi ned as “pro-active efforts of a family to adapt, exploit, counterbalance, 
and react to the many competing and sometimes contradictory forces in their lives” 
(Bernheimer et al.  1990 , p. 223). Making accommodations has to do with problem 
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solving, with redesigning parental roles and relationships, and with marshaling 
whatever fi nancial, social, and emotional resources a parent might have, in order to 
adjust to the challenge of raising a child with a disability. Accommodations are 
made by families in response to children with any type of disability—mental, physi-
cal, or developmental—at any level of severity. One interesting research on accom-
modations is that of Maul and Singer ( 2009 ), which focused exclusively on families 
of children with severe developmental disability (DD). 

 The current study’s investigation of the accommodations that families make in an 
effort to adapt to the needs of children with disabilities is driven by two conceptual 
frameworks: the resiliency theory (Patterson  2002 ) and the ecocultural niche theory 
(Bernheimer et al.  1990 ). These two theories propose a much needed change in terms 
of the way in which parents of children with disabilities are typically regarded. In 
light of this shift in perspective, professionals suggested a new approach to the design 
of interventions, namely, one which is helpful and relevant to parents’ daily lives. 
The following issues, which the professionals involved in the new design designated 
as focus points, were derived from both the resilience- and the ecocultural niche 
theory. Here, each issue is accompanied by an example (Maul and Singer  2009 , 163).

    (a)    Coping with behavior diffi culties, for example, seeking help from behavior spe-
cialists, telling children in advance what to expect in terms of the day’s sched-
ule, making special seating arrangements, choosing appropriate locations, e.g., 
avoiding crowded and noisy places or the home of an unsympathetic relative.   

   (b)    Facilitating and handling social situations, for example, by arriving to family 
get-togethers early so the child can “acclimate,” fi nding a church with the stated 
mission of accommodating families of children with special needs.   

   (c)    Making family fun part of the coping agenda, by fi nding activities that the 
whole family can enjoy and which are developmentally appropriate for the 
child, and attending events especially arranged for children with special needs.   

   (d)    Accommodating food preferences through advanced preparation, for example, 
avoiding foods with textures and tastes which the child fi nds objectionable, 
serving a limited number of food items which the child is likely to eat, and 
encouraging the child to try a variety of foods.   

   (e)    The issue of pets in the family, whether this means having no pets, or only cer-
tain kinds of pets (e.g., fi sh, birds, frogs).   

   (f)    Ensuring the child’s safety, for example, by giving a nonverbal child an identi-
fi cation bracelet, applying for a handicapped parking sticker, making sure sharp 
objects in kitchens, garages, and yards are out of the child’s reach, keeping the 
house doors locked day and night, and hiding the keys.   

   (g)    Nighttime arrangements, for example, establishing a night time routine, allow-
ing the child to sleep in the same room with parents or siblings on special occa-
sions, and allowing the child to “sleep in” on weekends.   

   (h)    Planning television family time, by watching child-oriented programs together, 
having separate televisions for family members.   

   (i)    Adjusting parents’ employment conditions, for example, fi nding a lower- paying 
job that offers more scheduling fl exibility, or fi nding a job with family-friendly 
policies.    
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  Presumably, some of the adjustments are suitable for parents of children with dis-
abilities in indigenous communities and some are not. During the case study, which 
will be presented in the second part of this book and which examined the conceptions 
and the coping strategies used by parents of children with disabilities in the Bedouin 
community in the Negev in Israel, parents talked about the adjustments they made in 
order to cope with their child in the community. Thus, for instance, parents spoke of 
exile and changing their place of residence in order to begin a new life, enlisting 
protection and patronage from the local leadership, “El-Sutra” or “El-Satr” (a meta-
phor in Arabic meaning: to vanish, bury, hide, conceal, cover up). Parents said that 
they chose not to reveal the fact that had a child with a disability and sometimes they 
even hid the child in a separate structure, far from the tribal living grounds. The 
impression formed through these observations was that in this community the con-
cept of adjustment and the steps taken in order to adjust differed from the concept as 
perceived by parents raising their children in the West. (While the Western reader 
might not qualify the actions taken by the Bedouin parents as “adjustments,” as an 
ethnographer, I presented the parents’ responses as they were given to me in relation 
to their defi nition of the term “adjustment.”) No doubt this issue merits further study, 
and it is important that such studies be conducted within a sociocultural framework. 

 Sociocultural studies examine parents within their cultural, historical, and socio-
political contexts. This type of research can include—but is not limited to—cross- 
cultural comparisons. Sociocultural studies use various theories and methods, but 
they inevitably focus on the parents’ shared understandings and practices related to 
disability; on parents’ responses and adaptations to disability; and on the infl uence 
that larger social institutions and situations of inequity have on the way in which 
parents understand and experience their child’s disability. Sociocultural approaches 
take into account community contexts that matter to parents of children with dis-
abilities, and they examine the broader systems which defi ne and position individu-
als with disabilities and their parents within society. As a whole, these studies 
provide a more experiential and holistic view of parents beliefs and offer new tools 
by which to study the parents of children with disability within and across different 
cultural groups. It appears that this kind of research approach may be suitable for 
studies of the roles of parents in indigenous societies. However, it is important to 
note that despite the overwhelming data in support of parent participation, research-
ers (Colombo  2006 ) have discovered that parents from cultural and linguistic 
minorities are often underrepresented among the ranks of parents involved in the 
schools. This underrepresentation has been explained away in various ways, includ-
ing (a) minority parents’ lack of time and energy (De Carvalho  2001 ), (b) their 
embarrassment or shyness regarding their own level of education or verbal abilities 
(Smich-Dudeon  1996 ), (c) a lack of information or understanding regarding the 
structure of the school and accepted channels of communication (Stewart  2008 ), (d) 
feeling unwelcomed by teachers and other school personnel (DeCastro-Ambrosetti 
and Cho  2005 ), and (e) the assumptions of teachers and administrators regarding the 
parents’ desire or ability to help in their children’s schooling (Lopez  2001 ). 
Unfortunately, these and other reasons have served as barriers to the full participa-
tion of parents and families from communities with a different cultural and linguis-
tic identity in the school’s endeavors. 
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 Despite the existence of such obstacles, there are also several encouraging devel-
opments for professionals and parents working in special education schools. 

 First, the work of Wolfendale ( 1999 ) helps move forward the discussion sur-
rounding parental involvement. Wolfendale ( 1999 ) sets out a methodological frame-
work that places parents in a central and powerful role as research partners. Listening 
to parents and considering their perspectives is a way in which professionals can 
support the development of educational services that are sensitive and effective and 
that meet the needs of a diverse group of people. 

 Second, until the last decade or so, the word “parent” in the research literature on 
disability was practically synonymous with “mother” Was this simply because 
mothers usually cared for their children with disabilities and were often available 
during the day when researchers wished to contact them, or was it because mothers 
were more used to handling challenging and probing questions about their child? 
Although most studies examining the cultural context of disability still focus on 
mothers, attention to the father’s role in other cultures has increased. 

 I hope that research will continue to move beyond “main effect” models to exam-
ine both mediators and moderators, with the goal of determining how to best 
enhance parents adaptation to a child’s disability. Evaluating the subtle and not-so- 
subtle shades of socioeconomic status, poverty, family, community, and culture can 
help improve our understanding of risk and prevention. 

 And fi nally, the research literature in the last decade shows a clear direction 
regarding the work and role defi nitions of parents and professionals. It seems that 
educational support services are adopting or trying to adopt a strengths-based 
approach to delivering services for parents, sometimes referred to as parents’ sup-
port perspective. A philosophy of practice that builds on parents’ competencies, 
supports parents’ right to make their own decisions, and focuses on enhancing the 
strengths of parents, including cultural strengths emphasizes a partnership between 
parents and service providers (Raghavendra et al.  2007 ). The desired aim is to rein-
force the parents existing capacities, build on their strengths, and facilitate parent- 
directed changes that are meaningful and signifi cant. The main principles of a 
strengths approach are listed in Table  3.4 .

   It appears that the strengths approach may be a suitable framework for encourag-
ing collaboration between professionals and parents of children and adolescents 
with disabilities in indigenous communities, but only if it is expanded to include the 
unique characteristics of indigenous communities. An example of considerations 

   Table 3.4    Key characteristics of a strengths approach (McCashen  2005 )   

 Characteristic  Description 

 Respect  Rights: unconditional positive regard 
 Teamwork  Enabling collaboration and partnership, consultation and inclusion between 

clients and team members 
 Sharing  Information, knowledge, resources, and skills. Promoting clients’ strengths 

to enable decision-making 
 Social justice  Acceptance, equality, equity, participation, and self-determination 
 Transparency  Having things out in the open, open information and communication 
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that are critical for this approach to work well with clients in indigenous communi-
ties is demonstrated in Table  3.5 .

   The approach presented here is one of many for collaboration between parents 
and professionals. Considering what has been presented in the current chapter 
regarding professionals, parents, and their roles, the departure point of this book is 
that professionals working with parents in indigenous communities in general, and 
with parents of children with disabilities in these communities in particular, require 
a wide range of knowledge, skills, and principles of action, in order to achieve col-
laboration with parents of disabled children. Professionals need several types of 
knowledge: Western professional knowledge (professionals must make adjustments 
to the intervention strategies and principles taught during university training, which 
must be sensitive to the indigenous community to which the parents of the child 
belong); sensitivity and awareness of cultural differences and their implications for 
practice; and contextual knowledge. The availability of such a broad knowledge 
base will enable professionals, in collaboration with parents, to provide an educated, 
relevant, and benefi cial response to the needs of the parents and their child, corre-
sponding to their life circumstances. Professional principles based on the Western 
secular and liberal culture have already been addressed in the literature, as has the 
knowledge and awareness of cultural differences in the fi eld of special education 
(for example, there are models of sensitivity and cultural competence). The materi-
als in Western literature constitute a foundation, but they are insuffi cient for the 
professionals working in the indigenous community. Professionals need to create 
and construct knowledge and sometimes new roles that can address the unique char-
acteristics of the indigenous community. The next chapter will be based on types of 
Western culturally sensitive knowledge, but will also attempt to add to these, pre-
senting the components that have yet to be acknowledged in the literature and exam-
ining the way in which they affect collaboration in indigenous communities.     
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                      Coming together is the beginning. Keeping together is progress. Working together is success 

   The value and contribution of parents’ collaboration with professionals who treat 
their children has been the focus of a great deal of social and educational debate in 
the twenty-fi rst century (Stoner et al.  2005 ) and it is a particularly critical issue in 
special education frameworks. This collaboration is undergoing a transition to a 
new era (Kasahara and Turnbull  2005 ) and the social debate refl ects parents 
increased involvement in their children’s lives, a development which is deeply 
rooted in democratic society. From a democratic perspective, parent collaboration 
attests to the implementation of the rights to equality and pluralism by democratic 
means, as exemplifi ed in nonprofi t organizations, support groups, and pressure 
groups. The activities of these groups have often paved the way for legal delibera-
tions and legislation regarding children with disability (Stoner et al.  2005 ). In Israel, 
for example, the following laws have been passed: the Special Education Law 
( 1988 ), 1  Extension of Section 7 to the Law with respect to Inclusion (1997), and the 
Learning Disabilities Law ( 2003 ). In the USA, legislation expanded parents’ rights 
to include informing parents about their rights and about school policy, parent 
involvement in planning their children’s study program, as well as free access to 
information granted to parents. Policy derived from this law refl ects the growing 
recognition of the importance of collaborating with parents, based on the 

1   Passed in Israel in 1988, the Special Education Law consists of four parts: (1) Provides defi nition 
of terms, e.g., special education, children with special needs, institutions and auxiliary servicesfor 
children with special needs. (2) Describes the goals of special education. (3) Focuses on diagnosis 
and placement issues, and (4) Relates to special schools. Only two of the 24 sections of the Law 
address the parents of children with disability: Section 19, which focuses on the issue of IEP indi-
vidual education programs, indicates that the child’s parent will be invited to a meeting when for-
mulating such a program. Section 20 refers to a fi nal evaluation, specifying that at the end of the 
school year the parents of a child in a special education school will receive a written evaluation of 
their child’s progress in a variety of areas. 
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assumption that professionals and experts cannot provide all the information and 
skills required to meet the varied needs of children with disability, nor those of their 
parents. Indeed, increasing efforts are being invested at the system level to enhance 
collaboration between school, support-service specialists, and the families in 
designing intervention programs for disability children (Shannon and Stuart  2005 ; 
Dunst and Dempsey  2007 ). 

 The discussion surrounding this change in the framework and management of 
educational-therapy is based on research demonstrating that certain patterns of par-
ent–professional interaction were crucial to building strong and effective educa-
tional experiences for children with disabilities (Stoner et al.  2005 ). Almost 4 
decades of research “have demonstrated that parent involvement signifi cantly con-
tributes to improved student outcomes” (Carter  2002 , p. 1). “The evidence is consis-
tent, positive and convincing: parents have a major infl uence on their children’s 
achievement in school and through life” (Henderson and Mapp  2002 , p. 7). As 
Boyer ( 1995 ) has summarized, “The message is clear. It is simply impossible to 
have an island of excellence in a sea of community indifference, and when parents 
become school partners, the results can be consequential and enduring” ( 1995 , p. 
61). It also draws on the belief that parents’ collaboration in the educational process 
engenders more effective results for child, parent, and family alike (Fine and 
Nissenbaum  2000 ; Stoner et al.  2005 ). Parents’ collaboration with professionals has 
garnered much attention in the literature over the past 2 decades (Epstein  1993 ; 
Lynch and Hanson  1998 ). Research indicates that parent collaboration leads to a 
host of positive outcomes for children with disability (Spann et al.  2003 ), specifi -
cally better and faster development for the child, and enhanced quality of life for the 
parents. The term “quality of life” refers to reduced stress and a united family with 
improved relationships. Numerous studies have shown a relationship between pro-
fessional support and the parents’ ability to deal with pressure. Appropriate support 
eases tension levels experienced by parents of children with disability and enhances 
perceived control, competence, and confi dence concerning life events. This, in turn, 
may have a positive infl uence on human behavior and functioning (Nachshen  2005 ; 
Dempsey et al.  2001 ), can impact the ways in which parents adapt to the fact that 
they have a child with a disability, and may also be a factor in strengthening family 
fortitude (Symon  2001 ). 

 From the point of view of the professional team, collaboration among profes-
sionals in special education is viewed as a powerful tool for helping teachers who 
work with students with disabilities (Cox  2005 ). Inherent in this call for collabora-
tion is the recognition that planning and working together is in and of itself a power-
ful professional development tool. 

 The past decade has led also to a growing awareness of the benefi ts of fostering 
collaboration with parents. Thus, for example, early resolution of disagreements 
reduces the need for expensive measures such as mediation, hearings, due process, 
and court deliberations. 

 The body of literature on parent collaboration with professionals in a school 
framework has continued to grow. Within that literature there is a plethora of insights 
and recommendations for improved practice. Complementing well-known work in 
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this area (including Friend and Cook  2009 ; Kalyanpur and Harry  1999  and other 
works), researchers have undertaken a rigorous study of the complex dynamics that 
take place in the interactions between schools and parents, and have published their 
work in a variety of outlets—some of which, unfortunately, are not open to all. 
Hence, the target audience, namely, educators and parents, cannot benefi t from this 
information. 

 The literature on the topic of collaboration of parents of children with disabilities 
with professionals in the special education system has developed mainly in Western 
countries and is informed by a Western, secular, liberal culture, which is distinct 
from many other cultures around the world. In recent years, awareness of cultural 
and lingual differences and of the effects these differences have on the practice of 
the profession of special education has increased, due to both the rise in the number 
of students of various cultural and lingual backgrounds in schools in general, as well 
as an overrepresentation in special education schools of children whose cultural 
and/or lingual backgrounds differ from the majority. A manifestation of this 
increased awareness is in the recognition that collaboration between professionals 
(experts) and parents of children in minority communities in general and in indige-
nous (native) communities in particular must have a different basis than the one 
represented in the existing Western literature, a basis which will be outlined later in 
this chapter. The fi rst part of this chapter presents a working defi nition of the term 
 collaboration . The next part describes the characteristics of collaboration as out-
lined in the Western literature and considers the pros and cons of this type of col-
laboration with parents of children with disability at special education schools. The 
third part reviews examples of effective practical collaboration between profession-
als at special education schools and parents of children with disabilities. The last 
part of the chapter addresses the issue of collaboration in indigenous communities. 

4.1     Defi nition of the Term “Collaboration” 

 A distinction needs to be made between terms such as partnership, involvement, and 
various examples of good practice, which can lead to collaboration or good working 
relationships. Although this terms tend to be used interchangeably, there are advan-
tages to thinking of  collaboration  as an ideal to be worked towards, whereas various 
forms of working together can be regarded as desirable intermediate stages along 
the road to meaningful collaboration. 

 The term  collaboration  encompasses the complexity of the relationship between 
parents and school professionals and is viewed as a dynamic and interactive process 
in which parents draw on multiple experiences and resources to defi ne their interac-
tions with the school and with the school professionals. 

 The term  collaboration  is often understood as a process, at other times as an 
outcome. Cook and Friend ( 2010 ) defi ned it more broadly as “a style professionals 
select to employ based on mutual goals; parity; shared responsibility for key deci-
sions; shared accountability for outcomes; shared resources; and the development 
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of trust, respect, and a sense of community” (p. 3). Research on education practices 
across schools led Amendt ( 2008 ) to see a continuum of collaboration. After com-
paring his data with that presented in the existing literature, he recognized that 
greater collaboration between educators and parents occurs in stages along a pro-
gression, not as a single event. Figure  4.1  shows the stages of progression on the 
way to collaboration.

   The fi rst stage,  informing , represents the one-way fl ow of communication from 
the school to the students and parents. Amendt draws an important distinction 
between the next two stages,  involving  and  engaging , as he explains that “involve-
ment represents an invitation to parents to support an agenda determined by the 
school professionals, while engagement suggests that the school professionals, the 
parents, and community members (together) create the agenda, make decisions, and 
take actions” (Amendt  2008 , p. 3). His study suggests that involvement is marked 
by limited trust, while engagement develops a higher degree of trust. Leading occurs 
when the partners have created a norm of engagement, with all partners playing 
appropriate leadership roles as they work towards a shared vision. Parents at a 
school characterized by a high level of engagement found that both parties had 
invested effort to create the foundation of cooperation and goodwill that allowed 
their relationship to accrue greater trust. 

 Based on the above, I am suggesting a broad defi nition of the collaboration 
between parents and professionals, which is suitable for the work that takes place in 
the schools of indigenous communities: collaboration as a reciprocal, contextual, 
and interactive process, which allows for knowledge acquisition on both sides, 
which are in fact the products of the encounter between the two sides—the profes-
sionals bring their expert knowledge, and the parents bring parental and indigenous 
knowledge, that is, knowledge of their environment, community, and culture. 

 Hence, collaboration is a process that honors multiple realities and life experi-
ences and produces outcomes that refl ect the knowledge constructs and value sys-
tems of those who are without power (Obiakor et al.  1999 ). What, then, are the 
characteristics of a collaboration of this nature? 

4.1.1     Characteristics of Collaboration with Culturally 
and Linguistically Diverse Parents of Children 
with Disabilities at School 

 Western literature, as outlined at the beginning of this chapter, points to many advan-
tages that arise from the collaboration between professionals and parents, advan-
tages for all sides: the children, the parents, and the professionals, or as Harry ( 2008 ) 

Increasing degree of collaboration and partnership

Informing---- Involving---- Engaging---- Leading

  Fig. 4.1    Stages of progress to collaboration. Adapted from Hedeen et al. ( 2011 , p. 1)          
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emphasizes: providing adequate supports can make a tremendous difference in out-
comes for parents and family members of children with disabilities (Harry  2008 ). 
This is also true when referring to Culturally and Linguistically Diverse (CLD) par-
ents. Further study is needed in order to examine the point of view of parents in 
indigenous communities, so that we may learn if the advantages outlined in the 
existing literature also apply to parents in indigenous communities. Several studies 
have reported that CLD families/parents exhibit lower levels of participation than 
European or American families in the special education process (Harry  1992 ; Lynch 
and Stein  1987 ). Many researchers have discussed barriers to the participation of 
CLD families (Blanche  1996 ; Chan  1990 ; Harry  1992 ; Sontag and Schacht  1994 ). 

 There may be an assortment of reasons for the barriers depicted in the literature, 
for example, the lack of involvement by African American parents and families may 
be due to parental alienation from the school in terms of feeling out of place, expe-
riencing real or perceived discrimination, or having a sense of estrangement when 
interacting with the educators of their children (Bempechat  1992 ). As a result, 
school personnel may form the misconception that African American parents are 
apathetic, disinterested, or indifferent to their child’s education and may not work to 
encourage these parents to participate in school-related processes (Bloom  2001 ). 
Conversely, these parents may feel as if they don’t have anything to offer the school 
(Thomson  2003a ). 

 Brandon ( 2007 ) identifi ed nine factors that serve as barriers to parent participa-
tion: (a) cultural and/or linguistic diversity, (b) economic constraints, (c) family com-
position, (d) parent’s educational level, (e) school-home communication, (f) 
parent–teacher interaction, (g) school–parent interaction, (h) the child’s scholastic 
achievements, and (i) personal constraints (e.g., lack of time, lack of transportation, 
lack of child care). The interaction of these barriers can be complex and create a cycle 
of noninvolvement in which parents retreat and educators do not engage the parents. 

 Another detailed list of potential barriers is presented in Table  4.1 .
   However, parents in indigenous communities have an array of support services 

available to them. For example, Begay et al. ( 1999 ) examined support systems 
available to Navajo parents of children with disabilities. 

 Table  4.2  shows the results of the study.
   Harry ( 2008 ) added four main themes that can become barriers to parental par-

ticipation: cross-cultural differences in understanding the meaning of disability; 
defi cit views of CLD families; cultural confl icts in the setting of transition goals; 
and differential understanding of caregivers’ roles in the education system (for more 
on each clause, see Harry  2008 , pp. 378–379). 

 The diffi culties presented affect the degree of cooperation on the part of the par-
ents, which in turn affects parents’ access to and use of support services. 

 Parents’ isolation from or lack of connection with their child’s school should be 
interpreted as an indication that they feel out of place and experience a sense of 
estrangement when interacting with the school. This isolation may cause parents to 
express a sense of fear, depression, and even school phobia (Epstein  1995 ). Parents 
may fi nd such a relationship marked by inconsistencies and discontinuities in points 
of contact, by an acute asymmetry of power (Knox et al.  2000 ) or even by confl ict 
(Williams and Robinson  2001 ). 
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 Advance knowledge and awareness of these barriers will help professionals con-
structively develop strategies to facilitate parent understanding, participation, and 
collaboration. The power of a special education school system to increase CLD 
minority parents’ collaboration has been well documented (Epstein  1996 ; Thomson 
 2003b ). There are several suggestions in the literature as to how to achieve this goal 
in special education schools. From the array of existing literature, I highlight here

    (a)    A suggested framework that enables special education service providers to bet-
ter meet the needs of the culturally diverse children and parents they serve   

   Table 4.1    Barriers to parents’ participation   

 Parents/families  Professionals  Programs 

 Limited English profi ciency  Special education professional 
knowledge and sensitivity 
to cultural diversity 

 Lack of language-appropriate 
information-materials 
concerning resources, 
rights, and responsibili-
ties for non-English-
speaking individuals 

 Differences in language and 
dialects 

 Insensitivity to religious 
beliefs and family traditions 

 Shortage of trained bilingual 
and bicultural personnel 

 Interpersonal communication 
style differences 

 Professional attitudes that 
stereotype or blame the 
parent and deny parental 
expertise and knowledge 
about the child 

 Infl exible scheduling of 
conference meetings with 
parents 

 Acculturation level  Professionals’ withholding 
of information 

 Lack of culturally responsive 
service models that 
systematically address 
relevant cultural 
orientations and 
behaviors that affect 
service use 

 Attitudes towards disability  Use of jargon 
 Family knowledge and comfort 

with the school infrastructure 
 A sense of alienation from school 
 Work/time confl icts 
 Transportation problems 
 Logistic barriers related to 

income, material resources, 
transportation, time, and/or 
childcare needs 

  Adapted from Zhang and Bennett ( 2003 , p. 52)  

  Table 4.2    Sources of support 
for Navajo parents  

 Type of support  Percentage 

 Church/religious including Navajo tradition  88 
 Other family members  84 
 Grandparents  64 
 Friends  12 
  Professional    8  
 Other families with children with disabilities  4 

  Adapted from Begay et al. ( 1999 , p. 84)  
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   (b)    Recommended strategies   
   (c)    Traditional teachings    

   (a)     The framework presented here was created in an attempt to organize exist-
ing research and literature on cultural responsiveness in a way that applies 
to the unique context of special education early intervention. This frame-
work draws on several fi elds of study, including early childhood develop-
ment, multicultural communication, special education, psychology, and 
speech-language pathology, synthesizing the knowledge and best practices 
into four guiding principles (see Fig.  4.2 ).

       The fi rst principle, Examining One’s Own Culture, is grounded in fi ndings and 
recommendations from experts in the fi elds of early childhood and special educa-
tion who have all emphasized the importance of self-study for developing cultural 
responsiveness and encourages professional service providers to take an in-depth 
look at their own cultural values and beliefs. 

 Acquiring Knowledge of Parents’ Cultures highlights the importance of fi nding 
out about the cultures of the parents/families that they serve. These fi rst two prin-
ciples serve as the foundation for the third principle, Building Culturally Responsive 
Practices. This principle actively engages the provider in developing and imple-
menting culturally responsive practices that respond to the unique strengths, needs, 
and desires of parents. Finally, the fourth principle, Refl ecting and Evaluating 
Practices, encourages professional service providers to refl ect often on their prac-
tices, so as to identify their most and least effective practices with parents of  cultures 
different from their own. 

