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In the introduction to the Individuals with Disabilities Education Act Amendments of 2004 (P.L. 108-446), Congress found that 

Almost 30 years of research and experience has demonstrated that the education of children with disabilities can be made more effective by . . . strengthening the role and responsibility of parents and ensuring that families of such children have meaningful opportunities to participate in the education of their children at school and at home. (IDEA § 601(c)(5)(B))

IDEA assures that when a child has a disability, parents are not alone and their legal and procedural rights are maintained. Where it was once the norm to exclude parents from any decision-making about their children, IDEA assures parents that they are integrally involved in the process. It guarantees:

· Free, appropriate public education at no cost to parents;

· Cooperative problem-solving among schools and parents; 

· Nondisciminatory assessment and the use of multiple procedures to assist with placement decisions;

· Equal weight with other team members in identification, eligibility, and placement decisions;

· Identification of parents’ concerns about children’s educational progress; 

· Placement in private schools at public expense (under some circumstances);

· Procedural safeguards, such as due process and alternative dispute resolution, that make sure that parents’ legal rights are maintained, including

· Parental consent to all procedures;

· Opportunity to present complaints;

· Access to educational records;

· Independent evaluation of the child;

· Written notice before a change in education, identification, or placement occurs;

· Mediation;

· Due process hearings, including requirements for disclosure of evaluation results and recommendations;

· Maintaining placement while due process proceedings occur;

· State-level appeals (if applicable in that State);

· Civil actions; and

· Attorneys' fees (if the parents prevail).

With a long history behind the legal basis for parent involvement, parents certainly have sufficient status in special education. But status does not always result in meaningful involvement, let alone mutual respect. Those of us who are descendants of the civil rights movement understand that laws cannot change attitudes, but they can change behavior. So, while you may have opinions about parents and their abilities to make decisions for their children, IDEA requires you to behave in a certain way and follow certain procedures to incorporate parents into educational decision-making. Our job, as parents and teachers, is to give meaning and sustenance to the law, in the face of preconceived notions of how parents and teachers should act.

If it takes a village to raise a child, then it takes a city to raise a blind child.  Educators sometimes forget that when a child has vision loss, families’ interactions with professionals increase exponentially. The family constellation once composed of a small number of loved ones, friends, and perhaps a spiritual group, suddenly expands beyond the immediate neighborhood to include hospitals, schools, clinics, and an array of medical and educational professionals never even imagined. The ability to maintain personal privacy, or to choose whom to share worries and concerns with is eroded.  Everything you thought you knew, even about yourself, comes into question. This may seem strange to educators, who choose this field, but parents do not. Parents are no more prepared for this new world than teachers were at their first multidisciplinary team meeting. 

Parents sometimes state that professionals offer a roadmap for navigating uncharted waters. However, they quickly learn that there are so many professionals, and each only holds only one piece of the puzzle. Over time parents discover that the same question asked of different professionals yields very different answers. A simple question like, "How can I help him use his remaining vision effectively?" results in (a) doctors recommending surgery; (b) low vision specialists talking about glasses, monoculars, and text-enhancing devices; (c) VI teachers stressing visual efficiency; (d) orientation and mobility specialists referring to cane travel and crossing the street; and (e) blind adults asking why we are even asking the question.  

It is apparent that the law and its practice may yield very different results. During assessment conferences, parents may not be told about beneficial interventions if the school district is not prepared to provide the service. The law enjoins us from talking about money, but parents can sense when something is being withheld, even if they do not know what it is, and it impacts trust. Parents become disappointed that the warm, wonderful teacher who works with their child offers different advice in this formal context, when supervisors are present.  

There are other instances where the requirements of the law inadvertently create misunderstandings and mistrust. At one IEP meeting, one of the authors asked, “If I do all the interventions you recommend, when do I get to hug him?” All too often, parents who manage to get to an IEP meeting wearing a clean T-shirt and jeans are presented with a room of 3-12 professionals, all in their sincere suits, and all about to tell them about their child, as though the mother or father has no such knowledge themselves. It seems that for teachers, the IEP meeting is an exciting opportunity to chart progress for the coming year, while for parents it can become a sad reminder of how their child could not progress without special interventions. These feelings make it difficult to take in everything that is being said. 

Parents and professionals sometimes make unreasonable requests of each other, and sometimes we over-react to those requests. But we have to believe that we all try to act in the best interests of the child. There simply are no guidebooks on how to act, and often our expectations for each other and for children with vision loss are marred by allegory, superstition, hyperbole, and prejudice. But the law is clear: We must work together. We will work together.

The City has many parts: schools for education; churches, synagogues, and mosques for spiritual renewal; homes for living and loving; parks and sports facilities for leisure and recreation; factories and office buildings for working; theaters, restaurants, markets, libraries, services, stores, utilities, newspaper stands . . . . The most important part of the City is the people who inhabit it, and in the end, we are all family members. We support the families of children with vision loss as they support other families, as they support us. Together, we live, laugh, learn, and play – and turn the ideal of parent involvement into practice.
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