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Abstract:  Effective early intervention is hampered by a shortage of well-trained professionals and the lack of individualized plans for families.  A comprehensive (cross-disciplinary), coordinated, family-oriented system of early intervention is recommended.  Specifically mentioned are establishing resource centers where families can receive information about available community services and programs, and giving parents (caregivers) more assistance in practicing early communication with the child.  Professionals should receive cross-disciplinary training that includes knowledge of family dynamics and cultural and lifestyle expectations, knowledge of technology and alternative communication methods, and skills in working with other professionals, as well as with adults and infants.  A "seamless" system should begin with early diagnosis and referral and end with true implementation of the Individualized Family Service Plan. 

____________________________________________________

In preparing for this presentation, I had great difficulty in deciding how to begin.  Should we be optimistic or pessimistic about early intervention services?  This is a time of tremendous opportunity and also a time of crises.  

Newspaper headlines are daily reminders of severe economic conditions, hardships confronting families, and the desperate situations of many infants in our country.  Every month, an average of 56 thousand children are abused, neglected, or both.  Every month close to 41 thousand teenage girls have babies.  Every month 21 thousand infants are born to mothers with inadequate prenatal care.  The number of low-birthweight infants has increased significantly in the last 10 years.  Low birthweight is the leading cause of infant mortality in this country and is connected to a higher incidence of disabilities.  Every month, more than 39 thousand children are born into poverty.  More than 12 million of our children, one out of five, are poor.  And every night, 100 thousand children go to sleep homeless.  During this 30-minute presentation, 51 babies will be born into poverty (Children's Defense Fund, 1991).  

Early intervention services are not isolated from our contemporary social problems.  Poverty, homelessness, adolescent pregnancies, and dysfunctional family situations demand different types of early intervention services and new ways of serving families (Hanson & Lynch, 1992).  The problems are overwhelming, and the needs are urgent.  

This sounds very bleak, but there is good news.  Through federal legislation, we have a national commitment to comprehensive, coordinated, family-focused services to infants and toddlers with disabilities and their families.  There have been dramatic increases in early intervention services along with greater social acceptance of people with disabilities.

The year 1986 was a landmark year.  Congress passed P.L. 99-457 amending the Individuals with Disabilities Education Act (IDEA) to include infants and toddlers with disabilities and their families, under Part H.  Congress also established a phase-in period to allow states sufficient time to meet federal requirements.  Although the Part H program was discretionary, all 50 states have initiated the development of a comprehensive, coordinated, multidisciplinary, and inter-agency system of early intervention (Thiele & Hamilton, 1991).  This has revolutionized the way we provide early intervention services.

Prior to P.L. 99-457, early intervention programs too often excluded parents from fundamental decisions concerning the infant, and viewed the infant's disabilities in isolation from the rest of the family.  The emphasis now is on families and family-professional partnerships.  

A supportive, responsive, and stable caregiving environment is crucial for an infant's emotional well-being (Goldberg, 1977; Sameroff, 1983).  However, the diagnosis of an infant's disability can have devastating emotional, social, and financial effects on even the most stable family.  The initial reaction is naturally one of confusion, hopelessness, and often guilt.  At such times, the most basic and important intervention may simply be empathy and understanding.  Thereafter, our goal must be to provide services that restore and strengthen the family.

P.L. 99-457 requires collaboration among specialists from various disciplines and different agencies providing early intervention services.  This is not easily done.  Think of the parents of a baby who is deaf-blind spending heartbreaking months going from the pediatrician, to the neurologist, to the ophthalmologist, to the ear, nose and throat specialist, and to the audiologist, without ever getting any practical assistance on how to help their baby's development.  Finally, they are referred to early intervention services only to have an onslaught of visits from a social worker, a physical therapist, a teacher of deaf children, a teacher of blind children, an infant development specialist, and a speech and language therapist.  Each of these professionals is from a different agency.  Each has a different agenda, a set of forms, and a list of questions.  Each is working on a different "part" of the baby.  Tell me, how does this strengthen and restore a family?