  Fig. 4.2    Framework for 
providing culturally 
responsive early intervention 
services. Adapted from 
Bradshaw ( 2013 , p. 3)       
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 Several areas in which providers should examine their own beliefs in the context 
of their service provision have been identifi ed. One such area concerns individual 
beliefs about the range considered “normal” for child development and beliefs 
about correcting and accepting “abnormal” behaviors (Harry  1992 ). Another area 
on which professionals should refl ect is their views about what constitutes parent-
hood, including parents’ roles and responsibilities and how enmeshed or disengaged 
parents should be with each other (Harry  1992 ). 

 Bradshaw ( 2013 ) also reviews some practical questions that experts should ask 
themselves. These questions can help them identify their underlying cultural beliefs 
and assumptions (Table  4.3 )   .

   The recommended strategies presented here were selected from a number of 
available strategies. I will describe one strategy in some detail, as an example, using 
Table  4.4  (for other examples, see Colombo  2006 ; Harry  2008 ; Harry and Klinger 
 2006 ; Yan and Lin  2005 ).

     (c)     Traditional teachings  were determined based on behaviors that proved to be 
successful in maintaining the integrity of the indigenous community and the 
individual. For example, for the Native American traditional talking circle, the 
elements of storytelling, medicine wheel, and vision quest are the core of tradi-
tional teachings (BigFoot  1998 ). Traditional teachings were based on cultural 
values that gave essence to the traditions of Native American nations.    

  In addition to the frameworks, strategies, and traditional teachings, mentioned 
heretofore, to deal with the complexities of working with CLD parents of children 
with disabilities, numerous processes, and working models have been developed, 
which are based on several different approaches. I will outline two main approaches, 
both with applications in the special education system. The fi rst, “Cultural 
Competence,” refers to a content of multiculturalism and encourages the develop-
ment intervention skills within the context of a multicultural society. The second, 
“Cultural sensitivity,” is an approach which enables experts and professionals to 
develop an understanding of different cultures.  

4.1.2     Cultural Competence Approach 

 Although there may be no universally accepted defi nition of the term “cultural com-
petence,” the delivery of effective support services in school to parents from various 

   Table 4.3    Questions to identify underlying cultural beliefs (Bradshaw  2013 , p. 7)   

 Overarching question  Example  Rationale 

 How do I communicate 
my respect for others? 

 Is eye contact important?  What is considered 
respectful differs 
across cultures 

 When do I speak in a formal 
or informal manner? 

 What types of verbal and gestural 
communication are appropriate? 

 Do I use formal titles or conventions 
such as “ma’am” and “sir?” 
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cultures requires information about the specifi c cultures and an understanding of the 
ways in which culture may affect one’s views of disability. 

 Lynch and Hanson ( 2004 ) proposed the term “cross-cultural competence,” which 
they defi ned as “the ability to think, feel, and act in ways that acknowledge, respect, 
and build upon ethnic, sociocultural, and linguistic diversity” (p. 50). 

 The National Education Association (NEA  2008 ) has described cultural compe-
tence as the skills and knowledge needed to effectively serve students and their 
families/parents from diverse cultures. Four basic cultural competence skill areas 
were highlighted: (a) valuing diversity, (b) being culturally self-aware, (c) under-
standing the dynamics of cultural interactions, and (d) institutionalizing cultural 
knowledge and adapting to diversity. The focus here is on the internal changes an 

   Table 4.4    Strategies for facilitating parent/family participation in special education processes   

 Parents/families 
 Enhance parents’ knowledge and understanding of school policies, practices, and procedures 
 Develop new roles for parents 

 Professionals 
 Involve other infl uential family members or qualifi ed community members 
 Develop knowledge of and sensitivity for multiple dimensions of cultural diversity 
 Hold bilingual meetings and select convenient times for parents 
 Conduct a home visit a few days prior to Individual Education Program (IEP) meeting, to discuss 

with parents issues such as child care, transportation, and the importance of parent attendance 
 Use family-centered approaches and collaborative techniques when interacting with families/

youth with disabilities 
 Understand culturally bound, nonverbal aspects of communication, such as body language and 

eye contact 
 Reduce the volume of written information.    Parents with information that is not only factual but 

also open-ended and reciprocal, to allow parents to express their cultural views on 
disability, preferences, and opinions about placement, teaching methods, and the extent and 
meaning of their rights under the special education law 

 Provide an overview of what will take place throughout each phase of the IEP 
 Orient parents to location of the IEP meeting and introduce them to other members of the 

interdisciplinary team 
 Encourage parents to have a family member or family advocate accompany them 
 Familiarize yourself with emotional reactions and attitudes to a child with a disability 
 Defi ne goals which are consistent with the life experiences, religious beliefs, and cultural 

values of the parents served 
 Use native language information and materials (e.g., reading materials, radio, television, video, 

Website) 
 Maintain ongoing communication regarding status of assessment and service delivery procedures 

 Programs 
 Provide transportation, advance notice of meeting times and locations, and on-site childcare 
 Hire persons who are familiar with the culture of the parents in order to promote accurate and 

unbiased interpretation 
 Maintain the same interpreter throughout the process to avoid disruption of parent/interpreter 

relationship, such as churches or ethnic organizations, as opposed to impersonal efforts 

  Adapted from Zhang and Bennett ( 2003 , p. 54)  
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educator must go through to better teach children and interact with parents. To 
achieve a level of cultural competence, professionals fi rst have to acknowledge and 
be sensitive to the differences among the parents with whom they work. Diller 
( 1999 ) identifi ed specifi c skills that educators and other school personnel should 
have in order to attain cultural competence. Diller suggested that educators (a) seek 
out educational and other training experiences to enrich their understanding and 
effectiveness in working with culturally different populations; (b) seek to under-
stand themselves as racial and cultural beings and strive for a nonracist identity; (c) 
familiarize themselves with relevant research regarding multiracial families, (d) 
become actively involved with multiracial families outside of the classroom (i.e., 
community events, social and political functions, celebrations, friendships, neigh-
borhood groups), so that their perspective of multiracial families is more than aca-
demic or merely a helping exercise; (e) engage in a variety of verbal and nonverbal 
helpful responses (i.e., they are not limited to a single method of helping, and they 
recognize that helping styles and approaches can be culture-bound); (f) be able to 
exercise institutional functions on behalf of the families; and (g) take responsibility 
for interacting in the language requested by the family, even if they have to seek 
outside persons with cultural knowledge greater than their own. 

 Campinha-Bacote ( 1999 ) offered a model to address cultural competence. Four 
constructs make up this model:

    (a)    Cultural awareness—The fi rst step is becoming aware of one’s own culture and 
the beliefs, traditions, mores, and behaviors that make up that culture. Then, the 
process continues with self-knowledge of one’s own prejudices regarding other 
cultures. After understanding one’s own culture and one’s beliefs about other 
cultures, the individual gains an appreciation for other cultures as a framework 
with its own unique beliefs, traditions, mores, and behaviors.   

   (b)    Cultural knowledge—The next step is cultural knowledge. After gaining an 
appreciation for other cultures, one must consciously seek out information and 
learn about the beliefs, traditions, mores, and behaviors that characterize the 
other culture(s).   

   (c)    Cultural skill—Cultural skill involves further in-depth knowledge needed in 
order to assess, plan, intervene, and evaluate the child’s education profi le and 
status through the lens of the child’s culture. In other words, the multidisci-
plinary team must know how to address and adapt the assessment according to 
the cultural beliefs and values of the target population.   

   (d)    Cultural encounters—Cultural encounters complete the learning curve, through 
the experience of working professionally with children and parents from different 
cultures. Through this experience, professionals can become more  culturally 
competent in their caregiving. Gaining cultural competence is a lifelong process.    

  The notion of cultural competence is already a well-established resource for pro-
fessionals in special education. This involves open-minded willingness and train-
ing, in order to understand the situations of individual parents in light of the culture 
that infl uences their perspective (as well as the ability to recognize divergences from 
the parents own cultural world). 
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 Additionally, there has been great interest in the topic of cultural competence, 
and so there are a number of practical applications, existing approaches, and work-
ing formats within the fi eld of special education, which have been modifi ed to apply 
to parents of different cultures. One such approach that can be outlined here is 
PBS—Positive Behavior Support. An emphasis on parents and families working in 
collaboration with professionals is a core PBS value (Lucyshyn et al.  2000 ). 
Building collaboration refers to establishing a truly respectful, trusting, and recipro-
cal relationship between professionals and parents, for the purpose of conducting 
function assessment, designing behavior support plans, and sharing responsibility 
for PBS implementation. Research has documented that collaboration between par-
ents and professional is an important component that infl uences the effectiveness of 
PBS practices (Hieneman and Dunlap  2000 ). More specifi cally, informed under-
standing of parents and families from various cultural backgrounds is vital to the 
success of any intervention, including PBS (Lynch and Hanson  2004 ).  

4.1.3     Cultural Sensitivity 

 There are a number of working models and/or working processes applicable to the 
tasks shared by parents and professionals in the special education system, which 
attempt to provide a solution to the cultural differences between the two parties. In 
regards to the “Cultural sensitivity” models, I have chosen to outline one particular 
procedural model, known as Biculturalization (Fong et al.  1999 ), which has been 
proven empirically to be effective when applied specifi cally to collaborating with 
families in planning an intervention or an Individual Education Program. 

 Biculturalization, originally used in the fi eld of social work, is designed to create 
culturally appropriate interventions, by identifying and integrating the compatible 
beliefs and values found in a Western intervention with those of an indigenous inter-
vention. Biculturalization can be used in special education as a process for includ-
ing parents in culturally responsive IEP planning. Biculturalization was chosen as 
the indigenous process because it has been used effectively to build collaboration 
between professionals and parents. Biculturalization consists of fi ve steps, which 
are presented here briefl y.

    1.    Identify the important values in the ethnic culture which can be applicable in the 
merged approach   

   2.    Choose a Western approach with a theoretical framework and values are 
 compatible with the ethnic cultural values of the participants   

   3.    Analyze an indigenous approach familiar to the ethnic participants, in order to 
determine which aspects can be reinforced and integrated into the Western 
approach   

   4.    Develop a framework that can integrate the values and techniques of the ethnic 
culture and allows for a combination of the indigenous and Western approaches   

   5.    Apply the Western intervention by explaining its framework and approach and 
how they help reinforce the indigenous cultural values and approaches (Fong 
et al.  1999 , p. 105)     
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 As shown, the topic of collaboration between parents and professionals is a 
complicated one; nevertheless, there are expert groups of interdisciplinary profes-
sionals who successfully collaborate with parents in indigenous communities. 
The following subchapter features an example of such effective collaboration.   

4.2     Effective Collaboration Between Professionals 
and Parents of Children with Disabilities at Special 
Education Schools 

   The parents of an exceptional child are on an emotional journey that we, as external observ-
ers, will never be able to fully comprehend or appreciate. We can only respect this journey. 
(Art therapist and mother of an exceptional child) 

   So many words have already been written and spoken on the subject of collabo-
ration with parents that it may be helpful to think in concrete terms about day-to-day 
practical ways in which parents and professionals could work together more mean-
ingfully in special education schools. 

 For many years, regular and special educational settings encouraged collabora-
tion between professionals and parents in kindergartens, schools, and development 
centers, for the reasons specifi ed above. Nonetheless, research reveals an unex-
plained gap between the theoretical interest expressed by professionals in creating 
such collaboration, and the reality in the fi eld. Despite the signifi cant support in 
favor of collaboration expounded by theoretical literature in the fi eld (Pinkus  2005 ; 
Maddock  2002 ; Blue-Banning et al.  2004 ) and the many years of legislation, 
research, and experience, achieving effective collaboration between parents and 
professionals/interdisciplinary remains a challenge. 

 To help address the challenge and to further clarify the nature of positive collabo-
ration between parents and professionals, I conducted a study to examine precisely 
how this collaboration takes place in daily life, what the professionals do, and how 
parents engage. The study attempts to identify the components of effective collabo-
ration between professionals and parents, to discuss the core components that con-
stitute the basis for collaboration as it takes place in practice, and to consider the 
behavioral expressions of these components. 

 As collaboration also entails mutuality, the study places particular emphasis on 
successful collaboration, on the parents, and on examining the manner in which 
mutuality and trust is forged in the relationship that develops between the interdis-
ciplinary team and parents of youngsters ages 12–21 with intellectual disability. 

 The research goals were: (1) To identify, describe and construct hidden and man-
ifest aspects of collaboration between the interdisciplinary team and parents in daily 
practice; (2) To identify, describe, and construct behavioral expressions that com-
prise or are embodied in the hidden and manifest aspects of collaboration between 
the interdisciplinary team and parents in day-to-day practice. 
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4.2.1     Methodology 

 Qualitative research is the most suitable tool for examining and enhancing the 
meanings of partnership from the partners’ point of view (Creswell  2002 ). Sandall 
et al. ( 2002 ) emphasize that qualitative research is particularly suited for “giving a 
voice to the various interested parties by listening and addressing their voice within 
the full context of their experiences.” To understand the meaning of collaborative 
relations, the “interested parties” in this study are the parents and professionals who 
participate in the meetings. The study follows the activities of 55 interdisciplinary 
team members and 45 parents of special needs children. (For details on demographic 
characteristics of study participants, see Manor-Binyamini  2003 .) 

 The school population was comprised of children and adolescents with intellec-
tual disabilities, and two classes (about 20 children) of children with autism spec-
trum disorder. A total of 90 pupils attend this school, which serves the population 
residing in a very large metropolitan area in central Israel. The school day begins at 
08:00 and ends at 16:00. The specifi c school was selected for the study because it 
embodied Rosenfeld’s ( 2002 ) dimensions of successful learning: the objective 
dimension, the subjective dimension, and lack of side-effects. 

4.2.1.1     Data Collection 

  Observations : The study demanded careful analysis of recurring aspects of all types 
of meetings observed, using precise methods for documenting observations, as well 
as verbatim transcriptions, while applying a high level of sensitivity to the unique 
social and interpersonal contexts in which these aspects take place. Pure ethno-
graphic observations were conducted of formal and informal meetings of the inter-
disciplinary team members with the parents. The observations were open and 
gradually became more focused, as the components of collaboration were defi ned. 
After several months, an observation protocol was designed. All observations 
focused on team members and parents attending the meeting, and each meeting was 
fully documented. A total of 116 protocols were written, documenting a year’s 
worth of collaboration between the interdisciplinary team and parents. Minutes 
taken by team members during the meetings were also collected. From a method-
ological perspective, the combination of research instruments served to enhance the 
researcher’s ability to deal with issues of accessibility and to remain loyal to the 
point of view of both the parents and the professionals, while gathering the richest 
possible documentation of the social reality. 

 Observations included also brief (5–20 min) informal exchanges between par-
ents and the researcher, which took place in the school playground during recess 
periods, and in the staffroom during school events that included the parents. 

 Observations of formal meetings attended by parents included the following:

    (a)    Hundred and eighty IEP meetings—a meeting about every student, conducted 
routinely at the beginning and at the end of the year. These meetings lasted 
between 1 and 1.5 h.   
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   (b)    Thirty meetings intended for discussing unusual events (hospitalization, return 
to school after hospitalization, pupil violence, non-administration of medica-
tion to a pupil, a pupil’s anxiety about a certain issue).   

   (c)    Sixteen transition meetings, i.e., meetings for the initial acquaintance between 
parents and the school interdisciplinary team, conducted when a child enters a 
special education school (7 new pupils), and farewell meetings held during an 
older pupil’s last year in the school (9 pupils). These meetings are very emo-
tional and a source of great stress for parents.   

   (d)    Five meetings were conducted during the year with the Parent Representation 
Committee.     

  Interviews : To ensure a wide and diverse perspective of behavioral expressions, 
semi-structured interviews were conducted with 100 participants (45 parents and 55 
professionals). Question structure and interview issues were identical for both 
groups—parents and interdisciplinary team members. Semi-structured questions 
enabled participants to provide the breadth and depth of information they wished to 
transmit. The parent group was representative of the school population in terms of 
pupils’ ages and the grade they attended. The interviews aimed to uncover thoughts, 
perceptions, and opinions of professionals and parents alike about collaboration and 
its practical manifestation. All study participants signed an informed consent form 
and were notifi ed that they could choose to terminate their participation at any time. 
Furthermore, anonymity and confi dentiality of the data was underscored. 

 All interviews were recorded and transcribed. Parents were interviewed immedi-
ately after a meeting, with their prior agreement and knowledge. Their answers 
varied in length and depth. Professionals were interviewed throughout the year. 
Interviews with team members were conducted in the following order: homeroom 
teachers, paramedical staff, and physicians. In addition to semi-structured inter-
views, the study also included what Denzin ( 1997 ) termed “corridor conversa-
tions”—conversations that the researcher held with professionals, teachers, in the 
playground and in the staffroom during breaks or when they sat in the staffroom, 
and with parents visiting the school on various occasions. Most of these kinds of 
conversations were initiated by the professionals or the parents. Sidewalk activities 
(Yin  1991 ) provided another opportunity for informal data-gathering. These conver-
sations were conducted with interdisciplinary team members, and sometimes with 
parents, when entering or leaving school, in the evenings after meetings had con-
cluded, during school events such as holiday celebrations or at the beginning of the 
school year. 

  Document collection : A large number of documents were collected for the study. 
The documents can be divided into the following types: newsletter—an information 
bulletin sent annually to parents with information about the school structure and its 
operation; letters to parents—informing parents about school activities such as holi-
days/vacations, fi eld-trips, special school days, and events in school (a total of 10 
letters); reports on exceptional events that occurred in school—a report about seri-
ous physical or verbal violence (reports of 21 events were collected).  
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4.2.1.2     Data Analysis 

 The data analysis process included the comparison units used in qualitative analysis 
(Lincoln and Guba  1985 ), unitizing (uniting categories), categorization, data inter-
pretation, and synthesis. In the fi rst data analysis stage all transcriptions of verbal 
and nonverbal behavior were read (transcriptions of professionals and parents were 
read as one unit) in order to identify the minimal unit. A unit was defi ned as the 
smallest reaction of the participant that could stand on its own and that contained 
information which in any way related to and/or referred to the research questions 
(Lincoln and Guba  1985 ; Skrtic  1985 ). A reaction was defined in two ways: 
verbal—from a short single sentence to a long paragraph, and nonverbal behavior. 
A total of 35 units were identifi ed. After units were unifi ed, the categorization process 
began. Every unit was read, compared with previously read units and placed into a 
new or previously created category, based on its look/feel alike quality (Lincoln and 
Guba  1985 ). After deciding on the appropriate category, the unit was examined with 
respect to additional interview and document contexts and given a defi nition, thus 
increasing categorization accuracy. After assigning the units to the different catego-
ries, a brief rationale of their placement was noted for further examination at a later 
stage of the study. This was accompanied by clarifi cation and editing of the category 
defi nitions and by justifi cation of every unit as a specifi c category based on the for-
mulated defi nition (Lincoln and Guba  1985 ). This process generated the defi nition 
of 14 categories. Possible relations between the categories were examined in the 
interpretation and synthesis stage of the data analysis process. Categories found to 
correspond to the same basis were unifi ed into one category or theme, based on the 
same process described above. Themes were unifi ed into domains and translated 
into aspects. Data synthesis and themes were presented as preliminary fi ndings to an 
external researcher and to a research assistant, who were requested to examine cod-
ing accuracy and also to identify sub-categories from the broad categories. 

   4.2.1.2.1 Trustworthiness/Validity 

 A variety of strategies were used in the study to ensure the trustworthiness of the data 
collected: (a) word-by-word transcription of all research material; (b) examination of 
coding, conducted by an external researcher and a research assistant who designed an 
audit trail (Skrtic  1985 ) to evaluate and confi rm the trustworthiness, consistency, and 
validity of the evidence; (c)  apparent validity , an additional verifi cation strategy 
which entailed a comprehensive examination of the data by team members and par-
ents, to enable them to evaluate trustworthiness and validity of the interpretations and 
conclusions drawn from the data analysis (Lincoln, ibid; Patton  2001 ). The partici-
pants were asked whether their perspectives were represented and whether any impor-
tant points were missing from the material presented. The respondents did not suggest 
any unique changes to the results obtained; (d) triangulation (Lincoln and Guba  1985 ) 
was performed for each category in the study, using various methods. Triangulation 
validity was tested using observations, interviews, and document collection.    
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4.2.2     Findings 

 Data analysis revealed that, in practice, collaboration took place in the organiza-
tional and the social domains (Coffey and Atkinson  1996 ). Organizational aspects 
were more manifest, while the social aspects and their behavioral expressions were 
more covert. 

4.2.2.1     Domain 1: Organizational Aspects 

 The organizational domain refers to the actual meeting framework and to the inher-
ent and constant structures that characterized the meetings: stage set, hospitality, 
seating arrangement, meeting structure, meeting summary, and decision-tracking. 

   4.2.2.1.1 The Stage Setting 

 The stage setting includes the physical layout, i.e., the room where the meetings 
took place and background items such as furniture and room decorations. According 
to Goffman ( 1959 ), these constitute the stage and its accessories, where—on it, in 
front of it, and within it—the interaction between the interdisciplinary team and 
parents took place. The principal’s room was allocated for meetings with the partici-
pation of interdisciplinary team members and parents. The room has many windows 
and is furnished with armchairs and decorated with plants, creating a pleasant and 
warm atmosphere. The scenery in the meeting room was viewed as an important 
component of the success of the meetings held there.  

   4.2.2.1.2 Hospitality and Seating Arrangements 

 In interviews conducted with interdisciplinary team members and parents, they 
reported that a comfortable atmosphere is very important as a framework for a posi-
tive meeting. Parents were offered water or coffee when they entered the room. 
They were shown to their seats and sat in the center with the team members. It 
appears that serving coffee and refreshments eased the tension that is inevitable in 
the initial part of the meeting. Participants often ate and drank during the meetings. 
Parents perceived the offering of refreshments as a gesture of good will, because in 
many cultures food comprises an important component of hospitality. In the inter-
views, many parents indicated that they were surprised by the warm reception they 
received. In all teams and meetings, the chairs were arranged in a circle that also 
included the parents. Sitting in a circle enabled all participants to see each other and 
to speak face to face, creating a sense of intimacy.  
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   4.2.2.1.3 Meeting Structure 

 A routine structure repeated itself in all team meetings observed—opening-
discussion- closing of the meeting. 

  Opening of the meeting —The parents’ fi rst encounter with the entire interdisci-
plinary team working with their child took the form of a round of introductions. 
Team members introduced themselves and indicated the capacity in which they 
work and interact with the child. In subsequent IEP meetings or meetings about 
special events, the opening phase consisted of asking the parents how they felt and 
encouraging them to talk about their child. They were asked questions such as: how 
are you? How is “X?” How does s/he feel at school? In class? What does s/he tell 
you about school? 

 Many issues were presented and discussed in meetings with parents. It was 
apparent that the professionals knew which topics were the most important, because 
in all meetings the interdisciplinary team members determined the topics to be dis-
cussed and their order of importance. They presented the issues and added informa-
tion from different disciplines, in order to present a clear and complete picture. 
Thus, for example, in IEP meetings they discussed the pupil in a holistic manner, 
offering information about developmental, scholastic, emotional, social, and behav-
ioral aspects. 

  Closing of the meeting —In effect a meeting summary. A great deal of informa-
tion was presented and discussed at these meetings. The amount of information 
frequently confused parents and at times they had diffi culty ascertaining the degree 
of importance of the information communicated. Team members helped parents by 
briefl y summarizing the issues discussed at the end of every meeting, giving the 
parents a sense of closure and a comprehensive picture of the child. This observa-
tion is reinforced in the words of a father who (referring to the interdisciplinary 
team members) noted “They know my son very well; they know precisely how to 
advance him—what is important and what is secondary.”  

   4.2.2.1.4 Meeting Summary and Decision-Tracking 

 At all meetings, a designated team member took minutes. The minutes were typed 
and circulated to all team members. In many meetings, decisions were reached con-
cerning a variety of issues and areas, for example, the referral of a pupil to a neu-
rologist, or working with the pupil using a specifi c work method both at school and 
at home. A summary of the decisions was circulated on a monthly basis and a copy 
was distributed to all team members responsible for tracking decision- 
implementation. In most cases, the following meeting with the parents began by 
addressing the decisions taken at the previous meeting.   
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4.2.2.2     Domain 2: Social Aspects and Their Behavioral Expression 

 Social aspects pertain to all the personal and interpersonal aspects that contribute to 
effective interaction in the meeting. While these aspects are subtle, they were 
observed in all meetings and their behavioral expressions were delineated. A diagram 
displaying these aspects in detail and an example of each aspect are presented below. 

   4.2.2.2.1 Explaining the Professional Terminology 

 Interdisciplinary team members often found themselves unsure whether to use a pro-
fessional term to describe the pupil, or to simplify the explanation by employing ter-
minology that parents could understand. Team members did not avoid using 
professional terminology, but made a conscious effort to explain the terms. This was 
an informal strategy they used to ease communication with parents, based on the 
assumption that communication between parents and professionals might be hindered 
if parents did not understand the professional terms. In addition to providing an expla-
nation, all team members frequently inquired whether parents understood the expla-
nations provided. One of the homeroom teachers addressed this issue in the interview: 
“I do not think they always understand the terminology. I don’t think they always 
understand what is going on. So we try to use language they understand. They know 
the meaning of the word ‘functioning,’ but they do not understand its signifi cance.” 

 It seems that by using and explaining professional terms, the team communi-
cated respect and trust in the parent’s ability to learn, thus treating parents as part-
ners. Indeed, in many instances, parents understood the terms and used them during 
the meetings. It appears that parents reacted positively to this approach. During the 
interviews, parents emphasized that by learning the terms used by the professionals 
in the meetings they were able to better understand their child’s condition. For 
example, a parent was observed saying: “I would like him to learn more functions 
that will help him at home and outside the home….” 

 Parents were found to be sensitive to professional terms. This was clearly 
 demonstrated by a mother in an interview:

  At an early stage when we began meeting with professionals I felt that they were talking in 
an incomprehensible language. Do you know the amount of terms there are in this fi eld? 
Think about it: ILP (individual learning program), LST (long study day), CLP (class learn-
ing program), regression…it doesn’t end. It is vital that professionals explain these terms to 
parents, just like they do at meetings here. 

   Explaining professional terms enables parents to take what is said about their 
child and adjust it to experiences with the child at home.  

