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As little as two decades ago, few children with severe illnesses or disabilities survived to adulthood. Today almost 90% of children with chronic conditions live to age 21 or beyond. Consequently, increasing numbers of youth with special health care needs and their families must face the challenges of adolescence and the transition from childhood to adulthood. 

Although medical technology has made great strides in the last generation, less progress has been made in helping youth with special health care needs achieve their life goals in terms of a career and independence. In 1998, it was estimated that the majority of the 300,000 students with severe disabilities who left high school that year were not able to live independently. Between 50-70% were placed in group homes and between 30-45% lived with relatives. Only 12% of Americans aged 16-64 with severe disabilities were employed. 

With the recognition that more children with special health care needs are reaching adulthood and that few achieve their life goals comes the realization that comprehensive lifespan transition planning is necessary. 

The following are the hallmarks of effective transition planning for individuals: 

· formal planning should be a collaborative effort that begins years before major changes occur;

· transition plans should be person-centered, focused on achieving a positive outcome for the youth and their family;

· the youth's interests and goals should direct the planning process;

· a transition plan should establish a pathway, focusing on the youth's opportunities and capacities, with measurable goals; 

· a transition plan should be creative and dynamic;

· all participants in a transition team should feel responsible for its outcome and should work to eliminate barriers to cooperation and communication; and 

· a transition plan should be culturally and ethnically sensitive, referenced to the community in which the youth lives. 

On a systems level, effective transition to adulthood for youth with special health care needs requires that transition planning provide high-quality, comprehensive, coordinated, continuous services that are cost-effective. Achievement of this goal requires interagency cooperation and collaboration: agencies must cross-train, and interagency agreements should clearly articulate roles and responsibilities, information sharing protocols, methods of communication, and points of contact. Transition councils should include business, community, labor, medical, and state and federal agency representatives. In short, the entire community must recognize the investment they have in helping youth with special health care needs achieve their full potential in every aspect of their lives. 

Key components of comprehensive transition plans address the following aspects of an individual's life: 

· primary and specialty medical care (including nutrition, fitness, and sexuality); 

· mental health care (including family counseling and screening for problems related to depression; tobacco, alcohol, and street drug use; and high-risk behaviors);

· vocational goals (including post-secondary educational or training needs, training in job-seeking skills, and needs related to workplace accommodations or assistive technology);

· economic considerations (e.g., insurance, income, work-related benefits, financial assistance programs); 

· legal considerations (e.g., guardianships, trusts, conservatorships, rights and responsibilities, draft registration, wills); 

· living arrangements (including personal assistance or assistive technology needs); 

· life skills (e.g., budgeting, cooking, cleaning, transportation, self-care, self-advocacy skills, communication skills, problem-solving skills, information-gathering skills, personal hygiene, social skills, personal safety); 

· social life (e.g., friends, family, life partners/children, church, community, recreation/leisure activities) 

· cultural considerations; and

· service coordination and continuity. 

This needs assessment of transition services has reviewed: 

· transition-related services offered by and challenges faced by New Mexico state agencies, commissions, and organizations ;

· medical transition and challenges faced by adolescents during transition in the University of New Mexico Health Sciences and the Indian Health Service systems;

· income support and Medicaid coverage for youth with special health care needs in New Mexico; and 

· The perceptions of youth with special health care needs and their families in the areas of medical transition and their preparation for independent living and a career. 

The final report explores "best practice" transition models in the areas of medical services/wellness and career readiness, reviews previous studies of transition in New Mexico, profiles current transition-related activities in New Mexico, identifies the reported challenges/barriers to transition and gaps in services, reports the major findings of the study, and makes recommendations for ways in which Children's Medical Services might address transition-related difficulties in the state of New Mexico. 

The major findings of the study, by area, are: 

Primary and Specialty Medical Care 

· There is a lack of formal, comprehensive, coordinated medical transition planning in New Mexico.;

· Medical practitioners appear largely unaware of the range of transition planning that would be beneficial and their role in transition planning. 