Now you can understand the crucial need for inter-agency coordination at the state, local community, and program levels (Harbin & McNulty, 1990; Lowenthal, 1992) and for transdisciplinary teaming (Woodruff & McGonigel, 1988) at the program level.  Developing an early intervention team of professionals from various disciplines is a cost-effective, efficient, and comprehensive approach to providing early intervention services.  Currently, programs use one of three types of team models:  multidisciplinary and interdisciplinary, which are both identified under Part H, and the most recently evolved, transdisciplinary (Woodruff & McGonigel, 1988).  In the traditional multidisciplinary model, professionals from different disciplines conduct individual assessments, and develop and implement specialized interventions separately.  This is the least effective way to promote true family-focused interventions, inter-agency collaboration, and to integrate interventions within the context of family and community activities.  

In the interdisciplinary model, professionals conduct individual assessments, share information, develop interventions jointly, and then implement individual discipline-specific interventions.  This model is a movement towards family-professional partnerships, integrated interventions, and community-based services.

Since the passage of P.L. 99-457, the trend has been toward the transdisciplinary model.  In this approach, team members conduct joint assessments and share expertise and roles in developing and implementing interventions.  Most important, parents are part of the team, and through a primary service provider, intervention strategies are integrated into the infant's everyday activities within the context of family and community.  Although an ideal, the transdisciplinary model is the most difficult to achieve because of attitudinal, logistical, and other practical obstacles.  These difficulties emphasize the need for a highly skilled service coordinator to facilitate communication between team members and cooperating agencies.  

As required under Part H of P.L. 99-457, the Individualized Family Service Plan (IFSP) identifies services that will promote the infant's development and the family's capacity for meeting the infant's special needs.  In particular, it describes the family's resources, priorities, and concerns related to promoting the infant's development; particular early intervention services which are essential for meeting infant and family needs; and a service coordinator who is qualified to implement and coordinate the IFSP.  By means of the IFSP, early intervention programs can implement family-focused services through family-professional partnerships, transdisciplinary teaming, and inter-agency cooperation (Dunst, Johanson, Trivette & Hamby, 1991).  


Critical Issues
I will now highlight five critical issues in developing and providing highly individualized, community-based services for infants with disabilities and their families.

The first issue involves the nationwide shortage of trained professionals in early intervention (Bruder, Klosowski, & Daguio, 1991).  A recent study in California (Hanson, 1990) found that between 52% and 83% of professionals in various disciplines providing early intervention services had received no specific training in working with infants and families.  Reported training needs included field work experiences, transdisciplinary teaming, working with families, and multicultural competencies.



All early intervention service providers need specialized skills.  Working with infants and their families is not at all like working with school aged children.  A primary difference involves the development of an intimate relationship during a most difficult time for families.  Early intervention service providers need not only specific knowledge and skills regarding infant development, but even more important, the interpersonal skills to develop a relationship of trust and mutual respect with families.  

Parents need professionals who can understand their particular circumstances, listen to their concerns in a nonjudgmental manner, and assist them in creating solutions that "fit" their families.  More than half of our children in the United States are so called "minorities," and early intervention service providers do not reflect this linguistic and cultural diversity.  Most professionals in early intervention come from white, middle class backgrounds (Hanson, 1990) while many infants and families do not.  We need early intervention services which are sensitive to the cultural and linguistic diversity of families.  We need program staff who are culturally competent, and we need individuals from underrepresented groups as early intervention team members (Hanson & Lynch, 1992).


Early intervention service providers require two sets of professional competencies, one to work with infants and the other to work with adults.  Working collaboratively with families requires specific skills in teaching and interacting with adults (LeLaurin, 1992).  Similarly, participating on transdisciplinary teams requires special skills in communication, negotiation, problem solving, modeling, instructional coaching, and role release.  

When working with infants who are deaf-blind and their families, early intervention service providers need additional professional competencies.  Infants with dual sensory impairments include infants who are hard of hearing and blind, infants who are deaf and low vision, infants who are hard of hearing and low vision, infants who are profoundly deaf and totally blind, and infants who have additional medical complications, physical disabilities, or severe developmental delays.  

The unique learning needs of infants who are deaf-blind (Freeman, 1985; Jurgens, 1977; McGinnes & Treffrey, 1982; Michael & Paul, 1991) and the specific concerns of their families are not always addressed in most early intervention or personnel preparation programs (Fredericks & Baldwin, 1987; Michael & Paul, 1991).

However, infants who are deaf-blind and their families need highly individualized services as early as possible.  A baby's development will be severely affected by loss of vision and hearing even when the baby has no other disabilities.  Parents and caregivers may need support to develop an emotional bond with their infant.  They need practical ways to promote the infant's development, such as encouraging communication by reading the baby's body signals, using tactile cues, and adapting manual signs.  They may require assistance in learning to handle the devices that their babies need, such as hearing aids, contact lenses, or prosthetic eyes.  They also need support in negotiating the maze of medical, educational, and other human service systems that are suddenly part of their lives. 