   4.2.2.2.2 Providing Concrete Examples 

 In discussing a pupil, his/her abilities, diffi culties and assessment results, interdisci-
plinary team members generally used examples from their experiences in working 
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with the pupil. It appears that it is easier for parents to identify and understand 
information that is accompanied by examples about their child. Furthermore, team 
members often asked parents for concrete examples, as exemplifi ed by a homeroom 
teacher (in an observation): “What works with your child at home, give us an 
example….”

  Yesterday, after a whole year, he went to a youth movement activity entirely on his own… 
he crossed the street by himself. 

      4.2.2.2.3 Check Understanding 

 After providing parents with information, the team members often verifi ed whether 
it was properly understood. They did so by watching the parent’s face, looking for 
nonverbal expressions of understanding, as well as by asking direct questions as 
underscored by a physical therapist in an interview: “You can usually see on their 
faces when they have no idea what you are talking about.” 

 This appears to be another way for team members to consolidate their relation-
ship with parents. As professionals, they serve as mediators between professional 
information and parents and in that capacity they facilitate parents’ ability to pro-
cess the large amounts of information presented to them. Analysis of interviews 
with team members indicated that they viewed this strategy as a successful way to 
collaborate. A counselor put this very succinctly in an interview: “Many parents are 
wary of interfering during the meeting and therefore do not ask questions. It is very 
important that we, as professionals, do not assume that parents understand every-
thing we tell them.” 

 The greater the parents’ confi dence that the team listens to them, the more they 
express their need to understand what is being said at meetings. They do so by clari-
fying whether they understood what was said about their child—a major character-
istic of verifying understanding. For example, a parent asked: “Is it because he 
doesn’t get his medication in the morning that he hasn’t been going to work lately…?”  

   4.2.2.2.4 Ask Questions 

 Team members asked many questions during the meetings. This activity seems like 
another way of helping and validating the opinions of parents as well as other team 
members. Questions can be classifi ed into two types: questions requesting informa-
tion or specifi c examples about the pupil’s behaviors or learning mode, and those 
requesting parents’ opinions. In most meetings, a gradual transition of questions 
posed by team members was observed, from open questions asked at the beginning 
of the meeting to more focused questions as the meeting progressed. The observa-
tions clearly showed that parents’ comfort level in asking questions and participat-
ing in the meetings increased as the trust between team members and parents grew. 
It appears that all of the team members observed continued to ask the parents clari-
fying questions, even when they thought they understood very well what the parents 
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had said. In a sensitive and gentle way, they communicated to parents that they were 
listening to what they had to say, as expected of professionals. This was evident in 
the words of the psychologist: “I often ask parents whether what I told them corre-
sponds to what is happening at home and whether it accurately describes their child. 
They know the child so much better than I do.” 

 Asking questions at meetings enabled parents to participate in the discussion. 
Furthermore, it fostered additional ideas and facilitated problem solving, by further 
clarifying issues and focusing problems. 

 Concerning this issue, a difference was observed in “transition meetings,” during 
which parents meet for the fi rst time with the school interdisciplinary team. It was 
observed that the greater the parents’ feeling that they were being heard, the more 
questions they asked. The questions were classifi ed into two types: those aimed at 
clarifying and understanding what was being said, and those posed in an attempt to 
solve problems and receive the team’s advice. For example, a father raising his 
daughter alone asked: “…Up until now I helped her shower, but she’s 11 years old 
now, and it seems to me to be inappropriate. What do you think I should do?”  

   4.2.2.2.5 Positive Language 

 Positive language has several characteristics: (a) a positive tone that is neither judg-
mental nor critical. Lack of blame or criticism, communicating to parents that the 
meeting focuses on the pupil and his or her needs; (b) the manner in which profes-
sional team members formulate their statements: on a regular basis, comments fol-
lowed a structured pattern, starting with a description of the pupil’s strengths that 
were highlighted throughout the meeting. Team members often presented ways to 
advance the pupils and to overcome diffi culties using these strengths. 

 Focusing on the pupil’s strengths also enabled team members to address weak 
points or diffi culties. They did not avoid discussing loaded issues or diffi culties, and 
moreover were very clear and direct when describing them. Team members 
addressed this in the interviews and underscored the importance of honesty in trans-
mitting information to parents about their child’s diffi culties/disorders. Thus, for 
example, a therapist noted: “I do say special education because parents have the 
right to know and I don’t want someone to say they didn’t know.” 

 The interviews, parents indicated that team members’ honesty and candor was 
not always easy to hear, yet it consolidated their trust in the team. A mother 
expressed this in an interview: “…I believe them, because I know that they are not 
afraid of telling the truth about A’s condition.” 

 By underscoring pupils’ strengths, team members succeeded in convincing par-
ents that, despite diffi culties, the pupil would succeed. Team members’ ability to 
couple a child’s strength with a weakness refl ects their willingness to look for inter-
vention methods and work strategies in their dealings with the pupils. As under-
scored by the principal in an interview: “Good teams always have the child’s strong 
points in mind.” 
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 Team members also expressed their concerns to parents in a direct manner. Their 
tone and body language communicated this feeling: they looked at the parents while 
talking to them and checked to make sure their message was understood. 

 It is important to remember that while staff meetings are part of the team’s work 
routine, for parents such meetings may be very emotionally charged. Therefore it is 
important to open the report or discussion with information emphasizing the child’s 
strong points. Based on the observations, it appears that this strategy calmed par-
ents, put them at ease and prevented them from becoming defensive, thus enabling 
them to view themselves as partners to the discussions in these meetings. 

 For parents, the main characteristic of positive language used by the interdisci-
plinary team had to do with emphasis on the school’s investment in their children. 
For example, in an interview with a mother she noted:

  …The fi rst time I participated in a team meeting I was surprised: eleven team members sat 
there, can you imagine—eleven team members all sitting and talking and discussing my son 
for a whole hour. It gives you the feeling that they care, that they take their job seriously. 

   Another mother stated: “They consider every request I make.”  

   4.2.2.2.6 Professional Expertise 

 Professional expertise, as perceived by the team members, is refl ected in their seri-
ous attitude towards meetings. This seriousness, as they see it, is demonstrated by 
the fact that they prepare for the meetings in advance. In other words, all team mem-
bers are familiar with the pupil, have conducted an assessment, are aware of the 
pupil’s strengths and weaknesses, and have defi ned specifi c goals in working with 
the pupil. In the words of the psychiatrist:

  Everyone does his or her job and then when we meet to discuss the child, then every team 
member has extensive information in their area of expertise, but team members are open to 
the opinions of others…I think that the bottom line here at school is that the team and the 
teachers respect each other’s judgment… and we want to do what is best for the children. 

   Team members demonstrated professional expertise through their acquaintance 
with the pupils and their needs, freeing them to listen to the discussion rather than 
being preoccupied by the need to look up information on the pupil’s status and 
progress. When professionals are familiar with a pupil, they do not have to glance 
at the documents or remember what they wanted to say. Thus, they are free to focus 
their attention on the parents and on other team members, to look at them and ensure 
that they understand what is being said. Expertise enables the meetings to fl ow 
smoothly, facilitates informed decisions, and paves the ways for a clear focus, a use-
ful summary of the information presented, and an effective discussion. As the psy-
chologist explained: “If you are an expert and sure of yourself, then it frees you to 
be a better listener…you simply listen better and this enables you to be more open 
to the analysis.” 

 According to the parents, team members’ expertise was refl ected in knowing and 
understanding the class study program, the pupil’s individual study program, as 
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well as the team’s work with their child. In certain instances, parents were observed 
coming to meetings prepared with points they would like to address, and also taking 
notes during the meeting.  

   4.2.2.2.7 Focus 

 Meetings of the interdisciplinary team with parents are attended by many experts, 
and numerous issues are raised and discussed. Therefore, it was quite surprising to 
note that all of the meetings observed over the entire year ended on time. The meet-
ings opened with a warm and cordial introduction, immediately after which team 
members conducted the meeting. It was evident that team members were well aware 
of the importance of the time element for the parents, as refl ected in the words of a 
mother in the interview: “I am grateful to the team for making an effort to end the 
meeting at the designated time; it feels good to know that they value my time.” 

 Complying with the timetable was possible because team members were focused. 
Each member in turn presented information to parents in a clear and organized man-
ner. In the interviews, all professionals noted the importance of adhering to the 
meeting’s objectives and focus. In the interviews, parents also noted that focusing 
on the issue at hand enabled them to follow the discussion and understand what was 
said by the team members. 

 Another expression of focus was the informative summary made by team mem-
bers for the benefi t of the parents. In each meeting, one team member assumed this 
informal role; in the study, this individual was known as the “integrator.” This team 
member, who was not formally appointed to this position, summarized and inte-
grated all information presented during the meeting. The summary enabled team 
members and parents to organize everything that was discussed and presented into 
a comprehensive picture, to focus the discussion and decide on goals for working 
with the pupil as well as on other issues. This feature was very important because 
parents obtained a great deal of information at these meetings. The following is an 
example of a summary given by a psychologist:

  …several issues were raised here: I think we all agree that R has good functioning ability, 
and we saw this in the occupational diagnoses, but this does not manifest itself because he 
does not come to school. Three weeks have passed since the beginning of the year and he 
still he stays home from school every day. The most important goal in working with him 
now is to encourage him to come to work…. 

   Parents noted two characteristics that demonstrated the well-defi ned focus of the 
meetings: the fact that at each meeting clear goals were set for working with their 
child, and the fact that the professionals were indeed listening to the parents and 
setting these goals in line with their description of the child’s needs. Most parents 
addressed this issue in the interview. One mother noted: “Ever since my daughter 
has been in this school she is continuously progressing in academic, social, or occu-
pational areas. They constantly set goals and everybody works towards achieving 
the same goal.” 
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 Concerning goals adjusted to the child’s needs, a father said:

  …The truth is that I was scared a few months ago when they discussed my son’s army 
recruitment; I was sure he would not be up to it. Now, I see how he waits for Wednesday in 
order to go fulfi ll his army duty and how happy he is when he gets back. When I heard his 
commander speak on “Employer Day” I understood that they know my son very well, that 
his placement suits him and is right for him. 

      4.2.2.2.8 Balance in the Interdisciplinary Power Structure 

 Balance in the interdisciplinary power structure takes place at the informal and 
covert level of communication and is observed mainly during decision-making pro-
cesses. During the decision-making process or while discussing a pupil, team mem-
bers tended to support each other. No single team member ever dominated the 
discussion or tried to force their point of view on others. In the interviews held with 
the team members, they described a sense of balance among them. In cases of dis-
agreement, they focused on the discussion rather than on power struggles. A speech 
therapist noted in the interview that discussions are characterized by a genuine 
desire to learn more rather than to prove who is right. The observations revealed that 
team members did not take disagreement between team members or between team 
members and parents personally and therefore did not feel angry or hurt by team 
members or parents. Team members viewed differences of opinion as learning 
opportunities and challenges.  

   4.2.2.2.9 Clear Defi nition of Parents’ Role 

 The way in which team members perceived the parents played a vital role in team 
meetings. Teams expected parents to participate in meetings and viewed their atten-
dance as part of their parental responsibilities. In other words, they felt that part of 
their role as professionals was to provide support and encouragement to parents 
and, by doing so, to help them become involved partners in the processes taking 
place at the meetings. Team members interpreted parents’ lack of participation as a 
failure on their part to fulfi ll their role as professionals. A speech therapist said in an 
interview: “We work very hard to bring parents to the point that they ask questions. 
We always want parents to be more involved.” 

 Team members perceived parents as experts on their child, with important infor-
mation about him/her. This information relates to the pupil’s development, educa-
tion, and recreational activities and was considered a signifi cant contribution to the 
meeting. It appears that treating parents as experts on the subject of their child and 
attaching importance to the information they presented led parents to actively par-
ticipate in meetings. Professionals achieved this through both verbal and nonverbal 
behavior, as observed by the researcher at a meeting:

  Rather than looking down at the parent or sending their pronouncements to fl oat randomly 
through the airwaves, the team members gave the mother their full attention. They leaned 

4.2  Effective Collaboration Between Professionals…



116

forward in their seats naturally, looked at her directly, and made eye contact. Their gestures 
seemed calming, and without words they showed her that she was important and that her 
presence was important. 

   The parents saw themselves as responsible for their children. They conveyed this 
by giving voice to the child’s feelings, desires, problems, anxieties, and frustrations, 
experienced both at home and at school. In an observation of a meeting, a mother 
was documented saying: “…She doesn’t like gym class; she says the other children 
badger her.”  

   4.2.2.2.10 Making Room for Parents’ Feelings 

 The team members observed in the study made room for, validated, and focused on 
parents’ feelings. With parents who experienced anxiety about their child’s entering 
a special education school, the team tended to focus on the parents’ feelings and in 
doing so enabled the discussion to continue, as demonstrated by the counselor ask-
ing a parent directly: “You seem anxious about the word  retardation , is there any 
question you might have that we can answer?” 

 Team members spoke softly, yet professionally. They looked directly at the par-
ents and listened carefully to their answers. In doing so, they communicated that 
parents’ feelings were important and relevant, and frequently addressed those feel-
ings and the parents’ questions. Parents’ comments and suggestions were weighed 
seriously and team members often asked additional questions or requested more 
details, verbally amplifying every comment and insight received from the parents. 
In addressing this aspect in the interviews, parents noted that they felt their opinions 
were valued. As the meeting continued, it was common to observe increased parent 
participation. When parents felt that their opinions were important, their active par-
ticipation in meetings increased and their trust in the professional team was 
enhanced. This in turn laid the foundation for implementing team recommendations 
or supporting and continuing work with the child at home. Conversely, by exhibit-
ing defensive behavior or ignoring parents’ comments, team members communi-
cated disregard for parents’ feelings, causing them to become distanced and to 
withdraw their participation and contribution to the meeting. 

 According to parents, this component is characterized by a feeling that it is legiti-
mate to express anger, fear, and sadness. In the words of an interviewed mother: 
“This team does not become alarmed by anything said in the room. Over the years, 
I have been angry at them, sometimes I cried, but they don’t get scared….”  

   4.2.2.2.11 Respect 

 Respect is an important element in meetings, as it contributes to the development of 
positive relations. It appears that respect is built on the basis of joint work and a 
prolonged acquaintance. These feelings were voiced by team members in the inter-
views and were also evident in the observations. Mutual respect among team 
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members was refl ected in their behavior during meetings. They listened genuinely 
to each other and often asked questions or for each other’s opinion. They also dem-
onstrated respect towards parents. Observations of body language and behavior at 
meetings created a continuing and compelling sense of respectful behavior among 
all the participants. Team members consistently exhibited politeness. They spoke 
calmly, describing problem behaviors in a way that expressed concern. At no time 
during the observations were team members observed expressing anger or blame. 
When communicating information to parents, their genuineness and concern were 
evident and conspicuous. The teams created an atmosphere characterized by warmth 
and support, concomitant with a high level of professionalism. Respect towards 
parents did not hinder team members from discussing children’s problems or diffi -
culties. To the contrary, they presented diffi culties clearly and unequivocally 
because, as they claimed, parents have a right to receive information about their 
child, even if the information may not be positive. At the same time, they were non-
judgmental when doing so. In the interviews, parents reported a sense of relief that 
they were able to discuss any issue with the team members, including their own 
concerns which they had concealed for a long time. It appears to be easier for par-
ents to accept and digest information when it is presented professionally and in a 
caring manner. Furthermore, they feel that they are being treated respectfully. 

 In both observations and interviews, parents continuously used the word  respect . 
It was specifi cally used in two contexts: respect accorded to pupils, and parents’ 
feeling that they were respected by team members. Observations and interviews 
indicated that parents felt respected when the team was attentive to their ideas and 
showed a willingness to implement their suggestions. Parents perceived the team’s 
interest and caring towards pupils as refl ecting respect towards their child. One 
father noted in an interview: “When A was hospitalized for 1 week, it was touching 
to see the teacher and personal assistant visit him every day. After all, it’s not part 
of their job” (Fig.  4.3 ).

4.2.3          Conclusions 

 The study presented here attempted to examine components of collaboration 
between professionals and parents and to delineate aspects constituting the founda-
tion for effective collaboration as it takes place in practice, on a daily basis, in the 
special education context. Understanding and awareness of behaviors embodied in 
collaboration are important due to the inherent differences between the partners: 
parents represent the primary, emotional, and subjective system, while interdisci-
plinary school team members represent the secondary, functional, and objective 
system. The difference between the two systems is fundamental and suggests an 
inbuilt confl ict, which could create tension and hinder collaboration. This inherent 
diffi culty is often refl ected in emotionally laden situations experienced by parents. 
In the meetings and in the interviews, parents displayed a variety of feelings ranging 
from anger and fear to sadness and confusion. These feelings were overt and their 
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intensity was often strong and dramatic. The study showed that despite the funda-
mental differences between the two systems, building collaboration between par-
ents and professionals is possible. Collaboration is comprised of multidimensional 
organizational and social aspects and a range of behaviors occurring simultaneously 
in the two-way interaction between parents and the interdisciplinary team.  It appears 
that professionals must have the ability to demonstrate all social behaviors simulta-
neously in their meetings with parents . The study reinforces the conclusions reached 
by Stoner et al. ( 2005 ) concerning the complexity of collaboration with parents. 
Identifying and evaluating skills and behaviors of professionals that can facilitate 
such collaboration continues to be of vital importance. (The study has several limi-
tations as well as implications at the policy, research, and application levels. For a 
description, see Manor-Binyamini  2004 .) 

  Fig. 4.3    A schematic summary of practical collaboration between experts and parents in an exist-
ing special education school. Adapted from Manor-Binyamini ( 2004 )       
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 To sum up this subchapter, I believe we can defi ne  collaboration , much like 
Freire ( 1970 ) defi ned dialogue, as “a genuine act of creation.” The current study 
demonstrates that such a creation is possible, and attempts to lay the foundation for 
its implementation and development in the context of the interactions between pro-
fessionals and parents.   

4.3     Collaboration Between Professionals and Parents 
in Indigenous Communities 

 The defi nitions, the features, and the practices outlined in the previous sections of this 
chapter are all informed by Western culture. Hence, when applying them towards col-
laboration between parents and professionals in indigenous communities, some of 
these concepts may be useful while others might not, given the diversity of cultures 
and factors related to the context that characterizes each indigenous community. These 
factors and community-sensitive issues inevitably affect both parties: the parents as 
well as the professionals who work in the special education schools in indigenous 
communities. These factors and their effect on the parties involved could infl uence the 
nature of their collaboration within the schools, and therefore they should be identifi ed 
and addressed. This section concentrates fi rst on presenting and explaining the issues 
and factors which should be taken into account, and then examines the potential out-
comes for all the participants: children, parents, and professionals. 

4.3.1     Issues and Factors That Affect Collaboration 
Between Parents from Indigenous Communities 
and the Professionals Who Care for Children 
with Disabilities at School 

 Many issues and factors may affect the motivation, the ability, and the willingness 
of parents of children with disabilities to enter into a relationship of collaboration 
with professionals working in the schools. This section attempts to answer the ques-
tion: could the characteristics unique to indigenous communities affect the collabo-
ration between parents and professionals working in special education schools, and 
if so, what might be the nature that effect? 

 Previous chapters have reviewed the existential challenges with which indigenous 
populations all over world must contend (see Chaps.   1     and   2    ). These challenges 
include health risks, high illiteracy rates, geographical constraints (rural or remote 
locations), poverty, political marginalization, and dispossession, all factors which 
play a part in the lack of available means of transportation and the need for more 
extensive support services. In addition, we have seen (in Chap.   2    ) that each indige-
nous community is guided by its particular indigenous knowledge (i.e., concepts and 
behavioral norms that have been passed from one generation to the next) and its own 
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indigenous psychology (principal beliefs and guidelines for explaining how the 
world works and the place of human life within this system). It is inevitable that these 
issues shape the ways in which parents construct and view education and schools. 

4.3.1.1     Existential Challenges Faced by Indigenous Populations and 
Their Potential Effects on Collaboration with School Professionals 

 This section takes an in-depth look at the existential challenges faced by indigenous 
communities throughout the world and considers their infl uence on the day-to-day 
living conditions of the parents, which in turn affect their interactions with school 
professionals. Equally, lack of awareness of these challenges on the part of the 
school professionals will undoubtedly affect their attitudes, actions, and reactions as 
they seek to interact and collaborate with these parents. 

 Political subjugation, legal and social discrimination, isolation, and exclusion, 
loss of language and loss of lands—this “historical heritage,” bequeathed to indig-
enous communities by past government policies have left indigenous people disem-
powered. Indigenous peoples’ lack of political status is inherently linked to poor 
socioeconomic conditions, which correlates with increased health risks. These in 
turn are exacerbated by indigenous communities’ remote geographical locations, 
which result in diffi culty accessing health and education facilities. Poor health and 
education go hand-in-hand with high rates of illiteracy, and lack of education per-
petuates the poverty cycle. 

 These conditions have a strong infl uence on the day-to-day lives of the parents of 
children with disabilities. Collaborating with professionals at the school means that 
the parents fi rst have to get to the school, which in itself can present multiple chal-
lenges, whether of giving up on a chance to earn their daily bread, leaving infants at 
home, or fi nding transportation—and money for transportation—to the school. In 
addition, professionals who provide services in the form of education and health-
care are part of the state or local government and, as such, bear the legacy of previ-
ous governments’ acts of disempowerment. In other words, many indigenous people 
have learned over generations to be distrustful and fearful of government services. 

 Without understanding the challenges these parents face, daily and existentially, 
we cannot understand what it means to ask for parents’ collaboration (Begay et al. 
 1999 ). To date, relatively little attention has been paid to the impact that these core 
conditions have on the attempts of special education schools to work with indige-
nous communities. In contrast, there is increasing interest in the subject of  culture  
in the special education professional literature.  

4.3.1.2     Indigenous and Western Culture and Psychology: The Effects 
on the Potential Collaboration Between Parents in Indigenous 
Communities and School Professionals 

 Cultural knowledge is unconsciously acquired and passed from generation to gen-
eration. Thus, the concepts that underlie a community’s preferences and behaviors 
may differ dramatically from one cultural to another. 
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   4.3.1.2.1 Interpersonal Communication 

 Examples of culturally bound behaviors include the customary methods of greeting 
(formal versus informal); the type of dress (professional versus informal); degree of 
eye contact when interacting (direct contact versus looking down or away); the per-
son to whom inquiries are directed (mother, father’ elder’ other family member); 
and method through which information is gathered (orally versus written, structured 
versus open-ended questions). Differences in communication, especially in nonver-
bal communication (behavior), means that a gesture can be interpreted very differ-
ently by different cultures, which, of course, can have an adverse effect on efforts to 
forge a meaningful relationship between individuals of different cultures. For exam-
ple, a parent’s silence can be attributed as much to the professional’s imposition of 
the parameters for discourse as to differences in interpersonal communication 
styles. Native American and Asian parents, who place great value on personal sto-
icism and containment of emotion, may prefer to remain silent rather than discuss 
with unknown professionals what they consider to be family problems (Lau  2010 ), 
while in the case of African American parents, silence can convey a lack of trust in 
authority fi gures (Harry et al.  2005 ).  

   4.3.1.2.2 Special Education and the Service Professional 

 The mandate for parents’ collaboration and participation in discussions with profes-
sionals at school directly contradicts the traditional notion of professional as expert. 
The idea that parents are also experts about their child can be problematic for pro-
fessionals who have been trained to believe that their knowledge gives them author-
ity to make decisions about a student’s education. The internal confl ict is even more 
bewildering from the perspective of the indigenous parents, as many non-Western 
cultures tend to view the professional as the source of unquestionable knowledge, 
and therefore expect the professional to deliver an expert opinion in a categorical 
manner (Cho et al.  2003 ; Lai and Ishiyama  2004 ). They certainly do not expect to 
be collaborators in the decision-making process. By contrast, professional staff 
members who do expect to have the parents’ collaboration, often take for granted 
certain beliefs that pertain to Western culture, and to their professional culture in 
particular: (a) Parents have the right to know and are entitled to access to the same 
knowledge that the professionals have about their child; (b) parents will advocate 
for their child by exercising these rights; (c) all parents are equally knowledgeable 
and have a “shared understanding” (Harry  1992 ). Parents from indigenous commu-
nities often do not have this shared understanding about the school and may not 
have the means to learn. Nor are they likely to serve as advocates for their children; 
in fact, as mentioned, they tend to defer to the professional. 

 The professionals working in special education schools bring yet another inher-
ent cultural bias to the collaboration: the cultural underpinnings of special education 
schools. Bullivant ( 1993 ) explained the powerful relationship between the larger 
macro culture, i.e., the establishment’s education system, and the special education 
schools that function as a subsystem within the social establishment. First, he iden-
tifi ed these institutions as a “major interrelated systems of social roles and norms 
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(rules) organized to satisfy important social and human needs” (p. 31). Accordingly, 
one of the roles of the schools that form this subsystem is to refl ect the “beliefs, 
values, and ideas” of the greater education system, serving as a means to an end 
dictated by the national-level, macro establishment. 

 The process through which professionals prepare to become staff members in the 
special education schools draws most heavily on the macro society’s cultural belief 
systems, as it provides the framework on which the fi eld of education is founded. 
Induction into special education, then, is accomplished by building on the implicit 
knowledge base of the macroculture, through formal instruction in the theoretical 
and applied knowledge of the fi eld and, fi nally, through practical experience in 
schools (Skrtic  1991 ). In most situations, the cultural rules of the establishment are 
not explicitly taught to the inductees, precisely because the insiders themselves may 
not be aware that they are functioning according to the built-in rules of the system. 
As in the transmission of any cultural heritage, the process of induction is a covert 
one. Bowers ( 1995 ) referred to this knowledge as the “taken-for-granted” beliefs 
that are experienced as “the natural order of things.” Special education is full of 
such embedded beliefs. Indeed, already in their education and training, profession-
als will have learned to operate using particular models (see Chap.   3    —on the role of 
experts). Every one of those models was studied and researched in Western cultures, 
and their applicability for working with parents from indigenous communities has 
not been studied. 

