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NANCY LURIE MARKS FAMILY FOUNDATION

PROGRAM ANNOUNCEMENT

Background

Autism is a complex developmental disability which impacts the acquisition of social and communication skills to varying degrees in affected individuals. There is significant variability in the severity of symptoms.  Some individuals with autism are nonverbal or demonstrate impaired language skills, exhibit stereotypical and repetitive behavior patterns, have difficulty forming social relationships and demonstrate difficulty responding appropriately to the environment.  Autism is frequently characterized by gross motor and fine motor abnormalities.  Autism typically appears during the first three years of life, is approximately four times more prevalent in boys than in girls, and affects people of all racial, ethnic, and socioeconomic backgrounds. The causes of autism are currently unknown but the disorder is highly heritable and the etiology may involve a complex interaction between genes and the environment.
The Nancy Lurie Marks Family Foundation

Founded by Nancy Lurie Marks and headquartered in Wellesley, Massachusetts, the Nancy Lurie Marks (NLM) Family Foundation is one of the nation’s largest and most prominent supporters of autism research. 

The primary mission of the Foundation is to help people with autism lead fulfilling and rewarding lives. The Foundation funds peer-reviewed research projects, supports autism advocacy organizations, supports the production of educational materials about autism, and provides infrastructure and training grants to hospitals, universities, and other research institutions worldwide. The focus of the Foundation’s interests are broad and it supports  projects ranging from investigating the genetic basis of autism to developing arts programs in which individuals with autism can explore means of self-expression and participate in  inclusive social environments. The Foundation is particularly interested in supporting projects that challenge the stereotypes that prevent people with autism from becoming fully integrated into society. The NLM Family Foundation also actively seeks to develop partnerships with other funders and has supported projects cooperatively with the National Alliance for Autism Research and the Simons Foundation.  For a full listing of grants supported by the Foundation please visit www.nlmfoundation.org.

Research Objectives
Since communication impairment is at the core of the autism syndrome, a body of research is developing focused on characterizing the symptoms and profiles of communicatively impaired autistic children, as well as on the development of effective interventions in this population  Less scientific attention has been focused on understanding the consequences and implications of communication impairment in adults with autism and few studies have been aimed at developing intervention strategies that might benefit a population of autistic adults.
One area that holds promise for helping people with language impairment to communicate is the use of augmentative and alternative communication strategies (AAC).  These strategies include specialized gestures, sign language, the use of communication aids and a variety of electronic devices that can “speak” in response to the touch of letters on a key board.
One AAC strategy that has been particularly controversial is Facilitated Communication (FC).  FC is an alternative means of expression for people who cannot speak, or whose speech is highly limited (e.g. echoed, limited to one or a few word utterances), and who cannot point reliably. FC is controversial because of the suspicion that the facilitator is authoring the communication rather than the person with autism.  While some studies have determined that the disabled person is indeed authoring the communication while using FC, many studies have concluded that the facilitator is either consciously or unconsciously authoring the communication.  Recently, a number of investigators have shown a new interest in FC because of eye tracking experiments that suggest the disabled person is authoring the communication and because of documentation that several autistic individuals have used FC as a bridge to independent typing and to speech.
The Foundation is soliciting research projects that seek to: (1) explore the development of communication options for non-verbal and minimally verbal children and adults with autism; (2) understand the etiology of language impairment in people with autism; and (3) that attempt to develop intervention strategies.  Projects that might be considered high risk because of their innovative nature or because of a paucity of preliminary data are encouraged as long as they are well-grounded and scientifically suitable.

  Examples of responsive applications include but are not limited to: 
· Identifying factors that lead to difficulties with communication.

· Discovery of intervention modalities that improve communication skills.

· Development of AAC devices or software beneficial to people with autism.
· Investigation of motor planning problems and motor training for alternative/augmentative communication use.
· Development of assessment tools to elucidate barriers to communication.

· Development of therapeutic and biological interventions for neural retraining to improve communication.

· Development of educational products such as chess or math games that might improve language skills.

· Exploration of music as a bridge to speech.

· Studies of auditory speech perception and auditory circuits.

· Exploration of the interaction of motor planning problems and oral speech capacity and AAC options.

· The use of novel mechanical devices to induce speech such as transcranial magnetic stimulation.
· The development of artificial intelligence devices useful for FC, such as gaze directed typing, 'intelligent' robotic arm support and guidance, alternative transduction systems (eye blinks, suck-and blow, others) and output modalities and devices (for speaking, singing, playing instruments, etc.)

· A cognitive neuroscience characterization of successful FC. 

· The use of neuroimaging studies to explore pathways used by AAC users.

· The identification and characterization of subgroups of autistic individuals that respond to different forms of FC or do not respond.

· The use of eye tracking devices to explore or enhance facilitated communication.

· Studies on the psychological/social and developmental trajectories of newly emerging communicators.
· Studies of how pointing skills can be taught or improved.