The second issue is concerned with where early intervention services are provided.  Although we lack comprehensive data, field experience tells us that infants who are deaf-blind and their families receive services in many different ways, in programs for deaf and hard-of-hearing infants, in programs for infants with visual impairments, in generic programs for infants with a range of disabilities, and only rarely in settings with typically developing peers.

The IFSP requires a statement regarding so-called "natural environments."  We know that infants with disabilities benefit from participation in a variety of everyday community settings; particularly in places where typically developing infants spend their time: at home, in day care, nursery school, and community play groups (Chen, Hanline, & Friedman, 1989; Friedman, 1989).  Places that are "natural" for a particular infant will depend on the child's age, culture, community, and family preference.  Again, we need early intervention services which are tailored to meet the special needs of individual infants and their families.

The third issue concerns family involvement.  Research and clinical practice indicates that family involvement in early intervention activities promotes infant development (Meisels, 1992).  After all, we now believe in family-focused services.  However, some parents may not be able to or want to participate actively in their infant's early intervention program (Turnbull & Turnbull, 1990).  Requiring family participation in early intervention programs may impose day care- and job-related difficulties (LeLaurin, 1992), and even cause emotional stress or conflicts in cultural values among some families.  The amount of parent involvement needs to be a highly individualized aspect of an early intervention program.  

The fourth issue involves the types of stimulation used in early intervention programs.  Infants learn through stimulation that is dependent on or controlled by their behaviors(contingent stimulation (Spence, 1991).  When caregiving environments are responsive, infants discover quickly that they can make things happen.  To learn, infants need to act rather than be acted upon.  Sensory stimulation without an infant's active participation does not promote learning.  For many infants who are deaf-blind, we need to create responsive caregiving environments and powerful yet highly individualized ways to use contingent stimulation in natural settings.

The final critical issue involves the need for innovative early intervention models to handle changing demographics and contemporary social problems.  Consider providing early intervention services within the framework of Maslow's Hierarchy of Needs (1970).  Families cannot realistically be expected to attend to the special developmental needs of an infant with disabilities until the basic survival requirements of food and shelter are met.  Only after these basic needs are satisfied can families focus their energies on the human needs for love, acceptance, and developing emotional bonds.  Through feeling loved and a sense of belonging, families develop self-esteem and acquire approval and self-competence.  To be effective, early intervention services have to be developed and implemented within the context of family as well as in relationship to the larger community.  Families need highly individualized services from a single community-based resource to meet their priorities and concerns.  This is possible through a coordinated, comprehensive early intervention system involving social service, health, and educational agencies.


Future Directions 

To focus our attention on future directions in providing high quality services to infants who are deaf-blind and their families, let us consider the following eight questions and suggested possibilities:

1.  What program models are needed to provide coordinated, comprehensive, family-focused, transdisciplinary, inter-agency early intervention services to infants who are deaf-blind and their families?  Consider the possibility of a neighborhood family resource center, "one-stop shopping" if you will, where families could receive information about available community services and programs.  At this resource center, families could submit one family history report, one set of infant assessments and one set of applications to receive referrals to health, social services, and educational agencies as appropriate.  The family would select a service coordinator whose responsibility is to assist by accessing, coordinating, and monitoring services.

2.  What kinds of early intervention services support caregiving environments of infants who are deaf-blind?  We need to review our current program philosophies and practices.  Do our services increase the infant's attachment to primary caregivers?  Do our practices enhance the caregiver's emotional bond to the infant?  We have research that supports programs enhancing parent-infant interaction, early turn-taking or reciprocity with infants.  Specifically, trained early interventionists could assist caregivers in reading the infant's signals, developing an early communication system, and responding to the baby's behaviors.  Some parents of infants who are deaf-blind need special assistance in establishing this early communication and in encouraging their infant's responsiveness.

3.  What kinds of family supports are needed?  An obvious way to answer this question is to ask families what they need in order to support an infant's development.  Some families need practical suggestions for caregiving routines.  Other parents need opportunities to rest and refuel(to have a good night's sleep.  