 Hence, in special education schools, the result of such beliefs is that parents who 
do not share or value the cultural framework (as in the case of parents from indige-
nous communities) on which special education policies and practices are built are 
all too often alienated and excluded from collaboration in the treatment of their 
children’s diffi culties (for a comprehensive review on this subject, see Harry  2008 ). 
When parents are excluded, children’s development is stunted, and attempts to prof-
fer remediation and support result in minimal progress for children and frustration 
for professionals and parents alike (Kalyanpur and Harry  2012 , p. 3).  

   4.3.1.2.3 The Conceptions of Disability and its Causes 

 The concept of disability is perceived of as a Western concept, and has no parallels 
in the perspectives of most indigenous communities around the world: Harry ( 1992 ) 
stated that disabilities are culturally defi ned. Every culture has different parameters 
for typical and atypical development. Some cultures accept a wider range of diver-
sity in behavior and development. For example, if a child has a communication 
problem and that condition does not prevent the child from helping with the family 
household chores, the parents may not think of the child as “disabled.” 

 Many tribes believe that speaking about a disability gives it power to manifest 
itself in human form. For example, if an individual is mentally healthy, she is con-
sidered to be also physically healthy, even though the same individual may have an 
impairment that has an effect on a particular physical function. Native Americans 
often defi ne the term  disability  in terms of a relationship between individuals with 
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unequal abilities and not as a consequence of medical or environmental conditions 
(Pichette et al.  1999 ). 

 Regardless of either the manifestations (cognitive or physical) or the genetic 
etiologies of disability, it constitutes a sociocultural phenomenon. The manner in 
which it is defi ned and labeled, the adaptability and responses of parents, perceived 
diffi culties and opportunities, as well as the values attributed to differences in 
 abilities—these are all linked to other societal characteristics. Likewise, the profes-
sional practices and institutions that develop to address disability are all social and 
cultural constructions that have evolved over time, at multiple levels and within 
particular historical and political contexts (Stiker  1999 ; Albrecht et al.  2001 ). 

 One of the typical differences between Western and non-Western conceptions of 
disability is the importance of the community and the effect of the disability on the 
individual’s ability to carry out the functions central to the particular community. 
Edgerton ( 1970 ) found that among the Manus of New Guinea, for example, the loss 
of an arm was much more of a disability and much more stigmatizing than the 
inability to read, because being able to handle a canoe was a necessary survival 
skill. Ethnographic explorations of disability suggest that a child may be considered 
disabled if she must depend on others for assistance to fulfi ll their culturally 
expected roles. For example, in the Bedouin community, an individual whose ability 
to walk was impaired would be at a disadvantage in this nomadic culture. 

 Another major conceptual difference between indigenous and non-indigenous 
cultures is the way they explain the cause of disability. Within aboriginal or Native 
American cultures, for example, life is viewed as a series of concentric circles, like 
ripples on a lake. Circles of life energy are believed to exist within people, surround 
them, and make up relationships. Harmony and balance in all relationships, between 
all the circles, is necessary for the survival of all life. This belief system was further 
described in an exploration of disability within the Dine (Navajo) culture in the 
Southwestern USA by Frankland et al. ( 2004 ). Mind-body-spirit harmony is consid-
ered central to personal and family well-being. Disability is attributed to dishar-
mony with the universe. In some cultures, disability is understood to be a spiritual 
phenomenon, a manifestation of the “evil eye.” Curses and other metaphors of spiri-
tual malevolence also are seen as common causes for sickness and disability among 
many African, Hmong, Jewish Oriental, Native American, and Latin American par-
ents (Kalyanpur and Harry  2012 ). 

 Beliefs about the causes of disability can also affect a parent’s perspective on 
whether a condition is chronic. Among many non-Western cultures, time is cyclical 
and therefore, infi nite. Danseco noted that among parents who believe in reincarna-
tion, disability is perceived as a temporary condition when viewed along several 
possible lives ( 1997 , p. 44). 

 Different cultures attach very different meanings to the presence of disabilities or 
at-risk conditions. Views related to disability and its causation range from those 
which emphasize the role of fate to those which place responsibility on the person 
or the individual’s family (Hanson et al.  1990 ). In some cultures, parents might be 
blamed for the child’s disability. Some may see the disability as a punishment for 
sins; others may view it a result of some action the mother or father took while the 
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mother was pregnant. Still other groups may attribute causation to mind-body 
imbalances or the presence of evil spirits in the child’s body (Hanson et al.  1990 ). 

 In light of the fact that the concept of disability is defi ned differently across 
 cultures (Fadiman  1997 ; Lo  2005 ), when the cultural framework of service 
providers differs from that of the parents they serve, the potential for cross-cultural 
miscommunication is extremely high. It is therefore important for professionals to 
consider how parents perceive disability and the cause of disability: equipping 
 service professionals with this knowledge can have a great impact on the motivation 
of members of indigenous communities to seek support services and the types of 
interventions they are likely seek (Danseco  1997 ).  

    4.3.1.2.4  Differences Between Indigenous and Western Culture 
and Psychology 

 When parents of indigenous communities and professionals working in special edu-
cation schools that represent the Western culture attempt to join forces, they each 
rely on a different cultural system, a difference that could lead to confl icts between 
the participants. For example, an Aboriginal worldview sees people as integral to 
the world with humans having a seamless relationship with nature, which includes 
seas, land, rivers, mountains, fl ora, and fauna (Te Ahukaramu  2002 ). As mentioned, 
in the Native American worldview, harmony with the universe is considered essen-
tial to humans’ well-being. 

 Thus, the goals of parenting in any culture are geared to prepare children to live 
within the framework defi ned by the parents’ worldview. Similarly, the role of the 
parent, the psychological patterns of parents’ reactions to stress, and their coping 
mechanisms also must cohere with their worldview. Every one of these aspects has 
an effect on the parents’ childrearing practices, on their willingness to collaborate, 
and on the quality and effectiveness of the interactions with support-service 
professionals.  

   4.3.1.2.5 Parenting, Child Rearing Practices and Child Development 

 Parents of children with disabilities in indigenous communities have a concept of 
parenting which is different from the way parenting is perceived in Western society 
and which is refl ected in the way they raise their children. The study of Westerman 
and Wettinfer ( 1997 ) provides a pertinent example of differences between Aboriginal 
and White Australian child rearing practices. Table  4.5  represents a summary of 
information from various texts about Aboriginal women’s roles in their community 
and their child rearing practices.

   Such differences should be noted, as they might lead to confl ict between profes-
sionals and parents, due to the fact that special education practices are based on the 
assumption that children’s developmental milestones are biologically determined. 
These milestones then serve as a yardstick which ensures that the measurement of 
development is scientifi cally objective and therefore universal applicable. Thus, 
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most Western adaptive behavior scales are developed on the understanding that 
children acquire mastery over specifi c tasks at particular ages (Scherzer  2009 ). 
However, cross-cultural research points to the cultural specifi city of developmental 

   Table 4.5    Overview of differences between Aboriginal and White Australian child rearing practices   

 Areas of 
development  Aboriginal Australian children  White Australian children 

 Childcare 
responsibilities 

 Shared usually by the large, 
extended family group 

 Babies are treated with extreme 
indulgence by everyone in the 
family. In the extended family 
there are often others to relieve 
the pressure on the mother 

 Young children are seen as having 
the capacity to demand, e.g., 
“She will cry if she is hungry” 

 This role is usually taken by the 
child’s mother with input from 
the father. In the nuclear family, 
the mother is often has to cope on 
her own 

 Babies are encouraged to adopt 
a regular routine which is 
endorsed by the main caregiver 

 Young children are seen as helpless 
and all decisions are made for 
them, “Mum knows best” 

 Oral development  Little oral obedience-training  Oral obedience-training begins early, 
e.g., understanding words such as 
“no,” “stop” and “naughty” 

 The fi rst steps to 
independence 

 Physical interaction—children 
in family group 

 Sleeping—in any room or place 
 Young children are allowed to move 

away from adults. Usually in the 
care of older children 

 Older siblings and other children 
mix together out of mother’s 
sight 

 Children accept responsibility for 
each other with no adults present 

 Physical interaction—when the child 
is awake 

 Sleeping—often put to sleep in a 
room away from the family or 
lying in a basinet or bouncer 

 Young children are expected to stay 
close to adults. Children are 
assumed “lost” if they are out of 
the mother’s sight 

 Siblings and other young children 
mix together but everyone knows 
that Mum is in charge 

 Physical skills  Can develop without restraints of 
adults. There are few verbal 
commands by adults; even if are 
present. Children learn capacity 
to perform feats to hurt 
themselves. 

 Children are less skilled physically 
 Adults are expected to warn and to 

set limits, e.g., “be careful”; 
“that’s high enough.” Adults use 
lots of verbal commands 

 Children are not expected to cope 
with hurt or fear by themselves; 
adults have the expectation that 
they know best 

 Play/activities 
involvement 

 These are of the child’s choosing 
and continue to be used until 
the child wishes to stop 

 These are often chosen or suggested 
by the parent or caregiver. There 
is encouragement to do particular 
jobs, e.g., putting toys away and 
washing hands 

 Competition is not encouraged. 
The guiding principle is to 
pursue whatever is best for the 
family/group 

 Competition is often encouraged by 
caregivers, between siblings and 
peers. There is an idea of “doing 
what is best of the individual” 

  Adapted from Westerman and Wettinfer ( 1997 , pp. 9–10)  
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expectations or timetables. A comparison of mothers’ timetables across cultural 
communities revealed variations in the acquisition of skills which are supposedly 
“biologically predetermined,” such as infant crawling and toilet training, as well as 
in the learning of the more socially defi ned skills, such as verbal communication 
(Burchinal et al.  2010 ; Scherzer  2009 ). 

 The implications of the variations outlined here is that the expectations of profes-
sionals working in schools that are founded on Western regarding proper rearing 
practices are necessarily different from those of parents from indigenous communi-
ties. Judgments about good parenting skills or rearing practices, as defi ned by the 
school culture, may alienate parents of indigenous communities and diverse cultural 
heritages. Parents whose rearing practices differ from those of the school culture 
may not trust school personnel, and they may experience confusion (Manning and 
Lee  2001 ) and resentment (De Carvalho  2001 ). 

 Professionals who remain uninformed about such cultural differences are likely to 
encounter diffi culties when working with parents from indigenous communities. The 
traditional Western paradigm of professionalism includes the implicit assumption that 
professionals have the expert knowledge to evaluate, classify, and provide appropriate 
special education services to students who have disabilities. Such technical rational-
ism also assumes that this expertise can be used systematically to accumulate objec-
tive knowledge about reality (Skrtic  1995 ). The concept of objectivity is essentially 
Western, as Pedersen ( 1981 ) noted “Western culture emphasizes objectivity and the 
scientifi c method of discovering the truth as more valid and reliable that subjective and 
spiritual access to knowledge” ( 1981 , p. 324). This “truth knowledge” rejects the pos-
sibility of alternative points of view, such as the parents’ everyday (indigenous) knowl-
edge about their child’s diffi culties. If traditionally experts have tended to dismiss 
parents’ knowledge as subjective and anecdotal (Turnbull et al.  2007 ), the professional 
who is not educated regarding the alternative views contributed by indigenous parents 
may easily relapse into that “traditional model,” which in turn could jeopardize the 
relationship with the parents and the intervention intended for the child’s benefi t.  

   4.3.1.2.6 Setting Goals for the Intervention Program 

 Just as parenting goals of parents from indigenous communities refl ect their psy-
chology and worldview, the goals set for the intervention will also be affected by 
their particular cultural psychology. Setting goals for individuals does not occur in 
a social or cultural vacuum (Harry  2008 ). Thus, the differences between the indig-
enous and the Western worldviews are thus most likely to emerge during a discus-
sion regarding the goals one is trying to achieve when working with the student. 

 The cornerstone for goal setting in special education is the formulation of the 
Individual Education Program, that is, the intervention program required by law to 
eligible students from ages 3 to 21 years. The IEP is the heart of the intervention 
process, and it must be prepared and presented as a written document delineating 
the special education and related services to be provided. An IEP must include the 
student’s present level of performance and disability classifi cation, the 
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recommended program placement, related services to be provided, a timeline for 
the projected goals to be accomplished, annual goals and short-term instructional 
objectives, and evaluation methods (Mernis and Leininger  1992 ). The  IEP meeting  
is the formal conference during which an IEP is developed from both parental and 
professional input, and thus it is also the primary forum for collaboration between 
parents and professionals. 

 However, the very framework on which the IEP is based highlights the different 
worldviews of the collaborating parties: in the indigenous community, the group is 
the most important unit, and as mentioned, goals are set to accommodate the needs 
of the group, whereas the IEP places the individual in the center, and the goals are 
defi ned according to the needs of the individual. Indeed, the very approach of the 
special education school presupposes the importance of outcomes such as individ-
ual diagnosis/assessment, planning, individual education programs, and other 
adapted individualized intervention techniques. 

 The Western emphasis on individualism assumes that children with disabilities 
have rights and that they have the right to maximize their potential. These values are 
tied to the ideals of upward social mobility and freedom of choice. Educational 
programming for children with disabilities incorporates these assumptions by plan-
ning towards a normal routine of life, which would include the same activities and 
developmental life-cycle experiences as those available to people without disabili-
ties. An interrelated goal is to provide children opportunities and guide them to 
make their own choices on these issues. 

 Clearly, these two different—if not opposing—worldviews affect the working 
process, the working plans, and their results. Professional interactions that lack 
awareness of these cultural underpinnings have the potential to arouse confl icts, 
especially since, as shown previously, parents may stress their satisfaction with the 
current state of their child, whether because the child is functional in terms of com-
munity participation, or due to shame or a need to keep family matters private. 
These kinds of confl ict might lead to a lower rate of parent participation in IEP 
meetings, which in turn might lead to a scenario where the work that is being done 
at the schools doesn’t meet the real needs of the student and thus might even stunt 
the child’s development. 

 Still other factors underscore the cultural sensitivity required if these IEP meet-
ings are to proceed successfully. For example, even parents from indigenous com-
munities who are interested in participating in the planning and development of 
their children’s IEP might feel uncomfortable and out of place, because of the dif-
ferences in their social, cultural, and linguistic characteristics, and because of the 
differences that stem from the living conditions that characterize their daily lives. 
This discomfort can be aroused, for example, by the fact that legally, school profes-
sionals are obligated to provide parents with written information describing the IEP. 
However, one of the cultural assumptions embedded in this legal directive is the 
assumption of literacy. As mentioned in Chap.   1    , many people in indigenous com-
munities are not literate. Placing the parents in this untenable position, which clearly 
fails to recognize their hardships, on the one hand, and their vulnerability in the 
unfamiliar culture of the special education school, on the other, certainly has the 
potential to undermine the efforts of collaboration.  
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    4.3.1.2.7  Time 

 Another example of the effect of the differences between indigenous and Western 
psychology is related to the understanding of time. Although Western law requires 
that the process of setting up the IEP be completed within 30–60 days, this time 
constraint may not be in the best interests of the child and parents. Establishing rap-
port (e.g., having conversations, interpreting, sharing, accepting) with parents and 
taking the time to introduce them to the special education system and process is a 
recommended strategy on which school professionals rely (Chan  1990 ; Kalyanpur 
and Rao  1991 ; Lynch and Hanson  1998 ). The initial contact with the parents is a 
critical period of time for professionals to get to know the child and parent/family. 
In this critical period of time, professionals can explain the terminology, explain the 
diagnosis and the intricacy of special education and related services, share their 
expectations, and understand the family’s expectations, hopes, and aspirations. 

 Another aspect of time is that professionals may see themselves as short-term 
providers, who spend a limited period of time with children. Parents see the care of 
their child as an ongoing and lifelong commitment. These different expectations 
need to be addressed and bridged.    

4.3.2     The Impact on Collaboration 

4.3.2.1     Impact on the Parents 

    4.3.2.1.1  School Culture Shock 

 Culture shock occurs when a person, profession parent, family, or group from one 
culture is attempting to function within an unfamiliar culture. Disorientation occurs 
from not understanding the language, customs, beliefs, and expectations of the other 
culture. School culture shock is the result of a series of disorienting encounters that 
occur when an individual’s basic values, beliefs, and patterns of behavior are chal-
lenged by a different set of values, beliefs, and patterns of behavior. Culture shock 
occurs when the strategies that the individual uses to solve problems, make deci-
sions, and interact positively are not effective and when the individual feels an over-
whelming sense of discomfort in the environment (Drain and Hall  1986 ). As a result 
of different behaviors, different values, and different interpretations of those behav-
iors, due to culture, ethnicity, language, or locality, contextual tensions may emerge 
in the interactions between parents and professionals. Confusion and tension lead to 
discomfort, which could cause both parties to withdraw. The discomfort may mani-
fest itself in emotional or physical ways, such as lack of cooperation, communica-
tion, resistance, frustration, anger, depression, lethargy, aggression, or illness. In 
any of these states, it is diffi cult for the individual to take constructive action. Parents 
from indigenous communities experience culture shock as they attempt to negotiate 
a new culture, For many parents from indigenous communities who have children 
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with disabilities, entering the culture of special education school is like landing in a 
foreign country, where they experience cultural chook. The same can be said of 
some of the professionals.   

4.3.2.2     Impact on the School Professionals 

    4.3.2.2.1  Cultural Blindness 

 A lack of awareness and understanding of the indigenous community’s existential 
challenges, historical heritage, living conditions, and indigenous knowledge and 
psychology, with emphasis on the concepts of child rearing, parenting, and disabil-
ity, the professional is culturally blind. By defi nition, cultural blindness serves as 
grounds for confl ict and undoubtedly inhibits collaboration.   

4.3.2.3    The Impact on the Collaborating Parties 

    4.3.2.3.1  Confl ict 

 As we can see from above, factors affecting the parents’ collaboration are complex 
and intertwined, and can lead to a confl ict on many fundamental issues that inform 
the collaboration (e.g., view of disability, knowledge about disability, accessibility 
of support services). 

 Parents who are unfamiliar or inexperienced in the ways of the support-service 
systems that they encounter need to make adjustments, as do the profession who are 
unfamiliar and inexperienced in the ways of the parents they meet (Lynch and 
Hanson  1998 , p. 36). As a result, while working with the parents, professionals may 
experience some of the same emotional turmoil that the parents feel towards the 
new culture; anger, frustration, and a desire to pull away are typical reactions. 

 Recent research indicates that one potential source of confl ict revolves around 
the cultural beliefs held by educators. At times, these beliefs are in opposition to 
beliefs held by the parents who come from differing cultural backgrounds (Garcia 
et al.  2000 ). Culture, language, ethnicity, and race are not the only determinants of 
one’s values, beliefs, and behaviors. Every one of the issues and factors that have 
been presented herein all exert a powerful infl uence over how individuals view 
themselves and how parents and professionals function.   

4.3.2.4    The Impact on the Children 

 Child Development—Every one of the factors considered in this chapter might hin-
der or even prevent collaboration between professionals and parents in special edu-
cation schools. Inability to collaborate has a direct effect on assessment, planning, 
and implementing work plans for the child. A process that is derailed due to lack of 
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or insuffi cient collaboration, might stunt the child’s development or certain aspects 
development. Manifestations of stunted development appear and have an adverse 
effect in academic; behavioral; emotional; functional; and social aspects of the 
child’s life. The result is that the quality of the child’s life either in the present in the 
future as an adult, is damaged. 

 I conclude this chapter by presenting a fi gure that gives a visual representation of 
the alignment of the issues and factors that were described throughout the chapter, 
and the manner in which they can lead to the outcomes discussed in the chapter 
(Fig.  4.4 )   .

   Two complementary cultures operate to fulfi ll the needs of children with disabil-
ity: one is the indigenous adaptive culture and the other is the public special educa-
tion school that was established nationally with options for local implementation. 
The indigenous culture was in existence long before the school, but has not been 
recognized as such. In order to consider the work being done with the child, it is the 
task of the professionals to bridge these two cultures. 

 How, then, does one build a bridge between two cultures? This question has two 
answers which are in themselves intertwined. The fi rst answer would attempt to 

School

Culture of special education schools:
• Represent the culture of the
  ruling establishment  

Professional as expert:
• Exclusive source of knowledge
• Inflexible due to "objective
  science"

Individual-centered approach
• Embedded cultural expectations

• Time constraints

Parents

Existential  challenges:
• Living conditions
• Historical heritage

Indigenous knowledge:
• Interpersonal communication
• Disability and its causes

 Indigenous psychology:
• Child rearing and development
• Goals
• Time

Outcomes

School culture shock Cultural blindness

Conflict

Child development

Building bridges 

  Fig. 4.4    The dynamic created by the issues and factors that affect collaboration between parents 
of children with disabilities in indigenous communities and professionals working in special edu-
cation schools       
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attain an understanding of the nature of the differences, by means of academic 
research examining the different conceptions that each of the parties have on the 
subject of collaboration between them. The next chapter presents a study that fol-
lowed this model. The second answer would opt to learn from the results of previous 
studies conducted in indigenous communities. The last chapter of this book presents 
studies that follow the second model. I will focus on recommendations that were 
based on a study which examined the conceptions that both parents and profession-
als have regarding the subject of collaboration in a specifi c indigenous community: 
the Bedouin community in the Negev desert in Israel.       
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5.1                        Background and Characteristics of the Bedouin-Arab 
Community 

 Bedouin-Arab is a general name for all nomadic tribes in the Middle East and North 
Africa. For both Bedouins and anthropologists, the term refers to a lifestyle and 
value system, as well as to social status, origin, and organization (Al-Kreneawi 
 2004 ). Although they are Moslems, Bedouin-Arabs differ from other Arab popula-
tions in the world, because they inhabit deserts. Nevertheless, living in certain cli-
mate conditions does not imply a unifi ed, racial, ethnic, or national group with a 
homogenous way of life. Bedouin-Arab populations reside in Egypt, Jordan, Saudi 
Arabia, Syria, and Israel (Barakat  1993 ). The process of urban resettlement of 
Bedouins is a considerably more complicated process in Israel, as the cultural dif-
ferences between the Israeli and Bedouin societies is greater than that found in other 
Middle Eastern countries. The Bedouin communities currently residing in the 
Negev live in the midst of a Western culture, with services provided and organized 
mainly by the Israeli government. 

 Three different information sources revealed incompatible data concerning the 
number of Bedouins residing in the Beer-Sheba region in 2007. According to the 
Central Bureau of Statistics and the Ministry of Interior, there were 190,000 
Bedouins in the Negev that year. Data provided by the Central Bureau of Statistics 
and the Regional Council of Unrecognized Villages indicated 129,000 Bedouins 
(Statistical yearbook of the Bedouin in the Negev  2004 ), half of whom reside in 
seven urban towns established by the government of Israel: Rahat, Tel-Sheva, 
Kseifa, Arara, Segev Shalom, Laqiya, and Hura. The other members of the com-
munity live in unrecognized villages, known as the “Pzura” (scattered dwellings). 
The unrecognized villages suffer from a lack of basic services and infrastructure, 
and they receive very few services from the state. 

 The Bedouins have retained their language (a Bedouin dialect of Arabic), their 
religion (Islam), and their social, cultural, economic, and political characteristics. 

    Chapter 5   
 Background on the Bedouin Community 
in Israel 
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Like other indigenous peoples, the Bedouins live as citizens of a nation-state, but as 
an ethnic majority, they do not belong to the “nation.” 

 The Bedouin culture has specifi c characteristics; one of these is tribal cohesion—
 asabiyya —which is based on both blood and symbiotic ties that highlight the sig-
nifi cance of  nasab  (kinship ties) (Dhaouadi  1990 ). Another characteristic is that of 
simplicity, as the Bedouin lifestyle is considered synonymous with naturalness, aus-
terity, and the dignifi ed control over desire in public situations (Barakat  1993 ). 

 Al-Krenawi ( 2000 ) described the Bedouins in Israel as a “high context” commu-
nity. It is characterized by a slow pace of societal change and a great sense of social 
stability, a society in which the collective is emphasized over the individual. Its 
social structure is patriarchal, which means that a hierarchical order is maintained on 
the basis of dominance of the male over the female and the older over the younger. 
The father, a dominant and charismatic fi gure, is the head of the family: all family 
members are subordinate to him and respectful towards him. He possesses the legiti-
mate authority to make decisions in every domain of their lives. The individual’s 
interests, therefore, are subsumed under those of the group: the individual maintains 
allegiance to the group, and follows the community’s basic tenet, i.e., the general 
good of the collective supersedes personal desires. Issues are constructed in the con-
text of the group, not the individual, and thus group members are drawn together in 
common pursuit of group activities. Likewise, major life decisions such as marriage, 
where to live, or the range of acceptable occupations are all determined with strong 
reference to, or often by, the collective. Family members have commitments to each 
other, even if there is a dispute or disagreement among them, which underscores the 
Arab proverb: “blood never becomes water.” However, if the family has a dispute 
with an outsider, nothing must take priority over collective bonding in support of the 
family. This means that each individual lives in an interdependent relationship within 
the family, viewing himself or herself as an extension of a collective core identity. 

 The roles and social class of the individual in the tribal Bedouin community vary, 
depending on one’s age and gender. From childhood, a different social path is set for 
men and women, and there is a clear division of roles on every organizational level. 
The women are considered of lower standing than the men, but women’s standing is 
also subject to change over the course of their lives, and the different roles they must 
fulfi ll. Their sense of identity, and for the most part, their supportive social networks 
as well, are built on a tribal basis, and the tribe constitutes an affi liation group 
(Aharoni  2004 ). 

 Another major social institution in the Bedouin community is polygamy, which 
is found in other Muslim or Arab communities, since according to the Koran, it is 
permissible to marry as many as four women. 

 Researchers have found that the polygamist family structure has an effect on the 
family members, in that it predisposes them to higher degrees of marital confl ict, 
family violence, and disruptions (Elbedour et al.  2003 ). Studies conducted on this 
community have shown that polygamous marriages are characterized by higher 
rates of parental confl ict, as well as rivalries between both senior and junior wives 
and full and half-siblings (Elbedour et al.  2003 ). Moreover, children who experience 
extreme marital confl ict tend to use aggressive behaviors as a means of problem 
solving and exhibit hostile patterns of communication (Grych and Fincham  1990 ). 
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 Beyond the characteristics unique to the Bedouin community in Israel, there are 
characteristics that this community shares with other indigenous communities 
around the world, and that is the focus of the following subchapter.  