· Study of methods designed to move FC users to independent typing or speech.
· Statistical analyses of typed transcripts by facilitated communication users, focusing on topic/content, phraseology, sentence length, choice of vocabulary and other factors. 

· The development of model demonstration projects with individuals using facilitated communication, to identify multiple strategies of assessing/confirming authorship in schools or other service settings.
Eligibility
Applications are open to investigators working at established research institutions (both for profit and not-for profit) as well as investigators at state health agencies, the FDA, VA and at intramural divisions of NIH.  Applications may be submitted by investigators working anywhere in the world.  Non-U.S. applicants whose projects involve human subjects must work at institutions that have human subjects committees that operate in a substantially similar manner to a U.S. Institutional Review Board.

It is generally expected that applicants will possess a terminal degree such as: M.D., Ph.D. or an equivalent degree.  Investigators holding an academic rank of postdoctoral fellow or higher may apply.
Letter of Intent

Prospective applicants are asked to submit a letter of intent that includes the following information:

· Descriptive title of proposed research project 

· Name, address, e-mail address, and telephone number of the Principal Investigator 

· Names of other key personnel 
· One page abstract of the proposed research plan

The Letter of Intent should be e-mailed to Judy Chan.  The e-mail address is judy@nlmfoundation.org . The deadline for the letter of intent is March 15, 2007.
Budget

This pilot grant mechanism provides up to $100 thousand for one year of support and is not renewable.  Proposals for less than the maximum amount are encouraged.  Please note that Principal Investigator salaries are not supported.  Salary requests may be made for technical assistance, graduate students and postdoctoral fellows.  The Foundation limits indirect costs to 10 percent of direct costs excluding equipment.

Application Process
Applicants will be notified if they are invited to submit a full application by the NLM Family Foundation Executive Office no later than April 15, 2007.  The deadline for the receipt of full applications is May 15, 2007.  Applicants must apply by using the Foundation’s on-line application system.  The system provides all application forms and instructions.  It may be accessed at www.nlmfoundation.org.

Each application should contain the following information:

1. A short descriptive title for the project.

2. The name, address, phone number and e-mail address of the Principal Investigator.

3. A scientific abstract of the research plan that includes the application’s long term objectives and specific aims.  Investigators should highlight the relevance of the work to autism.  The abstract should not exceed one page.

4. A lay information statement of no more than 300 words explaining the subject of the research and its relationship to autism.  This statement should be understandable by an informed lay readership making reference to a standard medical dictionary.

5. A detailed budget for the project prepared in U.S. dollars.  The budget should be itemized in the following categories: Personnel (include percentage effort on the project); consultant costs (include biographical information on consultants), equipment, supplies, travel (maximum $1,000), other costs (includes patient care costs) and indirect expenses (maximum of 10 percent of direct costs excluding equipment). 

6. A detailed justification for the budgetary requests.

7. A biographical sketch or curriculum vitae for all key personnel working on the project. This should include a list of prior publications over the past five years that are most relevant to the current project.  It should also include a description of other financial support available to the applicant for his/her research endeavors.  This should include a description of currently active support and all projects and proposals pending review and/or award whether related to this application or not.

8. A short description of the facilities and equipment available to support the project.

9. A research plan not to exceed five pages single spaced (excluding citations) that: highlights the significance and novelty of the work; describes the relevance of the project to the goals of this RFP and provides background information and brief plans for the experimental design.  A copy of all materials used to obtain the informed consent of project participants should be submitted along with the research plan.

10.  A list of up to five suggested peer reviewers (non-conflicted) including name, work address, work phone number and e-mail address. These suggested referees may or may not be contacted by the Foundation.
11. At the conclusion of the application a signed and dated statement from the investigator should be included stating the following: “The undersigned agrees to accept responsibility for the scientific and technical conduct of the research project and for the provision of required progress reports if a grant is awarded as a result of this application.”

Please note that investigators may serve as the Principal Investigator on only one application.  They may, however, serve as a co-investigator on an application submitted by another Principal Investigator at their sponsoring institution.

By submitting an application, the applicant acknowledges his/her understanding that the NLM Family Foundation is not able to provide critiques of non-funded applications.  Applicants who find this provision unacceptable should not apply.

Review Criteria
Applications are subject to peer review by a study section empanelled by the Foundation.  Final funding decisions will be made after review by the Foundation’s Board of Trustees.  The decision of the Trustees is final and is not subject to appeal.  

Review Criteria include:

· Scientific merit of the proposed project as determined by peer review
· Protection of human subjects.

· Adherence to all requirements pertinent to the use of animals in research.

· Appropriate procedures for handling biohazards.

· Originality 
· Reasonableness of the budget.
· Availability of funds 

· Relevance of program priorities
· Appropriate provisions for the sharing of data and research resources. 

· Geographic distribution 
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