Another approach would be to focus on what particular outcomes are desired by individual families.  What does a particular family need to be able to function as a family and encourage the infant's special development?  In general, families often benefit from establishing formal and informal supports in developing coping and parenting skills.  A more comprehensive approach might use a Family Systems model (Turnbull & Turnbull, 1990) to develop supports for assisting families in meeting their many responsibilities, including tasks related to economics, daily care, recreation, socialization, affection, and educational/vocational needs.

4.  What training is needed across disciplines to provide high quality services to infants who are deaf-blind and their families?  Cross-disciplinary training is an effective means for developing effective skills in transdisciplinary teaming.  Recent research has identified inservice and pre-service training needs across disciplines serving infants with disabilities and their families.  Needed professional competencies include knowledge of family dynamics, skills in working with families from diverse cultures and lifestyles, abilities to participate as an effective transdisciplinary team member, and skills for working with infants and adults.  Teams serving infants who are deaf-blind and their families need a team member who has expertise in the area of deaf-blindness.  We need to recruit and train early interventionists who will have indepth knowledge and skills in working with infants who are deaf-blind and their families.  We also need training models which include fieldwork experience, clinical supervision, distance education methods, mentor relationships, and cross-disciplinary training.

5.  What training do service providers need to support the participation of infants who are deaf-blind in a variety of community settings?  Service providers need specific training in many areas, including working with families, alternative communication methods, use of hearing aids and other prosthetic equipment, ways to promote social interaction between children, and specific strategies to support participation of an infant who is deaf-blind.  Training content should be derived from ecological assessments.  Initially, we need information about expectations in community settings.  What happens in various environments with typically developing infants?  Then, for each infant who is deaf-blind, we can identify individual strengths which would enable successful participation, and specific strategies to enhance participation through physical assistance, appropriate materials, and other adaptations and supports.  

6.  What kinds of training will provide early intervention service providers with the professional competencies necessary to meet the specialized needs of infants who are deaf-blind and their families?  Professional organizations have developed competencies for early interventionists serving infants with visual impairments, deaf infants, and other infants with disabilities and their families.  There is literature that recommends specific skills and knowledge for early interventionists serving infants who are deaf blind.  We need to identify the core competencies that all early interventionists need and the specialized skills needed by those working with infants who are deaf-blind and their families.  There is a need for early interventionists who have indepth knowledge and refined skills in developing programs for a heterogeneous group of infants who are deaf-blind.  These resource people can then provide consultation and training for assistants, day-care providers, infant development specialists, and other early intervention service providers in a range of community settings.

7.  What is the ideal early intervention service system in a world of unlimited resources?  In an ideal system, early intervention services would begin with prevention, specifically with adequate prenatal and health care.  Families of high risk infants would receive follow-along support and have easy access to a neighborhood family resource center.  This family resource center would have a menu of highly individualized services which are integrated into community programs.  Each family could select a highly skilled, sensitive, and warm service coordinator who spoke their language, understood their culture, and was able to provide personal attention because of a low caseload.  Infants and families would receive the specialized services they needed in settings with typical peers from competent, culturally sensitive professionals.  Transdisciplinary teams would be able to meet as needed, to share expertise freely, and to work effectively as cohesive teams.  

8.  What are our early intervention priorities in the real world of limited budgets and resources?  Let us focus on developing safety net models which will provide a seamless system from early diagnosis and referral to true implementation of the Individualized Family Service Plan (IFSP).  In collaboration with families, we can identify desired outcomes and create individualized high quality services from existing resources.  

We have models of "best practices" in early intervention.  Typically, these services are university-affiliated or model demonstration projects.  One of our priorities should be to generalize these "best practices" into routine and natural practices of ordinary, everyday programs.

As we approach 1993, early intervention is a dynamic, evolving, and complex process, the successful result of state and national efforts.  The year 1993 also marks the end of the phase-in period for Part H of P.L. 99‑457.  States must decide whether they will continue their commitment to a coordinated system of early intervention services.  The future of infants with disabilities and their families is at the heart of this decision.  The challenges are great, but the benefits are priceless.
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Abstract:  At this time all states are participating in efforts to meet requirements of Part H of the Individuals with Disabilities Education Act; however, they are at different stages of development and implementation, and services are not standardized.  Issues to address include personnel development that will incorporate multiple skills, both technical and interpersonal.  We also need to provide more services in natural environments and bring about more family involvement and support.  Most of all, we need to improve our intervention strategies to facilitate responsive rather than intrusive interactions.  This goal can be achieved by working more closely with medical personnel to increase parental empowerment and to facilitate early identification; by facilitating support for families from other parents and parent groups; and by providing respite programs to families.  Parents and professionals need to learn to work as partners with a strong local community commitment that (a) recognizes the value and potential of every child, (b) realizes the importance of the child within the family structure, and (c) recognizes the importance of the family within its community. 