5.2     Characteristics, Challenges, and Diffi culties 
That the Bedouin Community Shares with Other 
Indigenous Communities 

 This subchapter presents the characteristics, the challenges, and the diffi culties that 
the Bedouin community in the Negev desert faces. This review is organized accord-
ing to the topics that were introduced in Chap.   1     as common to all indigenous com-
munities in the world. 

 Many of the researchers that study the Bedouins agree that the Bedouin com-
munity in the Negev desert in Israel is an indigenous community (Lithwick  2004 ; 
Al-Krenawi and Graham  2008 ; Berman  2001 ; Coates  2004 ; Yiftachel  2003 ). In 
2008, the Bedouin-Arabs made an appeal to the United Nations Permanent Forum 
on Indigenous Issues (UNPFII), asking to be accepted under an indigenous com-
munity status. In that request, they mentioned the following activities, which distin-
guish the Bedouins as indigenous people (Negev Coexistence Forum for Civil 
Equality  2008 ).

 –    Seeking self-determination as indigenous people  
 –   Being descendants of tribes that lived in the Negev desert prior to the establish-

ment of the State of Israel  
 –   Cultivating an attachment, based on the tradition of subsistence agriculture, to 

the grazing lands and pastures, to the wells and the waterholes, to the graves and 
to the villages of the desert, in which they have been living for generations, well 
before the establishment of the State of Israel in 1948  

 –   Practicing the language, laws, culture, belief system, and customs, which—
although based on those of the Arab-Muslim peoples—are unique to them  

 –   Abiding by a social system that is based on tribal affi liation in the context of their 
grazing areas, known as “the  dira ,” and in many cases preserving a traditional 
economy  

 –   Taking civil, political, and juridical action in order to retrieve lands that belong 
to them under traditional law    

 These determinants correspond with various UN defi nitions (also see Chap.   1     of 
this book). 

5.2.1     High Frequency of Health Risks 

 A research team working for the organization “Physicians for Human Rights” (with 
The Regional Council for the Unrecognized Villages in the Negev—RCUV  2012 ) 
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paints a bleak picture of the health services available in the unrecognized villages in 
the Negev desert: there is an egregious shortage of both clinics and family health 
centers, a notable lack of accessibility to the few health services available to the 
population in the unrecognized villages, and an obvious incompatibility between 
the needs of the community and the type of services offered. This defi ciency is 
expressed through several prominent phenomena, such as a high infant mortality 
rate. In 2005, the infant mortality rate among the Arab population in the Negev was 
15:1,000, while in the Jewish population the rate was 4.6:1,000 live births. Other 
indications of poor health status include low life expectancy, as well as a high rate 
of defi ciencies, aberrations, and birth defects. The population also suffers from a 
high birthrate, environmental infections, and high exposure to trauma. Additionally, 
9 % of all Bedouin children in the Negev desert suffer from stunted development, 
5 % are underweight, and at 6 months of age, half of the Bedouin children suffer 
from anemia. Later on, they also develop zinc defi ciency, as well as vitamin A and 
vitamin E defi ciency. 

 Another aspect of life that is recognized as common to indigenous communities 
throughout the world is an elevated rate of school dropout.  

5.2.2     Elevated School Dropout Rates 

 Due to geographic, linguistic, and religious differences, there is a separate educa-
tion sector for the Arab population, including the Bedouins. While such separation 
is legitimate under international law, the disparate amount of resources the Bedouins’ 
schools receive is a clear violation of their rights (Human Rights Watch  2001 ). In 
1998, a special Investigatory Committee on the Bedouin Educational System in the 
Negev submitted report, at the request of the Minister of Education, to the Ministry’s 
General Director. The committee’s main recommendation was that Bedouin educa-
tion should receive equitable material and human resources—modern facilities, a 
full range of educational services, special programs, identifi cation of gifted and 
disabled children, and provision of appropriate programs for them. Thus, the gov-
ernment was called upon to:

•    Recognize the needs of unrecognized settlements and build facilities  
•   Train and increase the number of qualifi ed teachers  
•   Provide free preschool education for children aged 3–4  
•   Develop and implement programs for parents  
•   Address the dropout issue (consider separate education for girls and boys and 

hire truant offi cers, school counselors, and social workers)  
•   Update curriculum and textbooks, making them more relevant  
•   Institute special enrichment programs  
•   Provide technical and agricultural education  
•   Enhance parental involvement  
•   Include Bedouin educators and community leaders in the southern district 

Bedouin Educational Authority    
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 The effects that this blatant discrimination has had on the Negev Bedouins are 
measureable: Bedouins have the highest school-dropout rate in the country (37 %) 
and the lowest scores on their matriculation examinations (Ministry of Education 
and Culture  2004 ). Bedouins who were resettled in the recognized townships, since 
the late 1960s and onwards, were assigned to the schools in their localities. However, 
as mentioned, these schools suffer from classroom shortages, poor maintenance, 
and a general lack of facilities (Human Rights Watch  2001 ). 

 The situation for Bedouins living in the unrecognized villages is even worse. The 
children living in these areas are served by 16 “temporary” elementary schools, 
located in tin, wooden, or cement buildings (which in most cases are not connected 
to water or electricity). There is not one high school serving these localities. Due to 
the lack of infrastructure, children have to travel great distances—on unpaved 
roads—to reach the schools. This is one of the reasons many Bedouin children do 
not attend school regularly and, as a result, the number of educated men and women 
in the Bedouin community in the Negev is signifi cantly low. Another contributing 
factor is the fact that, traditionally, education has never been in a high priority for 
them: leading a nomadic life, Bedouins have had to develop skills more suitable to 
their lifestyle, namely skills that enable survival in the desert (Meir and Barnea 
 1986 ). The education of girls and women in particular was viewed as socially insig-
nifi cant, as women are mainly expected to fulfi ll the roles of mother and wife. 

 Despite this, in the area of education, a salient process of improvement has been 
noted, manifested in an increase in school enrollment rates from one generation to 
the next, and especially among Bedouin women. While there remains a gap between 
enrollment rates of men and women, this gap has begun to contract due to women’s 
increased enrollment rates. Primary and junior high school education among the 
Arab population in Israel has undergone substantial changes in recent decades. 
Literacy, which 3 decades ago was the privilege of few, has quickly become available 
to almost all Arab children and youths. In fact, the greatest leap in this respect is seen 
among the Bedouin communities. The chief improvement has been the increased 
rate of school attendance in elementary and junior-high schools; however, at higher 
levels of education, the school attendance rates have remained low, especially among 
the Bedouins living in the non-recognized villages (Abu-Bader and Gottlieb  2009 ). 

 If up to this point the review has considered enrollment and attendance rates, 
another salient problem that the Bedouin community faces in the area of education 
is the dropout rate (about 32 %, a mirror image of the school-enrollment rate) at 
various education levels. As previously noted, problems are uniformly more severe 
among Bedouin of the non-recognized villages: in this case, the dropout rate among 
20 year olds and younger is over 50 % (Abu-Bader and Gottlieb  2009 ). 

 Not unlike the trend noted for school enrollment, generational improvement can 
be seen by comparing the percent of dropouts in a population group aged 44 and 
older and that found in a population of rates of 20 year olds and younger (Abu- 
Bader and Gottlieb  2009 ). Findings indicate a substantial improvement over the 
years. The biggest improvement (94 % points) was achieved in the reduction of 
dropout rates at the level of elementary school among Bedouin women of the non- 
recognized villages. This success is primarily due to the establishment of 
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elementary schools in a number of these villages. By contrast, the least progress was 
noted in the dropout ratios of Bedouin women for up to 12 years of schooling—only 
36 percentage points, which is not surprising given the inadequate number of high 
schools in these communities. Furthermore, the great distances between non- 
recognized villages and the nearest high school and the poor condition of the road- 
infrastructure certainly make students’ access to schools more diffi cult.  

5.2.3     Child Labor 

 There are no data regarding the issue of child labor among the Bedouin community 
in the Negev desert; however, there are data regarding the dire need for more exten-
sive support services for the community.  

5.2.4     The Need for More Extensive Support Services 

 For over a decade now, researchers have been emphasizing the need for more sup-
port services for the Bedouin community, and focusing on the systemic problems 
and the policies that thwart any such developments (Morad et al.  2006 ; Abu-Rabia 
and Weitzman  2002 ). Another aspect of this issue is the need to create or improve 
the medical services available to the Bedouin community, to make them compatible 
with the cultural principles and the actual needs of this community in particular. 

 The most immediate need for medical support services exists in the case of the 
Negev Bedouins living in the unrecognized villages, in particular. This crisis has 
resulted in an increased rate of illnesses and related fatalities. There are several basic 
health and sanitation problems in the unrecognized localities. There is no waste man-
agement infrastructure and as a result, waste accumulates outside the residents’ 
dwellings. These garbage piles are home to disease-carrying pests, such as mosqui-
toes, fl ies, wasps, dogs, snakes, rodents, and cockroaches. Many residents choose to 
burn their solid waste and because they burn organic and inorganic wastes together, 
various potent toxic chemicals are released into the air. This causes an elevated prev-
alence of respiratory diseases in these villages (Almi  2003 ). These villages also lack 
a sewage system, and consequently residents have resorted to using cesspits located 
a short distance from their homes. Another factor in the health crisis affecting the 
Bedouins living in unrecognized villages is that they are not connected to the water 
supply. Many residents of these localities suffer from dehydration or stomach infec-
tions from using unclean water. Some Bedouins collect their water in storage con-
tainers, which they have to refi ll from water-outlets some distance from their place 
of residence. Others absorb the cost of connecting to the water supply independently 
(Almi  2003 ). The shortage of water supply can prove fatal for the Bedouins residing 
in the Negev desert. Indeed, records from the nearest hospital(Soroka Medical 
Center) show that each August, the hottest month of the year, about 16,000 Bedouin 
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children are hospitalized, compared to 5,000 Jewish children, even though the 
Bedouins are a minority population in the Negev (Almi  2003 ). The Bedouins living 
in these unrecognized villages are also denied connection to the national electricity 
grid. Residents often purchase generators at their own expense, which are operated 
in the evenings. Many homes do not have refrigerators or most types of electrical 
devices (Almi  2003 ). This is particularly problematic for Bedouin women, many of 
whom are confi ned to the home with an average of eight children (Almi  2003 ), and 
must perform household chores without the help of modern electrical devices. 

 The outcome of this combination of factors has detrimental effects on the 
Bedouin population. Bedouins have the highest rate of infant mortality in Israel, a 
high incidence of respiratory diseases, and a large percentage of Bedouin children 
are hospitalized each year (Almi  2003 ). Unfortunately, there are not enough medi-
cal clinics to serve this population (fewer than 10 clinics serving 76,000 people). 
The unrecognized villages have no pharmacies, no medical specialists, and ambu-
lances do not enter them (Almi  2003 ).  

5.2.5     Lack of Financial Resources: Poverty 

 There is not much information available about the Bedouins’ employment sources. 
Various researchers have occasionally released employment data, which tend to be 
partial and pertain to one village or a group of villages, but not to the entire popula-
tion of the Bedouin community in the Negev desert. One of the few sources of 
information, and probably the most comprehensive one, is study of Abu-Bader and 
Gottlieb ( 2009 ), which examines the socioeconomic situation of the Arab-Bedouin 
population in the Negev and compares it to that of the general Arab population in 
Israel. There has been a gradual rise in the incidence of poverty over the last decade. 
In 2004, 52 % of the population in Bedouin population was under the national pov-
erty line, and of this group, nearly two-thirds were persistently poor. By virtue of a 
unique database of digital mappings, it was possible to learn for the fi rst time about 
the dire socioeconomic conditions of the Arab-Bedouin population in the unrecog-
nized villages. In the same year (2004), the poverty incidence there was nearly 80 % 
and its severity was about seven times higher than that prevailing in the secular 
Jewish society. The fi ndings of that study, which were similar to those obtained in 
international poverty research, showed that personal and family traits, such as edu-
cation, age, family size, employment, and occupation of the head of the household, 
as well as the number of income earners in the family, are important determinants 
of poverty among the Bedouin population. 

 The same study also found a signifi cant discrimination in a household’s access to 
basic, infrastructure-related public services. The Bedouin communities’ access to 
infrastructure, especially in non-recognized villages, was so low that it acted as a 
signifi cant barrier to women’s participation in the labor force, thus reducing the 
number of income earners in the household. The defi cient access to infrastructure 
was also found to have an adverse effect on the completion of studies in schools, and 
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thus indirectly affecting the mothers’ childbirth decisions. This defi ciency, which 
impedes investment in human capital, has countered the socioeconomic leverage 
gained by the education of women. 

 The socioeconomic situation of the Bedouin population is rife with obstacles, 
diffi culties, and challenges: the rate of unemployment is high; the employment ratio, 
as a share of the population at working age, is low; and the percentage of school 
dropouts among children and youngsters insubstantial. This, as well as other factors 
described in the next section, cause severe and persistent. The share of families with 
more than seven persons is signifi cantly higher among the Bedouin of the South, as 
compared to the three other groups (Christians, Druze, and non-Bedouin Muslims). 
Thus, for example, nearly all families with more than nine persons are Bedouin. 

 As is the case in other indigenous communities, the lack of fi nancial resources 
and the resulting poverty are connected also to a history of subjection to acts of 
dispossession.  

5.2.6     Subjection to Acts of Dispossession 

 The main axis around which the Bedouin community in the Negev desert has been 
waging long-standing and bitter battles is that of land–territory. In order to gain a 
comprehensive understanding of this battle, I will fi rst present some background on 
the Bedouins’ settlement in the Negev desert, which is located in the southern part 
of the State of Israel. 

 The exact date of the beginning of the Bedouins’ settlement in the Negev desert 
is unknown. Some researchers point out that the waves of immigration of the Bedouin 
tribes from the Arabian Peninsula began around the time of the Muslim conquests in 
the seventh century. This migratory trend had several goals: to join the conquering 
Muslim armies, to search for water sources and pastures during years of drought, and 
to escape blood vendettas. Entering and settling in the Negev desert happened mainly 
between the thirteenth to the eighteenth centuries. The Sinai Peninsula and 
Transjordan became the battlegrounds of feuding tribes that occupied territories and 
built settlements (Bailey  1980 ,  1985 ). The Bedouin community is a layered com-
munity, i.e., in addition to the early Bedouin migrants who came from the Arabian 
Peninsula, in the nineteenth and twentieth centuries; migrant farmers and villagers 
from the regions of Egypt and the West Bank joined the existing Bedouin commu-
nity in the Negev. Some of those who joined the community were sharecroppers who 
worked the lands owned by the Bedouins. Another group comprised migrants from 
the Sudan who were made to serve as slaves of the Bedouins. Their standing within 
the Bedouin community is still low to this day (Ben-David  1996 ). 

 Researchers investigating the Bedouin society in the Negev desert have noted 
that the Bedouins are a seminomadic people, and that in their culture and way of 
life, they attribute great importance to  territory  (Ashkenazi  2000 ; Grossman  1991 ). 
Research shows that it was during the Ottoman period that the majority of the 
Bedouins adopted a “seminomadic” lifestyle. For several generations, the Bedouin 
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community integrated into its economy a type of agriculture called dry farming. The 
practice of this agriculture involved a relative stability in the division of lands among 
the members of the workforce, a division which was achieved through Ottoman 
mediation and created defi ned tribal areas. Every Bedouin tribe created its own ter-
ritorial living area, called “Dira” or “Blad” where its members would settle, work 
the land, and herd their sheep. The borders of the Dira were modifi ed only occasion-
ally, e.g., after invasions or wars, which gradually became a less frequent occur-
rence, until the borders of these territories remained completely fi xed, in the 
nineteenth century. Thus, the internal Bedouin system developed as a seminomadic 
society. Therefore, the traditional ownership system is based on the multigenera-
tional continuity of the tribes and their attachment to specifi c locations, since the 
time of the Ottoman Empire (Yiftachel  2010 , p. 10). 

 The Ottoman rule started its de facto reign over the Negev desert using Tanzimat 
policies at the end of the nineteenth century. Under this framework of rule enforce-
ment, the borders of the tribes living in the Negev desert were clearly defi ned, and a 
decision was made to establish the City of Beer-Sheva as a regional center, from 
which it would be possible to provide services while maintaining tight supervision 
and control (Avchi  2009 ). In Beer-Sheva, they built a mosque, a market place, and 
a court of law, which recognized the traditional structure of the Bedouin society and 
operated accordingly (Bar-Zvi  1991 ). The British mandate, which replaced the 
Ottoman presence, made improvements on the previous means of rule, and the 
police and the court worked very hard to make the Bedouins abide by British law. In 
its earliest days, the British mandate formed tribal courts, where Sheikhs served as 
judges. The objective was to render judgments according to the Bedouin customs, 
except in the fi eld of criminal law. This relationship between the government and 
the Mukhtar meant that the Bedouin community would be subject to that govern-
ment, which in turn meant order, security, and taxes (Ashkenazi  2000 ). 

 The 1947 UN partition plan for the division of Palestine into two lands, one 
Jewish and one Arab, left large parts of the Negev desert outside the borders of the 
Jewish State, but those were reoccupied in 1948, and included in the Armistice 
Agreement, and in 1949, declared to be a part of the State of Israel. On the eve of 
the establishment of the State of Israel, there were 65,000–100,000 Bedouins living 
in the Negev desert; however, during Israel’s War of Independence, the majority of 
the Bedouins fl ed or were expelled into Jordan or Gaza and they were not allowed 
to return at the end of the war. Thus, by the end of the War, there were only 11,000 
Bedouins still living in the Negev desert. Prior to the 1948 War of Independence, 
there were about seven staffs, which contained a hundred tribes, living in the Negev 
desert, but after 1948, there was only one staff and 17 tribes (Ben-David  1996 ). 
These 17 tribes were relocated to the Northwestern part of the Negev desert, which 
became known as “the Siyagh” (the permitted area). Between the years 1948 and 
1966, the Bedouins lived under military rule in the Siyagh area; during that period, 
the border of the new State cut them off from areas with which they had formerly 
maintained reciprocal relations. As a result, the Bedouins lived as an isolated minor-
ity, separated from their membership group and its social–cultural–economic ties, 
devoid of political power; refugees who had lost the lands that were once the source 
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of their livelihood (Amiran et al.  1979 ). From 1948 until the present day, the State 
of Israel claims that the lands of the Negev desert belong to the State, and that the 
Bedouins have no rights of ownership. In 1962, a recommendation was made to 
establish permanent settlements for the Bedouin community, in order to put an end 
to the Bedouins’ claims to land ownership rights, and in 1965, the fi rst Bedouin 
town in the Negev desert, Tel-Sheva (Tel as-Sabi), was established. By 1989, six 
more Bedouin towns and villages were established: Rahat, Lakiya, Hura, Kuseife, 
Shaqib al-Salam (Segev Shalom), and Ar’arat an-Naqab (Ar’ara). These became 
“recognized villages,” but about 50 % of the Bedouin population continued to live 
outside of these towns, in “unrecognized villages.” In 2004, the government autho-
rized 12 more villages to be offi cially recognized as members of the Abu Basma 
Regional Council (Yiftachel  2009 ). 

 In the case of the Bedouins, much like that of indigenous people in other coun-
tries around the world (see Chap.   2    ), the subject of land and territory emerges as the 
main axis around which the most bitter and long-standing battles are waged. All 
countries have diffi culty letting go of land and resources, especially if it is of an 
extensive area. Deprived of both access to the lands and permission to use natural 
resources, the indigenous community loses its essence and its identity. Not only 
does the territorial demarcation have economic and cultural implications, it also has 
political implications, as these peoples are denied the right to self-determination, an 
issue which makes it even more diffi cult for countries that espouse the liberal 
approach and thus are concerned that Bedouins might lose control and supervision 
rights over the whole area (Tzfadia and Roded  2010 ). 

 Table  5.1  reviews the relations between the Government and the Bedouin com-
munities over the year, emphasizing governmental actions that refl ect the degree to 
which the State of Israel recognizes the indigenous community and the type of 
regime it has maintained over the years in relation to the Bedouins. The review is 
based on an interpretive analysis of the strategies and practices that have shaped the 
State’s policy in regard to the issue of land. The information in Table  5.1  reveals the 
deep contradictions that can be found in the existing policies towards the Bedouins.

   In regard to the issue of recognition, there is a notable gap between the case of 
the Bedouins in Israel, in this contemporary, global age, and cases of indigenous 
groups in other countries. Israel, for most of the characteristics of its policies, is still 
settled in the Hostile and Indifferent types of recognition. The status and a brief his-
tory of some of the indigenous communities in Australia, Canada, and Brazil were 
outlined in Chap.   2     (see Tables   2.3     and   2.4    ). Therefore, after presenting the current 
case of Israel’s approach to the Bedouins (Table  5.1 ), the subsequent Table  5.2 , will 
add to the information presented in Chap.   2    , by comparing the treatment of the 
Bedouins in Israel with Australia’s, Canada’s, and Brazil’s treatment of their indig-
enous communities.

   Tzfadia and Roded ( 2010 ) noted that in light of these practices, and their ratings 
as shown in this Table, it is possible to speak of two primary types of recognition: 
 hostile recognition  and  indifferent recognition , both of which correspond to an 
ethnocratic regime that practices colonialism. This regime typically fl uctuates 
between a growing emphasis on ethnicity and a wish to appear democratic and 
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     Table 5.1    A comparison between the treatment of the Bedouins in Israel with Australia’s, 
Canada’s, and Brazil’s treatment of their indigenous communities   

 Regime 
 Types of 
recognition  Types of policy  State-indigenous relations 

 Colonialism  No recognition  – Expansion  1948–1953: expulsion, dispossession, 
and concentration in Siyagh under 
military rule 

 – Takeover  Later on—militarist treatment: the 
army—fi ring ranges, planning 
military, and police training camps 

 Until present day, 
protective 
recognition 

 – Exploitation  Judaization of the region, at present day: 
125 Jewish municipalities 

 – Oppression  Continuing encroachment and 
concentration: planning of Bedouin 
towns and villages since the 1960s 

 – Segregation  No recognition of land ownership rights/
demolition of homes and villages 

 – Supervision over 
recognition of 
uniqueness 

 Establishment of a supervising body: 
The Bedouin Directory 

 “Protective” 
recognition 

 – Segregation  Citizenship and limited rights 

 – Oversight, patronage, and 
limitation of rights 

 Ethnocracy  Hostile 
recognition—
until today 

 – Spatial inequality in 
allocation of resources 
creates ethnic-class 
stratifi cation 

 – Spatial inequality and discrimination 
in terms of resource allocation, 
services, infrastructure, and 
employment 

 – Partial civil rights  – Demolition of homes, spraying of 
fi elds, confi scation of herds 

 – Spatial encroachment  – Formal civil rights, but in fact no 
choice as to form of residence, unfair 
and inclusive planning 

 – Economic, social, 
cultural discrimination 

 – Planning roads and towns on 
disputed lands and no resolution on 
existing towns 

 – Declaration of 
recognition without 
implementation 

 – Discourse of expansion and threat 

 – Utilization of informal 
recognition practices 

 – In unrecognized villages there are no 
formal addresses, no local 
government or right to vote, no 
adequate infrastructure or services 

 Indifferent 
recognition 

 – Mechanisms of 
discrimination and 
inequality 

 – Plans and announcements 

 – Rhetorical recognition  – Unimplemented recommendations of 
the Goldberg commission 

 Until present day  – A passive recognition 
which does not recognize 
the special needs of a 
group with a hostile-
confi rming type of 
recognition 

 – Very little consideration towards the 
special needs of the community 

 – Giving in to the rulings of the 
supreme court: providing services, 
Some recognition for the council 
of unrecognized villages    

(continued)
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open. At the same time, there is a clear trend towards a transformative type of 
recognition, which is democratic in nature. 

 As shown in Table  5.2 , the land policies of these countries represent an array of 
different types of recognition. However, in each country, we can fi nd an assemblage 
of criteria centered around one primary type of recognition, which, in turn, delin-
eates the type of regime. In light of this, we can say that in Canada, the primary type 
of recognition is an affi rmative one, which signifi es a democratic, multicultural 
regime. In Australia, practices revolve around a transformative type of recognition, 
indicating a mostly liberal and democratic regime. In Brazil, the primary type of 
recognition is a hostile-confi rming one, which suggests that Brazil is undergoing a 
process of democratization, with alternating trends of progress and regression. 
Finally, we can see that Israel has fl uctuated between hostile and an indifferent 
recognition. 

 Gradually there are signs that Israel is moving towards a transformative type of 
recognition. Thus, for example, the State of Israel is making an effort to address and 
regularize the recognition issue. Since the establishment of the State of Israel and 
until present day, Israel has established about 40 committees to address “the prob-
lems of the Bedouins.” Between the years 1996 and 2000 alone, fi ve committees or 
interdisciplinary teams were established and authorized to submit recommendation 
and formulate comprehensive policies to address the Bedouin sector. None of the 
committees was able to achieve that goal, due to bureaucratic foot-dragging and lack 
of funding (Committee report regarding the regulation of Bedouin settlement in the 
Negev and led by Committee Chairman, Retired Judge Eliezer Goldberg  2008 ). 