· Adult practitioners who work with special needs youth and their staff might benefit from additional training in the issues associated with adolescent development, the importance of considering the youth in the context of their family and their cultural heritage, and in working with special needs patients.;

· Special needs youth and their families would benefit from more education in the inherent differences between pediatric and adult-centered care and advance preparation for the transition to an adult provider.; and

· their families would benefit from more family-centered care that supports both the family as a whole and the individuals within the family as independent entities. 

Mental Health Care 

· There is a need for greater access to behavioral health services, both for youth with special health care needs and for their families.

· Specialty mental health care (e.g., for the developmentally disabled, for multiply diagnosed patients, and for youth convicted of crimes, especially sex offences) is difficult to obtain.

· Behavioral health care service delivery under managed care systems may not adequately meet the needs of all special needs youth.

· There is a shortage of treatment foster care programs.

· Mental health diagnoses and service eligibility criteria differ for child- and adult-oriented services, making service continuity a challenge. 

Vocational Goals 

· Youth with special health care needs are less likely than their non-disabled peers to be employed or pursue post-secondary education. 

· Youth, their families, and teachers need more information on the importance of student-led, comprehensive, outcome-oriented transition planning that begins years before the youth exits the school system and that is updated on a regular basis to reflect the youth's progress and current interests.; 

· Youth, their families, and teachers need more information on the key elements of a comprehensive transition plan. 

· Youth and their families need more information about vocational and post-secondary educational options in their area.; and 

· There is a need for statewide consistency in transition planning and transition services. 

Economic Considerations 

· Many youth with special health care needs require the support of publicly funded financial assistance and insurance programs. Because eligibility requirements change at 18 (Supplemental Security Income) or 19 (Medicaid), youth transitioning to adulthood may become ineligible for vital financial/insurance/housing support but may not be able to achieve financial security independently. On the other hand, if an individual achieves substantive employment, they will likely become ineligible for subsidized housing and/or SSI (and thus Medicaid); yet most employer-based medical insurance policies will not cover pre-existing conditions. 

· Because of the labyrinthine eligibility requirements, policies, and procedures of financial assistance programs for the disabled, there is a great deal of confusion and ignorance of the programs and any associated work incentives. 

· Waiting lists for services (e.g., waivers, public housing) are lengthy, and transition planning must begin years in advance of the anticipated need for services. 

Legal Considerations 

· There is a need for greater awareness of disability legislation in the community at large. 

· Both parents and youth would benefit from training on the legal aspects of the youth's reaching 18. 

· Youth with special health care concerns need education on the rights and responsibilities of adulthood. 

Living Arrangements 

· Youth with special health care needs face significant barriers to independent living: there is a shortage of affordable housing for those able to live independently and a shortage of semi-independent, group, and supported living opportunities for those who are not. 

· Certain populations of special needs youth (e.g., youth with a history of violence or sexual offence) have virtually no opportunity for independent living in a supported setting. 

· Youth exiting protective custody have extremely limited housing options. 

Life Skills 

· Youth with special health care concerns need more training in accepting responsibility for self-care; self-advocacy and self-determination skills; social skills, including personal safety; and competency in the responsibilities of daily living. 

· There is a need for positive role models and mentoring in the lives of youth in protective custody. 

· Family training in helping the youth achieve independence in their daily activities may facilitate transition. 

· Communications skills training may benefit both youth with special health care needs and their families. 

· A lack of viable transportation options often confounds the vocational, independent living, and social goals of youth with special health care needs. 

Social Life 

· The importance of social/recreational activities and community involvement in the lives of youth with special health care needs is often overlooked. 

· Youth in protective custody may lack social opportunities integral to healthy development (e.g., relationships with mentors/supportive adults, recreational and leisure activities). 

· Disability awareness and sensitivity in American society is low. 

Cultural Considerations 

· The youth's cultural heritage is not always considered in the planning of services and transitions, which may affect efficacy. 