____________________________________________________

In reacting to the topic of early intervention, I am unsure if I am more optimistic or less optimistic than Deborah.  Many of the states that are currently in the fourth and fifth year of participation under Part H of the Individuals with Disabilities Education Act would probably not agree that we have a "national commitment" to comprehensive, coordinated, family-focused intervention for infants/toddlers and their families.  Granted, Part H has provided a "strong national incentive" for individual states to make major reforms in both the provision and financing of services for infants and toddlers with disabilities.  This legislation requires transforming a fragmented, and often inaccessible, collection of services into statewide early intervention services.

Whereas all states are currently participating in efforts to meet this legislation (at least until October, 1993), the states are at different stages in policy development, policy approval, and policy application of the 14 required components (Harbin, Gallagher, & Batista, 1992).  These authors report that, at the state level, minimal progress has been made in assigning financial responsibility, timely reimbursement, administration and monitoring, developing inter-agency agreements, and in comprehensive personnel development.  What does this currently mean for families of infants and toddlers who are deaf-blind?  Basically, it means that a family that moves from Michigan to Alabama will not receive a similar level of early intervention services.  There is not only a large discrepancy in services for all infants and toddlers with disabilities across states, there is also inequity of services within states.  Therefore, there must be both a "local community and state commitment" to the provision of comprehensive, coordinated, inter-agency, early intervention services.

Deborah provided an excellent overview of the critical issues and future directions for young children with disabilities, including those who are deaf-blind.  I would like to expand upon those critical issues and future directions, specific to infants, toddlers, and preschoolers who are deaf-blind and their families.


Critical Issues
Comprehensive Personnel Development
When Congress approved P.L. 99-457 in 1986, it acknowledged that the greatest barrier to successful implementation would be a lack of qualified professionals to train service providers and ensure a high standard of child and family support.  Development of early childhood professionals constitutes one of the largest areas of need nationwide.  Additionally, Collins (1992) has pointed out that funding cuts over the past decade have resulted in fewer university programs training personnel to work with children who are deaf-blind.  Therefore, not only is there a shortage of service providers trained to work with infants and families, there are even fewer early interventionists trained to work with infants who are deaf-blind.  Deborah aptly pointed out that major competencies must include two sets of skills; one to work with infants, and one to work with adults.  I propose that four major sets of competencies are essential for providing comprehensive services.  These sets of competencies would include the following:


(Knowledge and skills to integrate multiple skills (auditory, visual, motor, communication, medical procedures, socio-affective, and adaptive skills) into caregiving routines and activities directly with the infant and young child, and to organize adaptive physical and social resources to each child and family (Appell, 1987; Walker & Kershman, 1981).


(Knowledge and skills to interact and systematically work with families, with knowledge of cultural diversity and cultural competencies.  These skills should include working with siblings, dads, extended family, and other caregivers if the families desire.  Possibly some of the most important skills are actually the simplest to implement, but the hardest to learn.  These include listening, sensitivity, flexibility, learning from families, and admission of lack of knowledge.


(Knowledge and skills in group dynamics, coordination, cooperation, role extension, role expansion, role release, and effective "coaching" in order to work effectively with parents and professionals as part of transdisciplinary teams.


(Knowledge and skills of adult learning styles and effective teaching strategies for paraprofessionals, interveners, and day-care staff.  Harbin and others (1992) point out that day care is not one of the 10 areas of professional development noted in the law, but is a key element if programs use day-care settings as one of the "least restrictive environment" placements.

Use of Natural Environments
The provision of early intervention services in the home, in day-care, nursery school, and community settings will require new skills and role changes on the part of the interventionist.  Families may request that services be provided on some level in a number of "natural environments."  Successful integration will require "systems change enacted through community resource networks" (Kontos & File, 1992, p. 179).  Early intervention programs and service providers can assist in providing training to multiple caregivers and interacters by providing intervention services in multiple environments and through the use of videotapes.