 Regime 
 Types of 
recognition  Types of policy  State-indigenous relations 

 Liberal 
democracy 

 The beginnings 
of affi rmative 
recognition 

 – Equalizing social and 
economic conditions 

 – Establishing shared industrial areas 
and employment centers in cities 

 – Political representation 
on a liberal basis 

 – Establishing services and welfare 
centers 

 – Supreme court rulings 
that promote recognition 

 – In 2000, recognizing the Abu Basma 
towns and villages 

 – The development of an 
affi rmative legislative 
agenda 

 – In 2003, establishing a Regional 
Council 

 – The planning and 
development of a 
transformative budget 

 – One Bedouin member of Knesset 

 – Apology and 
reconciliation 

 – Establishing an implementation 
committee and an executive body to 
implement the recommendations of 
the Goldberg commission 

 – Partial implementation of the 
recommendations of the Goldberg 
commission 

  Adopted from Tzfadia and Roded ( 2010 , p. 139)  

Table 5.1 (continued)
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 To conclude this chapter, it is important to emphasize that a review of the past 
50 years shows that the Bedouin society in the Negev has undergone signifi cant 
changes and transformations (Ben-David  1993 : Fenster  1995 ,  1999 : Pessate-
Schubert  2005 ), fi rst and foremost, the transition from a traditional, nomadic society 
to an urban one (Abu-Rabia  2000 ; Pessate-Schubert  2005 ) and the rapid absorption 
of infl uences related to modernization and globalization. The transition from 
nomadic life to permanent settlement involved not only changes in dwelling, but also 
an upheaval in areas of life such as schooling, higher education, the status of women, 
division of labor, economy, and the labor market (Pessate-Schubert  2005 ). A society 
undergoing such a transition must contend with varied challenges. One of these 
challenges, which will be discussed in the next chapter, is children with disabilities 
and the special education schools that should accommodate for their needs.      
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6.1                        An Overview of Children with Disabilities 
in the Bedouin Community 

 In order to present a reliable overview, it is important to know how many children 
with disabilities there are in this community. Different information sources revealed 
incompatible data concerning the number of Bedouin children with disabilities in 
the Negev region. There is a signifi cant gap between the numbers reported by the 
Department of Welfare Services, The Ministry of Education, and Israel’s Social 
Security Institute, and the actual number of Bedouin children with disabilities in the 
Negev region. Government organizations do not have accurate information about 
the population of Bedouin children and youth in the Negev. Thus, for example, if we 
rely on the data presented in a nationwide survey conducted in 2000 by the Brookdale 
Institute in collaboration with Israel’s Social Security Institute, Children with 
Special Needs—Evaluation of Needs and their Service Coverage (Naon et al.  2000 ), 
it appears that in the Arab (not the Bedouin) sector, the percentage of children with 
severe disabilities is 4.2 % according to the following distribution: intellectual 
disability—0.8 %, sensory disabilities (deafness and blindness)—1.4 %, severe physical 
disabilities (cerebral palsy, spina bifi da, skeletal and muscular illness)—2 %. 

 Extrapolating from statistical data regarding the Arab population in northern 
Israel, Table  6.1  presents the estimated number of children with disabilities in the 
Bedouin community in the Negev, by locality.

   Furthermore, there is an additional gap between the estimates presented in 
Table  6.1  and the actual state of affairs in the unrecognized Bedouin villages. 
Table  6.2  illustrates the diffi culty involved in gathering accurate data about the 
Bedouin community. In a meeting that took place on 15 June 2005, between the 
Department of Welfare Services and representatives of children with disabilities, 
the deputy director of the southern region in the Ministry of Social Welfare, who 
was in charge of the supervision and treatment of children and adults with autism, 
presented data that did not correspond to the numbers expected based on the per-
centage of people with autism in the general population. The comparison presented 
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in Table  6.2  suggests that there are problems involved in identifying, not to mention 
treating, children with disabilities in the Bedouin community.

   Kesher Organization, a nongovernmental organization that serves families of chil-
dren with disabilities, presented the following picture in 2011: in the Bedouin com-
munity, the percentage of children with disabilities relative to the total number of 
children in the community was 9.1 %; parallel percentages were 8.3 % in the popula-
tion of Arab children and 7.6 % in the population of Jewish children (Kesher 
Organization  2011 ). The absence of data regarding complex disabilities, whereby a 
child suffers from more than one primary disability, is especially notable in the 
Bedouin community. A study on this subject investigated the prevalence and the types 
of psychiatric disorders found among adolescent Bedouins with mild to moderate 
intellectual disability. Findings indicated that 77 % of the adolescents had at least one 
psychiatric disorder during the evaluation, the most common of these were autism-
spectrum disorders—70 % (21); disruptive disorders—47 % (14); attention defi cit 

    Table 6.1    Evaluation of children with disabilities in the Bedouin community in the Negev   

 Extrapolation based on data from a nationwide survey 
conducted by the Brookdale Institute and Israel’s Social 
Security Institute 

 Locality 
 No. of 
residents 

 No. of 
children 
under 18 

 Intellectual 
disability 
(0.8 %) 

 Children 
with sensory 
disabilities (1.4 %) 

 Children 
with physical 
disabilities (2 %)  Total 

 Rahat  35,800  22,837  183  320  457  959 
 Tel-Sheva  11,900  7,500  60  105  150  315 
 Arara  11,000  6,500  52  91  130  273 
 Kseifa  8,500  4,800  38  67  96  202 
 Hura  8,200  4,868  39  68  97  204 
 Laqiya  6,600  3,300  26  46  66  139 
 Segev Shalom  5,500  3,200  26  45  64  134 
 Unrecognized 

villages 
 70,000  42,000  336  588  840  1,764 

 Total  157,500  95,005  760  1,330  1,900  3,990 

  Adopted from Manor-Binyamini ( 2007 )  

    Table 6.2    The number of children/adults with autism in comparison with the expected number   

 Locality 

 Number of autistic 
children/youth in the 
village 

 Expected (in relation to the 
percentage in the general 
population) 

 Mytar (Jewish)  7  6 
 Lehavim (Jewish)  4  5 
 Segev Shalom (Bedouin)  1  5 
 Laqiya (Bedouin)  1  8 
 Rahat (Bedouin)  3  35 
 Data related to Kseifa, Hura, and 

the unrecognized villages is 
missing 

 –  – 
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and hyperactivity—47 % (14); and anxiety disorders—40 % (12). Other psychiatric 
disorders of lower frequency were also found and discussed in the fi ndings (Manor-
Binyamini  2010 ). These results suggest a high rate of complex disabilities. 

 A reliable summary regarding the conditions of children with disabilities in the 
Bedouin community should address the reasons for the high rates of children with 
disabilities in this community. One of the several possible factors that contribute to 
this phenomenon includes mothers who continue to give birth at an older age. The 
high incidence of brain damage at birth is often due to premature births, hereditary 
diseases that cause physical and mental disabilities, and congenital deformities of 
the skeletal and nervous systems (Dagirmanjian  1996 ; Israeli Knesset Center for 
Research and Study  2006 ). In the Bedouin community, like in North and sub- 
Saharan Africa, the Middle East, and in West, Central, and South Asia, there is a 
strong cultural preference for consanguineous marriage; thus, between 20 % and 
over 50 % of marital unions are intrafamilial, most commonly between fi rst cousins 
(Bittles  2001 ). Consanguinity increases the rate of expression of deleterious reces-
sive gene mutations that are associated with disorders such as phenylketoneuria 
(PKU), Smith–Lemli–Opitz syndrome (SLO), Prader–Willi syndrome, Angelman 
syndromes, L1 (a neural cell adhesion molecule)-associated conditions, and autoso-
mal recessive microcephaly (Henderson  2004 ; Muir  2000 ; Jackson et al.  1998 ). 
A study conducted in Beer-Sheva assessed the cognitive and neuropsychological 
symptoms found among children who had been hospitalized for poisoning before 
the age of 3 and compared these with the fi ndings of the same assessment conducted 
in a group of matched controls (Kofman et al.  2004 ). More than 90 % of the hospi-
talization cases were of Bedouin children. Results showed that kerosene poisoning 
impaired verbal memory and, in addition, the poisoned group demonstrated impaired 
ability to inhibit prepotent behaviors when distracted (Kofman et al.  2004 ). 
Furthermore, data from the Ministry of Health point to a high rate of infant mortal-
ity and infant hospitalization in the Bedouin sector. This is caused by inappropriate 
health and safety conditions in the unrecognized Bedouin villages. 

 In addition to the factors that can explain the high rate of children with disabili-
ties in the Bedouin community, there are certain characteristics of this population 
that directly affect the quality of life of children with disabilities; the following are 
the main ones (Manor-Binyamini  2007 ). The fi rst factor is the acute socio-economic 
conditions of numerous Bedouin families. Bedouin villages are characterized by 
lower than average family income, a high rate of unemployment, and little commer-
cial or industrial activity (Lithwick  2002 , p. 2). In light of limited sources of income 
and severe economic hardship, most families, which in most cases have many chil-
dren, live on child welfare payments; in the case of a disabled child in the family, 
there are additional disability benefi ts. There are also severe transportation and 
accessibility problems, particularly in unrecognized villages. Due to the very lim-
ited public transportation that reaches the Bedouin towns and villages, the high cost 
of alternative transportation services, and the restricted mobility imposed on women, 
mothers are forced to carry their disabled children several kilometers to the main 
road and to wait there for a passing car, in order to reach a treatment center. This 
situation is exacerbated due to the tradition which restricts women’s movement to 
remaining within the confi nes of their residential area. Hence, every trip she takes 

6.1  An Overview of Children with Disabilities in the Bedouin Community



160

from the domain of the tribe mandates accompaniment by a male relative. 
Consequently, every visit she makes to the a child development clinic or center, 
which is usually situated in a locality far from her place of domicile, depends on the 
availability and willingness of her male relatives (The Forum for Advancing 
Children and Youth with Special Needs in the Bedouin Community  2003 ). Another 
contributing factor is the share of large families with many children. Bedouin moth-
ers must care for numerous children and fi nd it diffi cult to be active partners in the 
rehabilitation process. In most cases, mothers of children with disabilities must 
cope alone with the diffi culties of raising and caring for these children. 

 From the professional perspective, one of the characteristics of intervention 
intended for children with disabilities is that it is a long-term process. Many parents 
fi nd this to be highly demanding in terms of the continuous and long-term invest-
ment that the therapeutic-rehabilitative process requires. Bedouin daily life, which 
demands immediate solutions to existential problems, does not easily adjust to cop-
ing with long-term objectives. Furthermore, data from the Child Development 
Center at the Soroka Medical Center in Beer Sheba show that a high percentage of 
Bedouin children with disabilities do not receive proper rehabilitative treatment. 
Traditional patterns of child rearing are an additional characteristic of Bedouin soci-
ety, with ramifi cations for the treatment of children with disabilities. Playing and 
mediation are the two most important principles of developmental intervention; 
however, the arduous living conditions and the large number of children leave almost 
no time for Bedouin mothers to play with their children (The Forum for Advancing 
Children and Youth with Special Needs in the Bedouin Community  2003 ). 

 The particularly arduous environmental conditions are another signifi cant charac-
teristic: the living conditions in unrecognized villages, i.e., huts and tents with irregu-
lar electricity and running water, exacerbate the hardships involved in caring for 
children with special needs and hinder the use of equipment and advanced technology 
such as wheelchairs, walkers, computers, alternative means of communication, and 
other aids which can improve the quality of life of the children and their family. An 
issue currently under discussion in numerous countries pertains to children’s rights. 
Bedouin society is in the process of transitioning from a traditional to a modern soci-
ety, yet this society still lacks suffi cient awareness of children’s rights in general and 
the rights of the child with special needs in particular. The overview presented here 
points to the fact that children with disabilities are a particularly vulnerable popula-
tion, in need of support services. This will be the focus of the following section.  

6.2     Special Education in the Bedouin Community 
in Southern Israel’s Negev Region 

 The goal of this section is to present an overview of the special education system 
available to the Bedouin community; to this end, I will discuss the following issues: 
physical infrastructure; multidisciplinary professional personnel; insuffi cient meth-
ods and tools for diagnosis, placement, and intervention; and the absence of support 
services for special education needs. 
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6.2.1     Physical Infrastructure 

 In 1991, the State Comptroller’s annual report indicated that special education 
schools for children with disabilities from the Bedouin community are virtually 
nonexistent, posing signifi cant diffi culties to those in need of such services. As of 
2005, there were only three special education schools in the entire Bedouin sector, 
located in the towns of Kseifa, Hura, and Rahat. 

 The table shows that as of 2005, there were no schools for Bedouin children with 
diverse disabilities, such as autism or behavioral disorders. Not only does the lack 
of suitable frameworks leave many children without proper care, it is important to 
note that attending frameworks that are unsuited to their needs may actually be 
harmful to the children’s development. Thus, for example, due to the shortage of 
settings for children with severe behavioral disturbances, these children might be 
referred to psychiatric centers, instead of receiving proper care in the community or 
in a suitable daycare center.  

6.2.2     Multidisciplinary Professional Personnel 

 The unique characteristics of the special education school require the collaboration 
of a multidisciplinary team. According to the Margalit Committee report (Mazawi 
 1997 ), only 30 % of all children with disabilities in the Bedouin community in the 
Negev received the social security disability benefi ts and paramedical services to 
which they were entitled, compared to 73 % of the children with disabilities in the 
Jewish sector. There is a signifi cant shortage of professionals in several fi elds, most 
notably in the paramedical professions, such as physical, occupational, and speech 
therapy. As a result, there are fewer paramedical professionals available to work in 
the Bedouin schools. It is important to emphasize that without the presence of para-
medical professionals on the multidisciplinary teams at the schools, it is impossible 
to make the necessary adaptations to the curricula for the children with disabilities 
in the Bedouin sector. In effect, this limits the care they receive, which in turn hin-
ders their development. As a case in point, an insuffi cient number of qualifi ed diag-
nosticians impedes necessary diagnostic activities, and, due to a shortage of 
professionals in treatment fi elds, the children that are diagnosed do not receive the 
proper physical/emotional/behavioral treatment. Furthermore, due to a scarcity of 
support personnel to assist the teaching staff, teachers face greater diffi culties in the 
classroom. Table  6.3  lists the paramedical services available in the Bedouin special 
education fi eld as of 2005.

   To illustrate the problem, I chose to focus on one professional fi eld, that of 
speech therapy. The speech therapist’s role is to diagnose and treat pupils with hear-
ing, communication, language, and/or speech diffi culties. Speech therapists work in 
collaboration with the multidisciplinary team in the educational framework, in 
accordance with the educational goals defi ned for each pupil. As part of the treat-
ment process, the speech therapist provides counseling and guidance to the 
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professional team and to the parents, to ensure that work on communication, lan-
guage, and hearing will be integrated into the pupil’s daily routine. 

 As shown in Table  6.3 , speech therapy is one of the fi elds with the most signifi -
cant shortage of professionals. In 1998, Professor Ornoy, advisor to the Minister of 
Health, told the Committee on the Status of the Child that there was a shortage of 
259 speech therapists in the Arab education system (Ornoy  1998 ). This shortage has 
myriad ramifi cations resulting in impeded education, rehabilitation, and develop-
ment of children with special needs. The scarcity of speech therapists in the Arab 
sector is especially signifi cant, as it hinders the integration of children with special 
needs into Arab society, since children treated by a speech therapist that is not a 
native speaker of Arabic do not learn the language of the social environment in 
which they live. 

 The Ben-Peretz Committee recognized the shortage of professionals in the Arab 
special education system and recommended adding 50 professionals who would be 
especially trained to treat complex disabilities (The Ministry of Education  1998 ). 
An extensive search conducted as part of the current research did not produce any 
documentation indicating implementation of this recommendation. 

 In the special education school in Israel, the homeroom teacher is the key profes-
sional. Homeroom teachers working with children with disabilities fi ll numerous 
and varied roles. In light of their specifi c training, these teachers are responsible for 
following the child’s development, which includes diagnosing the child; conducting 
an evaluation and providing a profi le of the child’s strengths and weaknesses; defi n-
ing educational and treatment goals in accordance with the child’s specifi c needs; 
preparing an Individual Education Plan (IEP) in collaboration with all of the profes-
sionals working with the child; overseeing the implementation of the IEP and the 
treatment designated by the multidisciplinary team. The homeroom teachers in spe-
cial education frameworks provide either individualized or group remedial skill- 
building sessions, with or without the input from an additional professional. 
Returning to our example, a speech therapist might join the individualized or group 
session, to incorporate treatment into the learning session and thus track the pupil’s 
progress. In addition to working with the pupils, the homeroom teacher is the point 
person for the support personnel and for parents, providing information and guid-
ance concerning drilling and reinforcing the study material, and for expanding the 
educational team’s knowledge regarding necessary adjustments within a specifi c 
educational environment. As part of the trend towards involving parents in deter-
mining appropriate intervention methods and deciding on specifi c goals and objec-
tives, it is the homeroom teacher’s responsibility to work with parents and guide 

   Table 6.3    Types of 
paramedical services in 
special education available in 
the Bedouin sector for 2005  

 Types of paramedical services  Per locality 

 Speech therapists  3 
 Occupational therapists  1 
 Physical therapy  2 
 Art therapists  8 

  From Abu-Ajaj ( 2005 )  
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them in implementing the decisions and recommendations in the home environ-
ment. Homeroom teachers also serve as coordinators among all the entities working 
with the pupil in the educational school, transmitting information, coordinating 
approaches, and formulating priorities. The professional responsibilities delineated 
above require homeroom teachers to receive a broad and high-quality training in the 
special education fi eld. Furthermore, their strategic role highlights the need for 
highly competent homeroom teachers, able to successfully fi ll the myriad roles 
assigned to them by the special education school system. 

 Table  6.4  presents data regarding the qualifi cation of special education teachers 
who, as described by The Ministry of Education, serve as key fi gures, working with 
the children, the parents, and the other team members (Lubetzky et al.  2004 ; Galil 
et al.  2001 ).

   Morad et al. ( 2004 ) found a shortage both of personnel trained in special educa-
tion with a specialization in teaching children with disabilities and of the associated 
support services that provide early childhood preventive intervention and parental 
guidance. 

 Regarding the support services available to the community, according to a 
research report by the Brookdale Institute ( 2008 ), the percentage of Bedouin chil-
dren who receive at least one type of support service is much lower than that found 
in the Jewish sector. According to the data, the percentages of children who receive 
disability benefi ts in the Bedouin settlements in the Negev desert, per 1,000 resi-
dents are as follows: Rahat—10.6 %, Ar’ara—7.3 %, Hura—9.5 %, Kuseife—10.2 %, 
Lakiya—8.7 %, Segev Shalom—7.1 %, and Tel-Sheva—12.7 %. The percentages 
of children who receive disability benefi ts in other Bedouin settlements of similar 
size are 20–50 % lower than those in the Jewish sector. Additionally, according to 
the research report, a comparison between the data for 2005 and the data for 1996 
regarding the allocation of services to children with disabilities in the different sec-
tors revealed the following picture: only 2 % of Bedouin parents compared to 14 % 
of Jewish families of children with disabilities received family counseling, 10 % 
compared to 8 % received an allowance from social security, 20 % compared to 
39 % received paramedical treatment, and 37 % compared to 81 % received at least 
one type of support service. When comparing recognized villages to unrecognized 
Bedouin villages, researchers found yet another bleak picture: in recognized vil-
lages, 12 % of the children with disabilities received paramedical treatment, com-
pared to 8 % of unrecognized villages; and 44 %—compared to 8 %—received 
medical treatment, special education, and psycho-social assistance. 

  Table 6.4    Special education 
teachers according to level 
of education  

 Hebrew education (%)  Arabic education (%) 

 Academic  55  30 
 Uncertifi ed  5  14 

  Lubetzky et al. ( 2004 ) and Galil et al. ( 2001 )  
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6.2.2.1     Insuffi cient Methods and Tools for Managing the Diagnosis, 
Placement, and Intervention Programs for Children 
with Disabilities 

 Arab diagnostic and therapeutic frameworks in Israel are not equipped, systemically 
or professionally, to provide children with disabilities equal opportunities for real-
izing their full-fl edged capabilities in their own language, while participating in the 
cultural and social life of their environment and community. A reference to the issue 
as it relates to the Bedouin sector can be found in the response of the former Minister 
of Education, Mr. Yossi Sarid ( 1999 ), to a parliamentary question submitted by 
Arab Knesset Member Mr. Barakkeh. On the one hand, the Minister’s reply clearly 
shows that for many years, Arab students have been overrepresented among chil-
dren with disabilities. On the other hand, in his response, the Minister noted that 
only a negligible number of individuals were diagnosed with learning disabilities 
among Arab students, and that, similarly, very few children among Arab students 
were diagnosed with autism, psychological disorders, behavioral disorders, lan-
guage problems, or developmental problems. This underrepresentation is the result 
of a shortage of diagnostic services as well as diagnostic tools in the Arab sector; 
the tools and services that are available have not been adapted to the specifi c needs 
of this sector. Consequently, many children cannot benefi t from the services to 
which they are entitled. In some cases, due to the absence of a formal diagnosis, 
children are labeled erroneously and, as a result, they are forced to contend with 
both social and psychological hardships. Due to insuffi cient valid and reliable diag-
nostic tools, in particular, didactic tests adapted to the needs of Arab schools, inad-
equate diagnosis may lead to alienation and cause social and cultural harm. 

 The curricula in Arab special education schools are often based on the transla-
tion of the corresponding Hebrew curricula. In this regard, it is important to note 
that the social–cultural context that affects the environment’s overall relationship 
towards children with disabilities is fundamentally different in Jewish and Arab 
societies. Consequently, translation of an intervention program is—in and of 
itself—insuffi cient. There is a need to modify these programs and adapt them to the 
community and society in which the children with disabilities reside. In 1999, the 
Ben-Peretz Committee recommended allocating three teaching positions to The 
Ministry of Education’s Curriculum Department; these individuals would be 
assigned the responsibility of preparing books and learning materials appropriate 
for the special education population in the Arab sector (The Ministry of Education, 
Culture and Sports  1998 , p. 2). Documentation indicating implementation of this 
recommendation to date was not found.   

6.2.3     Support Services 

 Analysis of assorted data sources shows that despite the far-reaching needs of the 
Bedouin population in the Negev, there is a (inverse) gap between the special edu-
cation support services available to the Jewish and the Bedouin sectors. Only a few 
prominent examples are reviewed here. 
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 The Regulation for the Safe Transportation for Disabled Children stipulates that 
the local authority is obliged to provide transportation to and from the educational 
institution suited to the special needs of children with disabilities, which includes 
appropriate accompaniment and suitable safety measures. Although obligatory pro-
visions and safety procedures do exist, in the Arab sector these provisions are not 
enforced in most cases. Consequently, children with disabilities in this sector are at 
risk for severe physical injury (Shatil Organization for Social Change  2002 ). 

 Another area in which there is a noticeable gap between the services available to 
each sector is that of nongovernmental assistance and resources. In addition to the 
government of Israel, voluntary organizations are active in the fi eld of special edu-
cation in general, and with respect to specifi c populations, in particular. Most of 
these organizations were established by parents in order to improve the level of 
educational and rehabilitative services provided to their children. Some organiza-
tions receive funds from the government to purchase services. In addition, various 
support services are available through organizations such as  Akim —a nonprofi t 
organization for advancing the mentally handicapped,  Alut —a national organiza-
tion for autistic children, and  Shema —an organization for educating and rehabili-
tating hearing-disabled children. The voluntary and nonprofi t organizations provide 
services that are not supplied, or are only partially supplied, by government enti-
ties. Thus, for example,  Micha  provides educational services to hearing-disabled 
children of ages 0–3 years, who are not entitled to receive services from The 
Ministry of Education. The majority of organizations play a signifi cant role in 
increasing public awareness regarding the needs of children with disabilities, and 
either lead or participate in legal and public efforts that aim at ensuring the rights 
of children with disabilities. Wisel et al. ( 2000 , p. 15) found that despite the impor-
tance of the organizations and nonprofi t organizations, they are—for the most 
part—not active in the Arab sector. Among the active organizations worthy of men-
tion in the Arab sector are  Bizchut ,  Adalah , and  Shatil , as well as the Action 
Committee for Arab Special Education in the Negev. The majority of these organi-
zations are nonprofi t organizations, with heavy parental involvement. As such, they 
constitute a collaborative framework between professionals and parents, enabling 
the latter to take responsibility, develop leadership, and lead signifi cant change 
processes. Parental leadership is important because cultural diversity (Turnbull and 
Turnbull  2001 ) cannot be realized if families do not participate in the future plan-
ning dialog (Callicott  2003 ). 

 The fi ndings presented here clearly indicate the need for a comprehensive inter-
vention program aimed at narrowing the gaps and ensuring affi rmative action in 
special education in the Bedouin sector. Affi rmative action policies are an impera-
tive, if we wish to provide equal opportunities to children with special needs in the 
Arab education system, despite the huge gap between the Arab and Jewish educa-
tional systems in terms of the rate of available services developed specifi cally to 
address special education needs. Through affi rmative action we can begin to com-
pensate for the outcomes of economic hardship, endured on a personal level by 
parents in the Bedouin society, as well as on a systemic level, by Arab local govern-
ments and nongovernment organizations, as they all attempt to address the special 
education needs, both in the Arab sector in general and in the Bedouin society in 
particular. 
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 Corroboration of the severity of the problems and issues previously described 
can be garnered from the recommendations proposed by the    Margalit Committee 
(2000, Recommendation b,1).

  The Committee recommends taking affi rmative action in allocating resources and developing 
services for underprivileged social groups in the fi eld of special education in the Arab educa-
tion system in general, and in the education system serving Bedouin villages in particular. 
This affi rmative action policy will be refl ected in allocating the required resources for devel-
oping an infrastructure and for training professional personnel in the relevant spheres, in 
order to narrow gaps and ensure equality and equity in access to special education services. 

   In other words, a solution requires the pooling resources and services, the inte-
gration of education and rehabilitation services into the framework of the commu-
nity, as well as an appropriate framework for children of all ages in order to ensure 
their continued advancement in all areas of life. An urgent overall systemic effort is 
also required, in order to develop a qualitative community infrastructure capable of 
providing a holistic and inclusive response to children with disabilities in the 
Bedouin community and sector. 