Service Coordination and Continuity 

· The highly rural and culturally diverse nature of New Mexico can cause challenges to service delivery, coordination, and continuity. 

· There is a lack of communication/collaboration/networking among families, agencies, providers, schools, community, and business in the coordination and planning of services to youth with special health care needs. 

· Youth with special health care needs may require, but may not receive, a comprehensive array of coordinated services. 

· Continuity of care is a tremendous challenge for many reasons, systemic and individual. 

· There is a need for standardized terminology in describing conditions and behaviors both between youth and adult systems and among agencies. 

· There is a need for cross-training among agencies serving children and adults to ensure service continuity for youth with special health care needs. 

· A lifespan, interdisciplinary, person-centered approach to transition is needed. 

Children's Medical Services has the opportunity to help youth with special health care needs in New Mexico realize richer, more rewarding adult lives. To better meet the transition-related needs of youth with special health concerns, Children's Medical Services might consider 

Developing a program in medical transition by

· researching the Healthy and Ready to Work programs currently sponsored by the Maternal Child Health Bureau and other best practice models of medical transition for guidance; 

· interviewing adult and pediatric health care providers to identify barriers to transition and continuity of care; 

· developing strategies to address barriers to transition and continuity of care;

· creating products to serve the transition-related needs of physicians, youth with special health care needs, and their families. For example:

· a handbook on medical transition for physicians, including information on: 

· the key aspects of transition planning, organized by planning stages and including a list of responsibilities in each area for the physician, the youth, and their family;

· working with adolescents; 

· working with special needs patients; 

· the impact of chronic conditions on the family; 

· culturally competent care; 

· legal aspects of caring for adolescents and special needs patients. 

· a handbook on medical transition for youth with special health care needs and their families, covering: 

· the key aspects of transition planning, organized by planning stages and including a list of responsibilities in each area for the physician, the youth, and their family;

· information on adolescent development, including psychosocial development, and its impact on the family; 

· information on maintaining open communication both within the family and with medical providers;

· the differences between pediatric and adult-centered health care; and 

· legal aspects of adulthood.

· a "meet the patient" document youth and their families can prepare to ease transitioning to new physicians. Such a document might include the patient's medical history, tips for working with the patient, and some basic information about their life (their interests, goals, etc.). 

Additional features of the program might include:

· training facilitators for and sponsoring family support groups/counseling programs; 

· training facilitators for and sponsoring peer support groups/counseling programs; 

· investigating strategies to improve parent networking opportunities; 

· supporting the formation of clinic advisory boards that include youth with special health care needs and family members; and

· working with early childhood, preschool, and elementary school programs for special needs children to incorporate parent training on helping their child achieve independence.; 

Developing a series of transition tools workshops for parents and youth. Individual sessions might address: 

· the key elements of comprehensive transition planning; 

· economic and legal considerations of adulthood for youth with special health care needs; 

· independent living skills (including activities parents and youth can do at home); and  

· communications skills. 

A separate session might be held for just youth, focusing on self-advocacy, social, and communication skills. 

The workshop series might culminate in a career fair, with booths for local agency (e.g., Division of Vocational Rehabilitation, Department of Labor) representatives, post-secondary institutions, local businesses, etc. Ideally the fair would be co-sponsored by local schools and all students would attend. Additional booths might include social/recreational organizations (e.g., Big Brothers/Big Sisters, YMCA), independent living centers, and a disability awareness booth with information on disability legislation and hands-on opportunities for participants to "feel" what it is like to have a disability. 

A product related to this program might be a family guide to transition that discusses the transition process and provides practical advice on preparing for a transition team meeting, accessing services, keeping records, and related matters. 

In addition to these programs, Children's Medical Services might consider active participation in/support of the Statewide Transition Coordinating Council, the Adolescent Transition Group, and transition coordination groups on the local level. The efforts of these groups to coordinate services and cross-train to improve continuity are integral to the future of transition services in New Mexico.
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