Although data are not available, it is probably safe to assume that very few infants and young children who are deaf-blind are receiving services in environments with typical peers.  Additional models and data that focus on family-desired and child-change outcomes with this population need to be explored (Peck, Odom, & Bricker, 1992).  The types and levels of support and training necessary for effective integration and intervention need to be clearly documented.  Child care block grants and Parent Child Centers (Head Start) are increasing throughout the country and provide options for some families.  However, early interventionists must learn more effective consultation and support strategies if optimal interactions and learning are to occur.

More Family Involvement and Support
Joyce Ford, in her reaction paper at the Hilton Perkins Conference on Deaf-Blindness in March, 1992, raised issues that parents with infants born prematurely, who are deaf-blind, have confirmed time and again . . . across many states:  They become "dis-empowered" in the very early stages after their infant's birth.  Individual families have shared the following statements that indicate how systems can "dis-empower" parents:


("Not once did a social worker or any medical professional tell me that I had a choice.  I was told that putting my child in an institution was the only solution.  I knew that it wasn't mine."


("If the social worker at the neonatal intensive care unit would have just given me the name of one other parent who had faced what I was facing, that would have been enough support for me at that time."


("First you are told of all of the medical complications and you worry that your child won't live.  Then they casually drop it on you that your child is blind.  Then a week later, as an afterthought, they mention that he may not hear either, and they are not sure if he will have cerebral palsy."


("They didn't provide any written information or any idea that there may be services available."


("I was told that my child would never know me, could not feel pain, could not know love or love me.  Now I know that I can communicate with her and she can communicate with me . . . and she does know love."


("The Health Department tells me to take my child to a pediatrician who can deal with his problems.  The social worker asks me if I have a regular pediatrician, and no pediatrician within 50 miles will accept Medicaid.  I feel that I am caught within a vicious circle.  My child doesn't sap my energy, the system does."

Although not all infants and young children who are deaf-blind will be born prematurely or will be in a neonatal intensive care unit (NICU) or intensive care unit (ICU), a new population of infants who are deaf-blind, or at risk for becoming deaf-blind is emerging (Stremel, 1989).  A number of NICUs around the country are implementing practices such as (a) responsive interactions other than intrusive caregiving interactions, (b) environmental engineering to reduce intensive light and sounds, (c) parental involvement in feeding, changing, and interactions, and (d) parental support groups.  However, many NICUs and hospitals do not do these things.  Perhaps one of the areas most essential for family involvement is that of medical care.  

Neonatal programs for infants who are deaf-blind and their families must improve nationwide.  We, as educators, need to work more closely with the medical field to increase parental involvement in the earliest stages, to increase awareness and early identification, and to increase successful transitions into early intervention services.  We don't need to "empower" families unless someone has initially "dis-empowered" them.  Families need to know that they have choices and options and support at the earliest stages.

I would like to expand Deborah's discussion of family involvement and support with a brief discussion of two issues that families have reported are perhaps the most important for them.  First, support from other parents and parent groups is essential.  We, as professionals, can listen and be sensitive, but we cannot share our stories, our experiences, our knowledge if we have not walked in their shoes(only other families have that to share.  We can assist families by connecting them to one another, even if just by phone and through videotapes.  Second, respite programs are essential for many families.  Whereas the intervener model provides families with respite services, additional funding sources must become available to expand various models and voucher systems to families.

Intervention Strategies and Procedures
I would agree that responsiveness, contingent stimulation, and caregiver-child interactions are important aspects of any early intervention program for infants/toddlers who are deaf-blind and their families (and all caregivers and interacters).  It is even more important that receptive communication systems, recognition of expressive signals, partial participation, perceptual and tactile stimulation and discrimination, and motor movement patterns be taught within and across caregiving routines, interactions, and family activities by multiple persons who interact with the child.  Families can determine which routines can initially be selected for intervention activities and which skills to target initially.  The family's involvement in direct intervention activities should be directed by the family.  This level of involvement may change across time, either increasing or decreasing.

Additional research needs to be conducted to determine when "typical" infants and young children perform skills that will be used for the remainder of their life.  Milestones are reached when a child puts blocks in a container, but not when he or she throws paper in the trash or assists Mom in "washing dishes" or hands money to a store clerk.  The emergence and importance of many of these functional skills will be based on cultural and family preferences.  However, some of our initial research data indicate that some children will grasp a spoon prior to feeding, but not a rattle; a child will lift her arm four inches higher in range of motion activities when she helps to brush her hair, and that she will not extend back (display avoidance) when she wipes her own nose.  Parents need to demand more functional skill training, as well as social interactional and play skills, in educational programs.