 To conclude this chapter, I wish to describe the efforts undertaken to address 
the grim situation outlined herein. In 1999, The Forum for Advancing Children 
and Youth with Special Needs in the Bedouin Community was established in the 
Negev desert. The participants in this forum are academics and professionals, 
Bedouins and Jews, from a variety of fi elds (education, health, psychology, and 
social work), as well as a representative of the community. Since its establishment, 
the Forum has acted to identify the needs of Bedouin children with disabilities, 
and to help promote high-quality programs in the fi eld of special education. After 
examining the situation thoroughly, the Forum formulated the idea of a regional 
campus that would serve as a model of quality and excellence in the fi eld of special 
education, and serve as a center for practical training and research. The idea was 
enthusiastically received by The Ministry of Education, and a formal cooperation 
between the Forum and The Ministry of Education was formed in order to build 
this campus. According to the plans, this campus is intended to serve 570 children 
and adolescents, from 18 months to 21 years of age, most of whom reside in the 
Abu-Basma regional council and in unrecognized villages. The plans also stipu-
lated that the campus would include 6 rehabilitative daycare centers, 12 special 
education kindergartens, 5 special education schools, a center for rehabilitation 
and health, a sports and recreation center, and an academic unit for practical train-
ing. The design stage has been completed. The design shown in Fig.  6.1  represents 
nearly 6 years of planning and investment by the Forum, intended to improve the 
conditions of children with disabilities in this sector. The campus is currently 
under construction.

   Simultaneously with the planning of the campus began the process of identifying 
and training multidisciplinary teams that would work in the planned campus. 
Training took place at the Department of Education of the Ben-Gurion University of 
the Negev, between the years 2004 and 2005 (on Planning, implementation and 
evaluation of training, see Manor-Binyamini  2005 ).      
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                      We Make the Road by Walking. 

(Horton and Freire  1990 ) 

      In this chapter, I have sought to give voice to the professionals working with 
Bedouin children with disabilities and their parents, as well as to the parents of 
Bedouin children with disabilities, whose voices have not been heard up until this 
point in the study. 

 This chapter is based on the premise that research is one of the best tools that 
societies can use to methodically expand the available body of knowledge, in order 
to better inform professionals working in the fi eld (Arzubiaga et al.  2008 ). The 
research presented in this chapter is based on a phenomenological case study con-
ducted in 2007, in which I attempted to understand the perceptions and the ways in 
which parents of children with disabilities in the Bedouin community and the pro-
fessionals who treat these children comprehend and defi ne both parenting and the 
concept and practice of collaboration in the school. 

 Choosing this research approach allowed us to focus on a single case as a closed 
system which is limited in scale—a “bounded system” (Stake  1997 , p. 406). The 
advantage of the phenomenological approach is in allowing the researcher insight 
into the intersubjective world (neither the objective nor the subjective world), which 
is to say, the world that people have in common. In this particular case, the profes-
sionals and the parents share a world which they created, but at the same time, it is 
a world of imposed constraints, defi ned by the social and cultural structures created by 
the people who came before them. The phenomenological study presented here 
sought to refl ect and reveal the perspectives of the observed individuals and the man-
ner in which they defi ned, understood, and interpreted their respective—professional 
or parental—worlds. 

 In adopting this research method, I relied on two assumptions. The fi rst was that 
case studies allow for a thorough analysis of a social unit or a phenomenon (Paton 
 2002 ), within a set of limits defi ned by the time, the place, and the participants. The 
second assumption was that the case study format would allow for the exploration 
of the unique culture of the Bedouin community. 

    Chapter 7   
 Collaboration Between Professionals 
and Parents of Children with Disabilities 
in the Bedouin Community: 
A Phenomenological Case Study 



170

7.1     Methodology 

 The study population included 60 participants, 30 of whom were professionals 
working with children with intellectual disabilities in the Bedouin community, and 
the other half, parents of Bedouin children with intellectual disabilities. The reason 
for choosing this particular study population was that intellectual disability was—
and still is—the only type of disability diagnosed in the Bedouin sector. 
Correspondingly, the only special education schools that exist in the Bedouin sector 
are for children with intellectual disabilities (for further details, see Chap.   6    ). 

 Regarding the professionals, this was a diverse study population, representing 
various fi elds and disciplines. Education professionals included principals, educa-
tors, and teachers; the welfare professionals were social workers; and from the para-
medical fi eld—physiotherapists. Some live in permanent settlements and some live 
in unrecognized villages; half of the professionals hold a BA and the other half have 
an MA degree; they all had worked with children with intellectual disabilities in the 
Bedouin community, and their level of experience ranged from 5 to 18 years (for 
more details, see Manor-Binyamini  2008a ). 

 Regarding the selection of parents of children with intellectual disabilities (30), 
half lived in permanent settlements and the other half in unrecognized villages. The 
age of the parents ranged from 27 to 70 years. The number of children with disabilities 
per family ranged from two children to fi ve children with disabilities, of these, 60 % 
of the children had medium-to-severe intellectual disabilities, and 40 % had mild 
intellectual disabilities (for more detailed information, see Manor-Binyamini  2008b ).  

7.2     Research Tools, Process, and Data Analysis 

7.2.1     Background for the Research 

 The importance of the subject of collaboration and its examination fi rst arose in 
focus groups held during a multidisciplinary training program for professionals 
working in the Bedouin community: a total of 48 professionals, Bedouins and Jews 
from diverse areas of expertise, participated in these focus groups. This training 
program was the fi rst of its kind in Israel, in that it brought professionals from vari-
ous disciplines and from different cultures in order to learn together. This frame-
work created a space for an open dialogue of collaborative learning (Manor-Binyamini 
 2005 ). Within this collaborative learning space, the issue of working with parents of 
children with disabilities in the Bedouin community emerged repeatedly.  

7.2.2     Personal Interviews 

 In the second phase of the study, in order ensure cultural and professional perspec-
tive and a theoretical understanding of the components of collaboration, 
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semi- structured interviews were held with 30 professionals who represent signifi -
cant informants. The interviewees were selected from the focus groups. The inter-
view questions were based on issues raised in the focus groups. 

 At approximately the same time, a meeting was held with offi cials from one of 
the welfare offi ces in the Negev, and a decision was reached about which parents 
would be asked to be interviewed as part of the study. After completing the inter-
views with the professionals, 30 semi-structured interviews were held with parents 
of children with intellectual disabilities; the interview questions were based on the 
questions presented to the professionals. 

 Interviews with professionals were conducted by the researchers, whereas inter-
views with the parents were conducted by a Bedouin student who was completing 
the fi nal stages of his MA degree in Educational Counseling with a focus on special 
education. 

 The main reason for choosing the interview format as the main tool for the 
research was that a face-to-face interaction is considered a valid and empowering 
way to work cross-culturally (Carpenter  2005 ). These interviews provided some 
clear indicators/principles of effective practice when working in a range of settings 
with indigenous parents of children with disabilities. 

 In addition to the interviews, I spent hundreds of hours observing a variety of 
activities in the daily lives of families of children with disabilities in the different 
tribes, in the permanent settlements, in the unrecognized villages, and in the special 
education schools.  

7.2.3     Data Analysis 

 The data analysis process included three phases: (1) the open encoding phase, (2) 
the mapping phase, and (3) the “translation” phase.

    1.    The open encoding phase comprised a careful reading of all the data material 
collected, including all the notes and observations made, and the implementation 
of the Strauss and Corbin system (Strauss and Corbin  1990 ), by examining each 
line of the transcribed interviews and asking the question: what is the theme, the 
main topic of this line? This analysis identifi ed 79 units, relating to all the 
research questions.   

   2.    During the second analysis phase, the mapping phase, the units were sorted and 
combined into broader themes, based on connections found between the units, 
while grouping the units together (sorting them into units and subunits). Sorting 
was done according to the frequency with which the characteristic was men-
tioned and according to the degree to which the characteristic was considered 
signifi cant (vs. incidental). The themes presented in the following sections of 
this chapter are those with the highest levels of prevalence.   

   3.    The third analysis phase consisted of “translating” selected themes raised by the 
parents and professionals into behavioral dimensions that were either exhibited 
by or expected from the professionals.      

7.2  Research Tools, Process, and Data Analysis
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7.2.4     Trustworthiness/Validity 

 Reliability was verifi ed through the use of a variety of strategies, in order to increase 
the reliability of the study. These strategies included verbatim transliteration of all 
study materials, rechecking of research fi ndings’ codes, not only by the researcher 
and the research assistant, but also by an external researcher. The method of 
Apparent Validity was also employed: towards the end of the study, the fi ndings 
were presented separately to the professionals and to the parents interviewed. 
Feedback from the professionals and the parents confi rmed Apparent Validity.   

7.3     Findings 

 The fi ndings are presented here in two sections: fi rst, the fi ndings regarding the 
professionals, followed by the fi ndings regarding the parents. In each section, the 
fi ndings are presented according to themes corresponding to the two research ques-
tions (parenting and collaboration) and the decreasing frequency of the interview-
ees’ responses. 

7.3.1     Professionals 

7.3.1.1     Professionals’ Views on Parenting 

 Three themes were identifi ed as representing the perceptions of the professionals 
regarding the parenting of children with intellectual disabilities: (1) the diffi culty of 
raising a child with intellectual disabilities in the Bedouin community, (2) shame/
abandonment or denial of the child’s existence, and (3) parental resources. 

  Theme 1 :  The diffi culty of raising a child with intellectual disabilities in the Bedouin 
community . According to the perceptions of 100 % of the professionals, raising a 
child with disabilities in the Bedouin community is more diffi cult than in other com-
munities. Within this theme, the following issues were raised. Language diffi culties 
were mentioned in relation to the scarcity of professionals who speak the Arabic 
language, as in the case of speech therapists, which was mentioned by all of the pro-
fessionals. Accessibility diffi culties regarding location and transportation: the pro-
fessionals mentioned accessibility diffi culties that parents, especially those who live 
in unrecognized villages, have to deal with, as different tribes often reside in remote 
areas. Additionally, women, as well as most men do not drive, and do not own private 
cars, so they depend on private or public transportation, and the stops where passen-
gers are picked up are often located very far from the settlements of the tribes. In 
addition, professionals noted that a basic diffi culty stemmed from the lack of precise 
information about the child’s disabilities, which made it diffi cult to provide the 
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proper type of support that parents needed. All of the professionals emphasized a 
lack of information regarding complex disabilities, knowledge of the defi nitions of 
the types of intellectual disabilities, their characteristics, and the ways in which they 
are expressed developmentally. Additionally, there is, in their opinion, a lack of 
knowledge of methods, teaching techniques, and possible adjustments applicable for 
this particular student population. As one social worker stated: “…A social worker 
must have the knowledge in order to understand the child’s disability….” 

 The majority of the interviewees talked about the fact that in the Bedouin com-
munity, almost all of the disabilities are defi ned as an “intellectual disability.” With 
the exception of deafness, there are almost “no children with any other types of dis-
ability,” for example, mental disorders, behavioral disorders, or autism. This situation 
is refl ected in the type of therapeutic frameworks available: there are three schools in 
the Bedouin sector whose population is defi ned as having an intellectual disability, 
but there is no appropriate framework for children with any other type of disability. 
One social worker noted: “If I, in my capacity as social worker, want to ensure that a 
Bedouin child with autism receive the proper care, I have to send the child to a Jewish 
school, which in turn creates other problems.” In the opinion of the professionals, 
there is a need for an offi cially established support system. The lack of knowledge 
makes it diffi cult, they claimed, to help the parents in raising their children. 

  Theme 2 :  Shame, abandonment, or denial of the child’s presence . The majority of 
the professionals (90 %) expressed the idea that parents perceive their parenting in 
terms of shame, abandonment, or denial of the child’s presence. They offered vari-
ous reasons for this, among them the fact that a child with an intellectual disability 
is perceived as dishonoring the family and the parents’ reputation in the community. 
Parents tend to be ashamed of the miserable condition and appearance of the child 
with an intellectual disability, or perceive the child as marked by misfortune. As one 
educator noted, “children with intellectual disabilities in the Bedouin community 
are perceived by the parents as pitiful and as having an especially unluckydestiny, 
compared to the other siblings in the house.” 

 These perceptions change the role of the parent, in the opinion of the profession-
als, and instead of caring for the daily needs and personal interests of the child, the 
parents focus on upholding the family name. This preoccupation with the family’s 
reputation   , claims the professionals, creates shame and unwillingness on the part of 
the parents to reveal the child to the community. One of the principles related the 
following.

  The Bedouin community is characterized by strong family ties which are manifested by the 
parents’ constantly worrying about their children in every aspect, except when the family’s 
reputation is at stake. Then the child’s condition becomes irrelevant, overshadowed by the 
stigma and shame etc., associated with the child’s condition… and here parental roles 
change, from concern for the personal interests of the child to upholding the family name. 

   Several of the social workers and physiotherapists interviewed mentioned 
another way that parents have found to deny the presence of a child with intellectual 
disability. They had witnessed cases in which the parents abandoned their special- 
needs children at the hospital, and denied that they ever had “such a child.” 
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Professionals explained the various reactions of parents by referring to the family’s 
religious beliefs. The religion of the Bedouins, which is based on the Islamic tradi-
tion, may lead some parents to accept “fate” and to come to terms with the child’s 
disability, perceiving it as a state that depends on God’s will and one that they can-
not change. The role that religion plays for the family can be crucial, because it 
serves as a basis for their interpretation of the child’s disability. It is important to 
understand that in the Bedouin community, the tenets and customs that guide the 
family are embedded in the culture itself. 

  Theme 3 :  Parental resources . According to the perceptions of 80 % of the profes-
sionals, the issue of parental resources is central to understanding their parenting 
behaviors. The most fundamental resource is the capability to support the child and 
his or her needs on a daily basis, in the sense of demonstrating awareness of the 
child’s needs and a great willingness to invest time and effort in caring for the child. 
In the words of one of the educators:

  To support the child, to understand his diffi culties, his rights, and the appropriate treatment 
for him requires a lot of effort, insight, and awareness on the parent’s part, because without 
the effort and the tenacity, the parent wouldn’t even have the strength to cope with the 
hassles, and without the awareness, the parent wouldn’t have the mindset to worry about 
tests and treatments and special needs… 

   Along with what is said on this subject, according to the perceptions of the pro-
fessionals, we can consider parenting in Bedouin society on a time axis: most of the 
professionals spoke in terms of “then” and “now,” they noted that there were signifi -
cant changes in Bedouin society regarding children with disabilities. These changes 
are expressed, according to their perceptions, in that parents nowadays are more 
open to collaboration, more concerned and show a greater interest in the care and 
the development of their children with disabilities.  

7.3.1.2     The Professionals’ Defi nition of Collaboration 

 How do the professionals defi ne collaboration? Let me begin by noting that three 
professionals out of the 30 interviewees indicated that there was no collaboration 
between parents and professionals, because parents don’t send their child to school. 
Hence, the analysis presented here is based on input from the 27 remaining profes-
sionals. Interviewees discussed two themes, which illustrate that collaboration with 
parents is an essential and fundamental part of their work. The fi rst theme addresses 
the goals of the collaboration with the parents, namely, promoting their child’s wel-
fare; the second theme, unlike the fi rst, related to the goal of strengthening and 
enhancing this collaboration between parents and professionals. In other words, the 
focus of the second theme is on the parents rather than on the child. 

  Theme 1 :  The goal of the collaboration . For most of the professionals, the purpose 
of collaborating with the parents was to agree on and set in motion a plan of action 
for the child’s benefi t. To realize this goal, the professionals identifi ed three 
objectives.
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    A.     The need to increase parents’ awareness of their children’s basic needs . 
According to the perceptions of the professionals, the parents are responsible for 
ensuring that the child is able to receive the required support services, but they 
need to understand the child’s needs and be informed not only about the kind of 
support services available, but also about how to access them. The experts 
claimed in their interviews that instead of trying to convince parents to change 
their opinions and their beliefs, the professionals should refer to themselves as 
“interpreters or translators” of the approaches and resources available in the 
special education community, and as instructors who respectfully offer the fam-
ily support services, which the family may then choose to use or reject. 
According to the professionals, when they serve as translators and interpreters 
of the existing practices, they can learn about the beliefs and culture of the fam-
ily. Only then can a meaningful dialogue begin.   

   B.     Exhausting the child’s rights . Professionals perceived themselves as assisting 
parents to implement the rights to which child is entitled by law, for instance, 
obtaining equipment such as a cart or a walker, or receiving an implant for a 
hearing impaired child. One of the educators described the following situation.

  In my work, I encountered students who did not have eyeglasses, writing tools, or folders, 
and the parents were unwilling to purchase those things for them. There was one student 
with a mild intellectual disability, who was also blind, but she sat at home, she didn’t have 
her blind person’s card. There were some parents who didn’t know their children’s rights, 
children who were visually impaired or had other problems. 

   Additionally, professionals emphasized the importance of providing the parent 
with the necessary information. Thanks to this, one student who had been stay-
ing at home was fi nally enrolled in an educational framework. A social worker 
commented:

  I once got a report about a family of a girl with special needs. Trying to contact the family, 
I at fi rst came across a great deal of suspicion and distrust from the parents. The parents 
were not providing their daughter with the proper care; she did not receive the necessary 
medical treatment and was not brought in for her follow up appointments at the Child 
Development Institute. It was my impression that the parents had no and no awareness or 
understanding of the child’s condition and her disability. They saw the situation as a decree 
of God, and did not think that they could do anything about it. I spent a lot of time, con-
ducted many home visits, gave the family a great deal of support and many explanations, 
and informed them of their child’s rights, the importance of the treatments and, later, place-
ment in an appropriate educational framework. The parents received thus both mental and 
fi nancial help, and cooperated with me. 

 The girl went back to therapy at the Child Development Institute; the parents bought her 
the rehabilitation equipment, and took her to the meeting with the placement committee. She 
now attends the appropriate special needs educational framework. And now the parents keep 
in constant contact with me, and come into my offi ce to consult about other matters as well. 

   The professionals repeatedly emphasized that if a parent must decide between 
fi nding shelter and food or meeting and collaborating with the professionals, the 
parent would obviously take care of the fi rst before attending to the second.   

   C.     Maintaining contact with the parent . Professionals noted that to ensure the 
child’s ongoing and proper care, it is necessary to maintain continuous contact 
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with the parent. This is achieved by forging and strengthening the relationship 
with the parent. The professionals’ objective, thus, is to make sure that they 
don’t lose contact, which may become a frustrating exercise, in cases when the 
parent does not respond to the contacting attempts. Most of the professionals 
stressed how important it is not to give up, and to think of ways to create further 
dialogue with the parent.    

   Theme 2 :  The goal of strengthening the collaboration . Most of the professionals 
defi ned collaboration by what they do in their day-to-day work in order to strengthen 
the collaboration on the part of the parents. The focus of this theme is the work they 
do with the parents themselves, for instance, including the parents in the educational 
practice, inviting parents to attend meetings and school events; providing guidance 
to the parents on how to work with the child at home, coordination between and 
integration of the work being done at the school and the care provided at home; 
running workshops for parents and teachers; supporting the parents, expressing 
understanding and awareness of the parents’ needs; and coordinating expectations. 
A principal of a special education school noted:   

  Every organization must fi nd its own method, language, and attitude through which it can 
maintain constant contact with the parents and thus create this collaboration. I make every 
effort to involve the parents at the school; we engage them any way we can. 

7.3.1.3        “Translation” of Findings into Behavioral Dimensions: Skills and 
Strategies Used by Professionals to Work in Collaboration with 
Parents 

 Analysis of the behavioral dimension was intended to identify the interpersonal 
skills and the strategies employed by professionals in order to work in collaboration 
with the parents. The fi ndings of this section are presented separately for skills and 
for strategies. 

  7.3.1.3.1    Skills Employed by Professionals 

 The skills used by professionals to facilitate collaboration with parents were divided 
into two themes, according to the professional’s particular objective: (1) skills for 
getting to know the parents and (2) skills for containing the parents. 

  Theme 1 :  Skills for getting to know the parents . According to the perceptions of 
100 % of the professionals, getting to know the parents has to include becoming 
acquainted with their culture and environment. Therefore, the entire process has to 
occur in the parent’s own environment, so as to allow the professional to learn about 
the family’s background, understand the values and codes of the family, become 
familiarized with the tribal or other interpersonal struggles, and in this manner fi nd 
a common language with the family. Learning how to respect the parents’ culture 
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according to the family’s own point of view is also necessary. Such learning does 
not end with knowing to which tribe the family belongs; this is not the key to col-
laboration. Respecting the culture begins with the effort to recognize each tribe and 
family and its individual characteristics. The professionals repeatedly mentioned 
that one must invest time, special time, and a lot of time, to get to know the parents 
and their environment. 

  Theme 2 :  Skills for containing the parent . According to the perceptions of 98 % of 
the professionals, the skills employed in the effort to contain the parents emotion-
ally include listening, understanding, patience, and tolerance for the process that the 
parent goes through. In the words of one educator: “one should follow the timeline 
of the parent and the family, and that means not to pressure the parent and just to be 
the parent.” The following anecdote was related by a teacher.

  I remember once, when I was the homeroom teacher, and I was constantly following up 
with a psychologist who would come to the school. At that time, I was also the coordinator 
of special education at the school. A parent came in yelling at us, demanding to know why 
we had sent him a form to sign, by which he was supposed to agree to send his son to a 
psychologist. “My son is not crazy,” he yelled, “he has a good head on his shoulders and he 
has a brain…”. And so, he went on shouting. I asked him to calm down, and then we sat and 
talked privately in a quiet room. I explained to him the role of the psychologist and the dif-
ference between a psychologist and a psychiatrist. I explained to him about his son’s condi-
tion and his diffi culties in school and what would become of him if we did not help him. I 
explained the process of providing support and how it requires a psychological assessment, 
in order to test for other conditions, and that in addition, we run diagnostic tests at the 
school. The father understood, calmed down, and signed the form. 

 After that, the child was tested, and was found eligible for additional tutoring time, and 
after nearly a month, I met with the father again, and he was pleased with what had hap-
pened. One of the skills is to accompany the parents while taking care not to reinforce any 
negative feelings and to avoid entering into a confl ict that you then cannot get out of. It is 
very important to fi nd the time to meet with the parents, even if they do not keep to the 
schedule that was set. It’s vital to seriously address the issue that made the parents come to 
speak to us in the fi rst place, and to try to understand the goal of this visit, and not to forget 
the emotional aspect that the parents bring along with them. 

   According to the perceptions of the professionals, when parents feel that the 
professional is listening and attentive to their particular priorities at each stage of 
the support, the professional can become a partner who the parents can trust, which 
is the basis that enables the collaboration between them.  

  7.3.1.3.2    Strategies Employed by Professionals 

 What were the strategies employed by the professionals to encourage the parents’ 
collaboration? Within the answers to this question, three themes were identifi ed: (1) 
familiarity with the religion and clergy, (2) involving the existing multidisciplinary 
team of the school, and (3) modeling of collaboration. 

  Theme 1 :  Familiarity with the religion and the clergy . In the interview responses, 
85 % of the professionals talked about “using religion,” in the sense of being 
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familiar with the religion and the clergy, and appealing to clergy in order to resolve 
diffi culties, address the unique needs of the child, and sometimes to help address the 
parents’ needs as well. One of the teachers expressed the following opinion.

  Not all meetings have to be only between a teacher or a member of the school team and the 
parent; you can also hold meetings with some other person who the parents trust, such as a 
member of the cultural community, the family, or the tribe. For example, a cleric might have 
a valuable contribution to the collaboration between parents and professionals. I think that 
the professionals constitute the formal support services system, while the family, commu-
nity, and tribe constitute the informal support system in the Bedouin society, and are there-
fore very important. 

   According to the perceptions of the professionals, interventions that recruit the 
people who are already part of the parents’ natural support network are most likely 
to succeed. Hence, it is important to meet the clerics who are signifi cant to the par-
ents and involve them: the intervention must be based on the parents’ natural sup-
port network, in this case the help of religious leaders from the community. 

  Theme 2 :  Involving the existing multidisciplinary team of the school . According to 
the perceptions of 70 % of the professionals, involving the entire multidisciplinary 
team at the school in the work that is being done with the student is essential for the 
existence of collaboration with parents. This theme includes the following catego-
ries: collaboration for the purpose of Individual Educational Programs, collabora-
tion for the purpose of diagnosing and evaluating the student, collaboration for the 
purpose of overall student care. Many of the professionals distinguished between 
the Individual Educational Programs and student care. According to them, care is 
responding to the needs of the student which are not being met at home and/or at 
school, anything related to everyday life and survival needs, such as diapers. For 
instance, one teacher brought diapers to school each morning, and diapered a girl 
who would arrive at school smeared with feces. Others told of administering medi-
cation to children whose parents do not follow the necessary course of treatment 
and of bringing food for students who come to school without lunch. 

 Most of the professionals mentioned collaboration for the purpose of Individual 
Educational Programs. These meetings are held at the beginning of the school year 
and sometimes also at the end. Interviewees emphasized that what takes place at 
these meetings is mainly the sharing of information about each student. There is no 
discussion of the goals of the work with each student, the student’s diagnoses, or the 
evaluation fi ndings. According to the interviewees, there is a gap between policy- 
related statements and the actual implementation. Based on their training, profes-
sionals know the importance of multidisciplinary teamwork and collaboration, but 
they note that in practice, there is only one session in which they share information. 
This gap may explain the distinction that most of the professionals drew between 
Individual Educational Programs and student care. 

  Theme 3 :  Initiating and maintaining collaboration . According to the perceptions of 
68 % of the professionals, it is up to the professionals to initiate and maintain the 
collaboration with the parents. One educator noted the following.
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  The contact and the beginning of the collaboration with the Bedouin community, in my 
opinion, should be initiated by members of the education system and not by the parents, 
because I’m assuming that for those who did not come to see me, it’s up to me to go see 
them. What I mean is that parents in the Bedouin community are unaware of the importance 
of the collaboration or the importance of planning for the future; the parents depend on us 
and on the message that we, as the system, pass on to them. 

   The professionals mentioned that the response of the professionals and of the 
school to the parents’ different customs and behaviors is what produces either posi-
tive or negative results in terms of the parents’ collaboration. 

 This theme included the following categories: fi rst, “courting” the parents, and 
second, the behavior of the professionals. “Courting” the parents includes inviting 
them to school to attend meetings, school events, school trips, and observation of 
the student, among other suitable activities. Successful collaboration was described 
as follows, by a social worker: “a successful collaboration is refl ected in the parent’s 
response and presence after the invitation was extended,” and thus, by one of the 
teachers:

  The parents maintain ongoing and constant contact with the school; it speaks to a “success-
ful collaboration”. This means that the professionals consider a successful collaboration to 
be one where they are able to maintain regular contact with the parents. This requires pro-
fessionals to initiate contact over and over again; it requires many calls to encourage and 
persuade the parents; patience and persistence. This guideline was iterated by one of the 
principals thus: “contact the parent even ten times if you have to, just do not give up”, and 
in the words of a social worker: “be tolerant and have the power that God gives those who 
have patience and believe.” 