Future Directions
I imagine that one could describe the current state as one of "high levels of expectations, and low levels of funding and support."  However, as long as parents, advocates, and service providers have high levels of expectations, we will continue to move forward.  I would like to add some additional questions to Deborah's list.  

1.  Overall, are we identifying infants and children earlier and are services being provided?  The 1991 Deaf-Blind Census (Baldwin, 1992) indicated that 1,076 children between the ages of birth and 36 months had been identified.  This figure has increased since the passage of Part H.  However, efforts in awareness and active referral could improve in order for infants to be identified earlier.  That's the good news.  The not-so-good news is that states reported that only 367 infants and toddlers were receiving early intervention services through Part H.  Arcia, Keyes, Gallagher, and Herrick (1992) found that a substantial proportion of people who are eligible for services never enter the service system or do not use it to the full extent.  People who are underserved may be in that condition due to the nonavailability of services or due to the underutilization of services.  A number of the major determinants of underutilization of services include (a) ethnicity, (b) children of young mothers, (c) children whose mothers lacked formal education, (d) children of single parents, and (e) children from low-income families.

Attempts to increase services where limited services are available or where services are underutilized will differ widely.  In these times of budget cutbacks and revenue shortfalls, all available funds must be utilized for service provision.  Although not all families will be eligible for Medicaid and SSI, eligibility requirements have changed since April, 1990.  Programs and service providers need to determine the categories of Medicaid eligibility, even though they are often numerous and confusing and vary across states.  For example, states must provide hearing and vision services for children on Medicaid under EPSDT (Early and Periodic Screening, Diagnosis, and Treatment).  Health coordinator/case manager functions can also be financed by Medicaid.  Many families need assistance in negotiating the maze of eligibility requirements.  However, many states are underutilizing Medicaid in financing services for infants and toddlers.  Since many infants and young children who are deaf-blind do not have adequate hearing and vision assessments, the use of Medicaid to expand this service is important for the population.

Strategies for increasing the utilization of services that are available include increasing parent choice of services and being more responsive to cultural diversity.  The use of parent facilitators and/or interveners from a specific culture needs to be increased to more fully include families of ethnic minorities, single parents, and low-income families.

2.  Is assistive technology being fully utilized to meet the needs of the child?  Service providers and coordinators of state and multi-state projects under Section 307.11 need to collaborate with the assistive technology center in their states (or determine if there is one) for the provision of early communication devices, adaptive switches, and adaptive motor equipment.  Possibly the most under-used pieces of adaptive equipment for children who are deaf-blind are the hearing aid and hearing-assistive devices.  Computer-assisted BEAR assessments and oto-acoustic emission assessments are available for earlier and more cost-effective, conclusive audiological assessments.  However, many universities and diagnostic and evaluation centers do not have funds available to purchase this equipment.  Families and professionals may have to approach community organizations and clubs to sponsor the purchase of state-of-the-art equipment for more intensive assessments.

3.  Are early identification efforts being coordinated with all local and state agencies?  Again, states are at different stages in the Child Find and Referral components of Part H.  The Part H lead agency is responsible, in cooperation with Part B, for early identification and referral.  It is essential that coordinators of state and multi-state projects under Section 307.11 work in close cooperation with these agencies (a) to increase early identification for children who are at risk of becoming deaf-blind, (b) to increase timely referrals to early intervention programs, and (c) to work with these agencies in all transitions.  The coordinators must also take a more active approach to work with tertiary hospitals and NICU staff for early identification and referral.

Quite possibly, the "ideal" service system is one that is put together with families and professionals in partnership with a strong local community commitment(a system that (a) realizes the value and potential of every child, regardless of the severity of the disability; (b) realizes the importance of the child in the family and of family decisions; and (c) realizes the importance of the family within its own community.  Furthermore, if this individualized system doesn't work for the family at any given point in time, it should be changed.  This is the intent of the Individualized Family Service Plan.

At least 1,076 infants and toddlers have been identified as deaf-blind, and possibly 500 or so are yet to be identified.  Creative financing and pooling of resources are essential if comprehensive, collaborative, inter-agency, multidisciplinary early intervention services are to exist for them.  Our job is to make the ideal service system a reality for every family that has an infant or young child who is deaf-blind, regardless of where the family lives.  A truly comprehensive system will exist only when this "ideal" is a reality.
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