    Theme 4 :  Providing practical solutions to the everyday diffi culties raised by parents . 
All of the professionals mentioned the issue of providing solutions to the child’s 
everyday problems which the parents have to face. One example is the following 
story about helping a child with skin problems.

  …. This is one student who used to be in my class. A very nice girl, shy, introverted, inse-
cure, and neglected. She used to come to school without food or pocket money to buy food 
at the school kiosk, and in addition she had a visible skin disease. Her hands and even her 
face were covered with dry spots, like tattoos, and that made the students stay away from 
her, because it was infectious. 

 At fi rst I approached her, took her aside for a lot of conversation and built up her trust, 
and in addition I gathered information about her, about the family. It turned out that her 
mother was the father’s second wife, and the father was very neglectful, and didn’t visit 
them at all. The mother was depressed and the family was on welfare through the local 
council. So I made a point of helping her in every way. I let her feel that I cared about her, 
treated her like the mother she couldn’t have and involved the principal and the school 
counsellor in everything that happened. I invited her mother and together we took the child 
to a doctor to take a look at her skin. The doctor gave us information and a prescription, 
along with a referral to a dermatologist in Beer Sheva, and we started buying her ointment, 
sometimes with the principal’s money, sometimes with my money, as long as she got help 
and was feeling well. In addition, I got her a dermatologist appointment and went with them 
to the medical examination, and reported everything to the welfare department, so that they 
would pay for the medication and place all the kids in that family in daycare in the after-
noons, so that they would at least get some food. 
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7.3.2          Parents 

 The interviews with the children’s parents were less informative than the interviews 
with the professionals, but numerous nonverbal behaviors were noticeable. Analysis 
of the nonverbal observations shows that the behavior which appeared most fre-
quently and with greatest intensity was silence. Although the purpose of this study 
was not to examine nonverbal behaviors, the silence of the parents was deafening 
and is therefore signifi cant and noteworthy. 

 A number of reasons may explain the informative difference between the profes-
sionals and the parents. First, the professionals are trained in giving interviews or 
talking in a way that requires them to be verbally eloquent regarding the fi eld in 
which they work. Second, it is likely that the issue created a fl ood of emotions for 
the parents. Third, for some of the parents, this was the fi rst time they were asked 
for their opinion and were able to share stories and information, and for others it 
was the fi rst time they talked about being the parents of children with disabilities. 

7.3.2.1     Parental Perceptions Regarding the Parenting of a Child 
with an Intellectual Disability in the Bedouin Community 

 All parents addressed this question. After the question had been posed, most parents 
took a deep breath; some lowered their heads and most of them kept silent a few 
seconds/minutes before answering the question. It was evident that the question was 
diffi cult for most parents. The question caused them to use very emotional language, 
unlike their replies to other questions. Analysis of 100 % of the fi ndings raises two 
major themes in this area: emotions and feelings that come up when one is raising a 
child with an intellectual disability, and faith in God as a way of coping. 

  Theme 1 :  Emotions and feelings that come up when one is raising a child with an 
intellectual disability . Analysis of the observations of nonverbal behaviors showed 
that this question was emotionally diffi cult for the parents. Most of the parents were 
silent for a while before answering the question, and also, it seemed that for some 
of the parents, this was the fi rst time they faced answering this question out loud, 
and were asked to defi ne their perceptions. We can present the parents’ answers to 
this question on a thematic sequence    (Fig.  7.1 ):

   Parents spoke with an emotional voice. Of the 30 parents interviewed, 22 (73 %) 
said they were angry and sad, 17 (56 %) of the parents talked about the pain of 

Not easy
(4, 13% )

Very difficult
(21, 70% )

Very difficult especially for
the Bedouins (5, 16%)

  Fig. 7.1    A continuum of parents answers regarding their feelings of raising a child with a 
disability       
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raising a child with an intellectually disability, and 9 (30 %) of the parents empha-
sized that they love their child, but noted that they had “bad feeling,” that they felt 
uncomfortable in company due to feelings of shame. They explained that preferred 
to avoid being among people, to stay at home with the child, and remain in the 
safety of their own private space with the child suffering from the disability. Finally, 
5 (16 %) of the parents mentioned that they had “no more strength left.” 

  Theme 2 :  Faith in God as a way of coping . Analysis of the responses of 28 (93 %) 
of the parents showed that the strength to cope with the challenge of raising a child 
with an intellectual disability is based on faith. For example, 18 (64 %) of the par-
ents indicated that faith strengthens them and gives them the mental energy to deal 
with the day to day; 6 (21 %) of the parents said that “there is no choice, this is 
God’s decision”; 6 (21 %) mentioned that “we are religious and believe in God”; 
and 3 (10 %) others noted that “only God will help and forgive.” 

 Some parents, in their response to this question, also addressed the child as well 
as parenthood. Analysis of the data revealed a clear distinction between parents of 
children with a mild intellectual disability and parents of children with a medium/
severe disability. Parents of children with mild disabilities perceived the child as a 
“regular” child, as mentioned by 9 (30 %) of the parents, and 3 (10 %) parents said 
that they treat this child as they do the others. In contrast, parents of children with a 
medium/severe disability repeatedly referred to the child as “unfortunate, misera-
ble,” and expressed a wish that the child might get better, recover, and be a normal 
child again, 10 (33 %) of the parents said over and over again: “We did everything 
we could so that he would recover; the rest is in God’s hands.” 

  7.3.2.1.1    The Parents’ Defi nition of Collaboration 

 In their responses to the question regarding collaboration, 6 (20 %) of the parents 
indicated that there was no collaboration; hence, the analysis presented here is based 
on 24 parents representing 80 % of the parents interviewed. The analysis of the 
questionnaires of these 24 parents identifi ed three main themes: (1) a continuum of 
collaboration; (2) collaboration location; and (3) examples of a successful 
collaboration. 

  Theme 1 :  A continuum of collaboration . Parents’ answers to this question revealed 
various degree of collaboration, which form a continuum. The following is a sche-
matic presentation of this continuum (Fig.  7.2 ).

   Parents who are not collaborative raised a variety of arguments; for example, 
some said: “I don’t want anything,” another parent said: “I cannot give them [the 
professionals] instructions,” yet another said: “it doesn’t matter to me—I was and 
am doing fi ne.” Another quote that reinforces this trend exhibited by the parents: “I 
did not study after high school and I’m not a teacher and don’t know anything about 
special education, I’m fi ne and ready for anything.” That is, the parents treat the 
professionals’ opinions as expert opinions with which they (the parents) are not 
equipped to argue. Parents who were partially collaborative presented statements 
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such as: “The most important thing is the child; I, as a parent, am less important.” 
Among the parents who were completely collaborative, 9 (37 %) parents responded 
by describing a distinction between two concepts (without defi ning them) that the 
theoretical literature refers to as “involvement” and “collaboration.” According to 
parents’ perceptions, involvement means that the parents take part in activities that 
are a part of the child’s education, such as meetings at school, consultations, train-
ing, and volunteer services. Collaboration includes maintaining a positive relation-
ship, which is respectful and based on equality between the home and the school. 
This relationship includes mutual problem solving and joint decision-making. 
Regarding decision-making, for example, 14 (58 %) of the parents stated that the 
purpose of the collaboration is joint decision-making. The common goals, accord-
ing to the perceptions of the parents, should be focused on the child, treatment 
issues, and should be implemented by law. Parents emphasized that they believed 
that parents of children with intellectual disability must be an active partner in iden-
tifying educational problems and fi nding solutions. They emphasize that the voice 
and the stories of the parents must be heard. Analysis of the fi ndings indicated that 
some of the parents wished to enjoy collaboration as well as involvement and that 
some had had a positive experience with the school. 

  Theme 2 :  Collaboration location . Asked where they would like the collaborative 
work to take place, 22 (92 %) of the parents responded to this question, and most 
said their preferred location for the collaboration with the professionals was at their 
home or tent. They gave a variety of reasons for this request, for example, saving on 
travel expenses to the school or welfare offi ce, and feeling uncomfortable away 
from home. These parents said they did not want to be exposed to others in their 
community, and wanted the process of diagnosis and support to take place at the 
home. According to the parents, there are two types of support that can be provided 
at the home: (a) instructions on how to work with the child at home, or alternatively, 
if the child attends kindergarten or school, instructions on how to continue the type 
of work done with the child in the educational setting in the home setting, so that the 
child would make progress; (b) directing the parents to the support services avail-
able for the child. 

  Theme 3 :  Examples of a successful collaboration experience . In response to the 
question regarding a successful collaboration experience, 2 (7 %) of the parents 
indicated that they had no successful experience of collaboration; another parent 
said he could not remember, 8 (27 %) of the parents said they had a number of suc-
cessful experiences of collaborations, and 7 (23 %) other parents said they had 
experienced many collaborations with a successful outcome. Altogether, there were 

Parents who are not
collaborative

Parents who are
partially collaborative

Parents who are
completely collaborative

  Fig. 7.2    A continuum of parents’ collaboration       
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12 (40 %) successful instances of collaboration among the parents who participated 
in the study. Analysis of their stories found two issues that were pivotal for enabling 
a successful collaborative experience.

    (a)    Receiving assistance and suggestions for coping strategies from the special 
school. For example, a father spoke about a school project that aimed to provide 
information to parents in the special school.

  This is an example about the school, they had a project, and invited us parents, along with 
the children, and listened to our needs and the children’s needs on different subjects, and 
they wanted to know if we wanted knowledge about certain subjects (at the fi rst meeting, of 
course). I looked around, a lot of parents came, they all came with their kids. It was the fi rst 
time I ever saw so many retarded children together. This project was a good idea, they [the 
professionals] were trying to change some things around and add to the existing plan. They 
treated us, the parents, with respect. They treated us like the people who know their own 
child best, and know how to deal with him better than they did, and also, because we are the 
ones who live with the child after school is out. 

       (b)    Providing the parent with information. In one example, informing parents of 
their rights led them to send their daughter, who had previously remained at 
home, to attend an educational framework. Another parent told of a struggle to 
attain safer transportation for the children, which was carried out by the parents 
in collaboration with the school’s professionals, for the benefi t of children.

  I’ll tell you a success story; we collaborated with the school so that there would be a chap-
eron on the school bus. Every morning the drivers would come to where the tribe lives to 
take my child to school, and there was never an adult accompanying them during this drive. 
That’s against the “transportation safety” laws. On several occasions the children, were 
injured during the drive, hurt each other, or hurt themselves. I called the person in charge of 
transportation repeatedly—that helped for a day, and sometimes not at all. I fi nally turned 
to teachers and the school principal, and explained to them that this is their problem as well 
as ours, and that we all suffer from it. We, the parents, along with the school cooperated: we 
chose representatives and together we turned to The Ministry of Education. The response 
from The Ministry of Education came immediately; they addressed the problem quickly, 
but we did not fi nd the proposed solution suffi cient. In the end, we decided to take this to 
court. We won, and the children got what they deserve—a safe ride. 

   Another father told of obtaining the equipment required for his daughter, 
who is blind.

  My daughter is almost completely blind. She goes to school but we did not buy her eye-
glasses or other equipment that she needed, because we had no money. We didn’t know she 
needed a special document attesting to the fact that she is blind; we didn’t know she had any 
special rights. I’m not the only parent who didn’t know the rights of his child. Her teacher 
had arranged a meeting. All parents received an invitation that included a detailed agenda 
for the meeting. At the meeting, there were tables with refreshments and drinks, there were 
professionals there, and they brought some aid devices. The meeting was successful. For 
instance, there were discussions about issues such as transportation to school from distant 
locations and about feeding the students who come from a socioeconomically disadvan-
taged background… And we made decisions : [we formed] an organization of parents of 
visually impaired and blind students, which included also parents of students with other 
problems, and organized food for the students; enrichment programs for visually impaired 
and blind students, and so on. All this has contributed greatly to my daughter’s wellbeing, 
both at school and in life; she has come a very long way. 
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       In telling their success stories, parents emphasized several components. The 
places where they had experienced successful collaboration constituted one compo-
nent: 11 (37 %) of the parents mentioned school, 9 (30 %) of the parents mentioned 
the welfare offi ces to which they belong, and 7 (23 %) mentioned the Institute of 
Child Development (a department within the national health maintenance pro-
grams). Another aspect noted was the professional’s area of expertise: 11 (37 %) of 
the parents mentioned the homeroom teacher, 9 (30 %) mentioned the social worker, 
4 others mentioned the school principal (14 %), 5 (17 %) of the parents mentioned 
the physiotherapist, and 2 (7 %) of the parents mentioned the psychologist. Finally, 
the parents spoke of the type of functioning on the part of the parent that allows for 
a successful collaboration; during this part, the parents spoke about parental capa-
bilities, such as a calm demeanor and the ability to listen.   

7.3.2.2     “Translation” of Findings into Behavioral Dimensions: 
Skills and Strategies That Parents Expected from Professionals 

   7.3.2.2.1     Collaboration Skills That Parents Expect from a Professional 
Who Works with Their Child 

 Responding to a question regarding the type of behaviors they expected from the 
professionals, the 22 (73 %) parents who responded raised several themes. The 
analysis of the parents’ answers raises two themes: (1) “being a decent human 
being” and (2) specifi c skills. 

  Being a decent person . In their replies, 22 (73 %) of the parents indicated that a 
professional should be “a decent person,” and several different meanings were 
assigned to this term: 18 (60 %) of the parents indicated that the professional must 
have a big heart, 10 (33 %) of the parents mentioned that the professional should 
have a special kind of character, but did not specify what kind, 9 (30 %) of the par-
ents noted that the professional must love his/her work, and 6 (20 %) of the parents 
mentioned that the professional must have a strong personality. According to the 
perceptions of the parents, trained professionals are not defi ned as experts solely 
because they are good at their respective areas of expertise, but because of their abil-
ity to “be a decent human being.” 

  Specifi c skills . The answers to this question were varied and the parents presented a 
large number of skills. I will present the skills according to the frequency with 
which they were mentioned: 12 (55 %) of the parents expected a professional to be 
an expert, act professionally, and be professionally infl uential; 10 (45 %) of the 
parents expected the professional to demonstrate dedication to and faith in their 
work; 7 (32 %) of the parents emphasized “balanced” and “calm”—as important 
qualities; 5 (23 %) of the parents expected the professional to keep his/her promises; 
and 3 (14 %) parents expected a professional to be able to provide guidance and 
advice. Additional qualities and skills that were mentioned only once were forgiv-
ing; tolerant; accepting of others; having the ability to help, to share with the par-
ents, and to preserve confi dentiality and privacy; having integrity; being available; 
and a willingness to invest time.  
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   7.3.2.2.2     Parents’ Perceptions of the Work Patterns That Professionals Should 
Employ in the Course of the Collaboration 

 This question asked about the work patterns that the parents wanted the professionals 
to follow when working with them. One signifi cant theme was raised over and over 
again: according to the perceptions of 30 (100 %) of the parents, listening is a key 
component of collaboration. (Analysis of the research fi ndings showed a variety of 
work patterns, but as each of these work patterns was presented only by one parent it 
was impossible to identify a central theme; hence, I will not introduce them here). 

  Listening . One communication pattern that was raised during every interview, i.e., 
by 100 % of the parents, was listening. The reason for the repeated mention of this 
concept is that listening is the language of acceptance. Parents are tuned into what 
is called in the professional jargon “empathic listening,” meaning “to listen in order 
to truly understand.” For example, this is one parent’s description of the type of 
listening that was desirable in the context of collaboration:

  … I want him to really listen, with his eyes, with his ears, with his head and heart, not just 
listen to what I am saying, but to feel what I am feeling, to understand my behavior, what 
I am not saying … 

   Another father added the following.

  The most important thing is that he should listen to me, to us. We know our children better than 
anyone else, and we know what’s right for them. A lot of the time I feel that they (the profes-
sionals) don’t listen, they fi ll their reports, they ask a lot of questions, they don’t have any time. 

   To summarize this chapter, I will present a diagram of the research topics, the 
dimensions of parenting and collaboration, and the behavioral dimensions that are 
recommended for the professionals working in an indigenous community    (Fig.  7.3 ).

   Abu-Sa’ad ( 1999 ) argues that the time has come to allow the Bedouin commu-
nity to be a part of the solution regarding its own educational problems. According 
to him, the way to improve the situation of the Bedouin society is through engage-
ment. In the case of the education of children with disabilities, I suggest that the 
word  engagement  be replaced with the word  collaboration .     

7.4    Principles of Indigenously Inclined Collaboration 

 The principles of indigenously inclined collaboration introduced in this section were 
derived from the case study discussed in the previous part of this chapter as well as 
from the information and insights accumulated through the entirety of this book. 

 Special education professionals are equipped with several theory- and model- 
based intervention strategies acquired during their professional training, from which 
they derive their working principles for collaboration with parents. What happens, 
then, when the working principles of professional intervention are not suitable for the 
community in which they work and are inconsistent with the contextual boundaries 
and characteristics? In such cases, the professionals must have at their disposal 
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principles that will guide them as they seek to bridge the gap between the school 
culture and the indigenous culture. Using these principles will enable them to adjust 
their strategies to the culture of the client (in this case, the Bedouin parents of chil-
dren with disabilities). Any other approach to collaboration is likely to create confl ict 
and would require adjustments on the part of the parents, who are already experienc-
ing high levels of stress. The purpose of the collaboration should be to bridge the gap 
between the two cultures, that of the special school and that of the indigenous com-
munity, in an attempt to spare the parents the experience of culture shock and out of 
awareness for the cultural blindness that the professional might have. 

 In this part, eight principles of indigenously inclined collaboration are presented, 
based upon the previous chapters and the case study discussed in the previous part 
of this chapter. Learning to become more responsive to different communities and 
cultures cannot be easily summarized in a checklist or in guidelines for appropriate 
practices to use with parents of children with disabilities in an indigenous commu-
nity. The principles laid out here can, however, be used as a springboard for 

  Fig. 7.3    Graphic representation of the research topics presented in this chapter       
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discussion. At the same time, they provide a backdrop from which to formulate new 
questions in a way that increases our understanding and our capacity to provide the 
best possible bridge to collaboration. The principles are presented here in an identi-
cal manner, referring to three elements: the subject of the principle, the assumptions 
behind it, and the goal of the principle. 

7.4.1     Principle 1: Spend Time to Save Time 

7.4.1.1     The Basic Assumption Behind the Principle 

 Since parents of children with disabilities constitute a population living with a dual 
identity—indigenous and disabled, they are an especially vulnerable group. Hence, 
collaboration in indigenous communities can exist only when the professionals 
understand and appreciate the struggle of the parent from the parent’s point of view, 
that is, the point of view of the family, the community, and the ecological system to 
which the parent belongs. Working with parents of children with disabilities in an 
indigenous community requires a “wide angle lens,” taking into account the large 
number of factors that affect the parents and the child; thus, we need to look at the 
big picture. It is only once we have looked at all the variables in the context of the 
parent as an individual, a member of an immediate and close-knit extended family, 
a member of a community, and a person with knowledge, can we begin to “zoom in” 
and focus on working with the parent.  

7.4.1.2     The Goal of the Principle 

 A profound familiarity with the parent’s contextual surroundings, a familiarity 
gained overtime, is a prerequisite for understanding the parent’s worldview when 
encountering the professional/professionals, and it is the basis for the parent’s col-
laboration or lack of collaboration. The time spent working respectfully and sensi-
tively with parents from an indigenous community is a sound investment, and it may 
be the only way to ensure that the goals of the intervention are achieved.   

7.4.2     Principle 2: Familiarity with the Communal/
Native Group and Recruiting Its Support 

7.4.2.1     The Basic Assumption Behind the Principle 

 The communal or religious group constitutes a social support framework. People in 
indigenous communities care for each other, regardless of whether they are blood 
relatives. They support each other in different situations and help each individual 
cope, especially in a situation of crisis. Belonging to this group is an integral part of 
the daily life of the individual, and for that reason, the support of this group is 
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important, because it can provide meaning for the parent, which in turn may help 
the parent cope during hard times.  

7.4.2.2     The Goal of the Principle 

 In indigenous communities, the group framework to which the individual belongs 
extends beyond one’s blood ties and clan, and it is an integral part of the individual’s 
daily life. The professional’s familiarity with this framework and the ability to recruit 
its support can empower the parent when coping with hardship. Even if the parent 
chooses not to share personal thoughts and feelings with the group members, the 
group framework may still give the parent the feeling that “we are here with you.”   

7.4.3     Principle 3: Indigenous Sensitivity 

7.4.3.1     The Basic Assumption Behind the Principle 

 When working with parents of children with disabilities in indigenous communi-
ties, in addition to elements of cultural sensitivity and cultural competence, one 
requires indigenous sensitivity. The fi rst step is to learn the indigenous history and 
the perceptions of the indigenous community, as well as the parent’s perception of 
the disability. In addition, a familiarity and an understanding of the unique diffi cul-
ties of the indigenous community to which the parent belongs are required, since 
these affect the collaboration of the parents. Indigenous sensitivity requires indige-
nous awareness, indigenous knowledge, indigenous competence, and indigenous 
sensitivity. It requires a fl exible mind, an open heart, and a willingness to accept 
alternative perspectives.  

7.4.3.2     The Goal of the Principle 

 Parents’ perceptions of disability and support services are based on indigenous 
assumptions, rather than on universal truths.   

7.4.4     Principle 4: Professionals as Cultural Mediators (Between 
Special School Culture and the Indigenous Culture) 

7.4.4.1     The Basic Assumption Behind the Principle 

 The culture of the special school and the culture of the parents in indigenous 
 communities are different (see Chap.   4    ). The culture of parents of children 
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with disabilities in indigenous communities is characterized by several factors: 
 existential challenges, i.e., poverty, poor living, and health conditions, and a heri-
tage defi ned by subjugation; indigenous knowledge, i.e., culturally bound behaviors 
that affect interpersonal communication, and the meaning and causes of disability 
as perceived by the culture; indigenous psychology, which determines child rearing 
practices as well as the conceptualization of  development ,  goals,  and  time . In con-
trast, the culture of the special school and/or of the professionals working in the 
school is characterized by a different set of factors: The school’s culture represents 
the culture of the ruling establishment, professionals are viewed as experts, reliance 
on an exclusive source of knowledge, infl exible views due to “objective science”, 
individual- (rather than community-) centered approach, embedded cultural expec-
tations, and time constraints.  

7.4.4.2     The Goal of the Principle 

 The role of the professional is to bridge the two cultures and to reduce the cultural 
shock that the parents may experience. Professionals working with parents in indig-
enous communities and cultures to which they do not belong fi nd themselves in a 
position to bridge the gap between the two cultures. The goal is to avoid confl icts 
between the two cultures, confl icts which may harm the child’s development and 
lessen the ability to respond to the child’s needs.   

7.4.5     Principle 5: Professional and Multidisciplinary 
Training for the Professionals 

7.4.5.1     The Basic Assumption Behind the Principle 

 The chapters of this book indicate that collaboration between professionals and par-
ents is a complex process, characterized by several basic components, and defi ned 
not only by certain structured professional obstacles, but also by the quality of the 
relationship between experts and parents. To facilitate this process, professionals 
should have the benefi t of specifi c training, related to indigenous cultures in general 
and to the culture of the specifi c community where the professionals serve.  

7.4.5.2    The Goal of the Principle 

 To collaborate with parents of children with disabilities in indigenous communities 
and bridge the gap between the two cultures, professionals need knowledge, skills, 
sensitivity, and awareness of indigenous variables. In other words, professionals 
need training, which can be provided before they begin working, as well as during 
their time working in special education schools in indigenous communities.   
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7.4.6     Principle 6: Expansion of the Role of the Professional 

7.4.6.1    The Basic Assumption Behind the Principle 

 As noted earlier (in Chap.   1    ), parents of children with disabilities in indigenous 
communities have a wide variety of needs, including the need for more extensive 
support services, due to the unique characteristics of indigenous communities, 
among them, the high frequency of health risks; the elevated school dropout rates, 
and lack of fi nancial resources.  

7.4.6.2    The Goal of the Principle 

 Given that parents of a child with a disabilities in an indigenous community is in 
need of various support services, in addition to assistance in many existential, 
everyday needs, the most important work of the professional in the indigenous com-
munity may be the ability to provide parents with concrete support that addresses 
their everyday existential needs, such as providing clothing, school supplies, food, 
and transportation for their child.   

7.4.7     Principle 7: A Discussion on the Effects That School 
Decisions Have on the Parent’s Community 
and Environment 

7.4.7.1    The Basic Assumption Behind the Principle 

 Societies have informal reward and punishment mechanisms. Society either looks 
favorably upon the behavior or attitude of the individual, or sanctions them, accord-
ing to the degree to which they adhere to the boundaries that the community has set 
for itself. A parent acting in accordance with the conventions of the community and 
its boundaries would be welcomed and entitled to the community’s support, whereas 
a parent who makes choices that do not correspond to the community’s guidelines 
might be censured, depending on the degree to which the community’s conventions 
were breached.  

7.4.7.2    The Goal of the Principle 

 Helping the parent while demonstrating a profound regard for the effects that col-
laborative decisions could have on the parent’s family, clan, and extended commu-
nity will ensure that decisions and plans are made in accordance with the indigenous 
culture, knowledge, and values. Disregarding these effects jeopardizes the entire 
collaborative effort.   
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7.4.8     Principle 8: Learning from Success 

7.4.8.1    The Basic Assumption Behind the Principle 

 Professionals working in indigenous communities with parents of children with dis-
abilities experience success in their daily work. Experiences of professional success 
are important, because they provide orientation for further success; they reinforce 
the professionals’ coping abilities and enhance their motivation to continue to cope 
with their professional challenges.  

7.4.8.2    The Goal of the Principle 

 It is important to equip professionals with a theoretical background about indige-
nous cultures, emphasizing the method and importance of identifying experiences 
of success in their work, as well as ways to learn from these experiences.       
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