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Executive Summary

Fetal Alcohol Spectrum Disorders (FASD) refers to a range of birth defects that can occur in individuals whose mothers drink alcohol while pregnant. Research has shown that the effects of alcohol on the developing fetus are far more teratogenic (resulting in permanent damage) to the fetus than other substances including crack/cocaine. Birth defects caused by alcohol exposure endure throughout an individual’s lifetime and are 100% preventable if a woman does not drink alcohol while pregnant.  

At least 12.5% of pregnant women report drinking at some time during their pregnancy.  Binge drinking and consistently heavy drinking are reported by 3% of pregnant women. Drinking behaviors in pregnancy occur across economic, social, racial and educational levels. Nearly every system, including physical and behavioral health, child care, education, employment, law enforcement and criminal justice, is unknowingly challenged to meet the needs of persons and families affected with an FASD. 

In 2006, the Pennsylvania Department of Health, Bureau of Family Health asked the Pennsylvania Perinatal Partnership to conduct two roundtables, one in Pittsburgh and the second in Philadelphia, to raise awareness and gather “facts” about FASD from a diverse perspective. The goal was to develop recommendations for improving both prevention and treatment approaches in coordination with a statewide plan currently being developed by a taskforce convened by the Bureau of Drug and Alcohol Programs (BDAP). 

Roundtable participants included FASD experts and researchers, parents raising children affected by FASD, and representatives from key service sectors including providers of:   physical and behavioral health, early childhood intervention, adoption and foster care, child care, social services, education, physical and behavioral health, judicial, probation and corrections systems, faith-based ministries and public and commercial insurers.  Over 120 individuals participated in both roundtables. 

The recommendations below represent a synthesis of the findings and suggestions from the Roundtables and have been shared with the BDAP Taskforce to be integrated with the statewide plan.

1.  Provide Training to Systems of Care

Persons with FASD are in every system of care, but because the disorder is unidentified or misdiagnosed, frequently do not receive timely, effective and appropriate care. Often, they have received services simultaneously and/or repeatedly by many programs, especially physical and behavioral health, child care, child welfare, education, employment, law enforcement and criminal justice. Lack of awareness, recognition, and knowledge challenges systems to effectively meet the needs of persons and families affected with an FASD. Provider training on FASD in every system of care is key to building capacity to identify persons with an FASD and to modify approaches to care.

· Place initial emphasis on obstetricans/gynecolgists; pediatricians; family medicine; nurses; maternal/child health in-home providers and professionals in special education, drug and alcohol, juvenile justice, probation and parole, judges and corrections. 

· Develop core competencies specific to the professions being trained and include science-based information; strategies for prevention and diagnosis; effective treatment for addictions and for persons with a diagnosed FASD.

· Develop and provide access to professional consultation hotline.  

                                                                                                                                                             2.  Develop Support Services for Families Caring for Persons with FASD. 

Little support is available to families and many services, diagnosis, and support are discovered by the families themselves rather than through professional or community assistance. Foster and adoptive mothers are stigmatized for being a ‘bad parent” and birth mothers are additionally stigmatized for drinking while pregnant. Individuals with an FASD require some degree of lifelong support and assistance.

· Provide respite care, specialized parent training, support groups for families, individuals and siblings, and options for effective adolescent and adult services.

· Create a directory of accurate FASD information sources, summaries of research findings, descriptions of current research studies, effective prevention approaches, addiction programs that specialize in treating women, centers that diagnose FASD, and treatment programs that specialize in interventions for persons with FASD.

· Expand home visiting programs to deliver FASD prevention and intervention services.

3.  Target Prevention and Screening to Women of Child Bearing Age

A women’s visit with her health care provider offers an ideal opportunity for one-to-one 

screening and education about alcohol use. Alcohol is a legal substance and drinking is a socially accepted behavior.  The general public and many professionals are unaware that even small amounts of alcohol during pregnancy can have lasting consequences for the developing fetus. 
· Routinely ask screening questions and provide patient education related to alcohol use and risks during general health screenings, especially for women who are pregnant and those who plan to become pregnant or who are at risk of an unplanned pregnancy.  
4. Integrate Education and Identification of Persons with FASD into Programs for Women at Highest Risk

Many women at highest risk are or have been involved with substance abuse treatment systems and/or the delinquency and corrections systems. Drug and alcohol programs for women and especially those with children or those of childbearing age are key to primary and secondary FASD prevention efforts. Research indicates that as many as 25% of juvenile and adult offenders in the correction system have an FASD, and 60% of individuals with an FASD report a “brush” with the law at some point in their adult lives. 

· Provide FASD screening, diagnosis, prevention and education in drug and alcohol programs for women and especially those with children.

· Pilot innovative collaborations with family planning programs and court remanded treatment initiatives for women with a DUI or related alcohol offense.  

· Make available the full complement of services that families require and services that sustain recovery to women in recovery who have an FASD and/or a child with an FASD.

5. Hold an Annual Conference for Families, Providers, Researchers and Communities 

Resources and information are available, however locating, understanding, remaining current and accessing resources require tenacity and sophistication and add another task for overwhelmed families and professionals. Parents feel isolated and will benefit from support groups that offer information about FASD, resources, and emotional support.

· Create opportunities for families to network with each other

· Discuss innovative approaches and state-of-art information

· Review progress annually

6. Integrate FASD Services and Programs with Existing Systems of Care   

The creation of a separate system of care for persons with FASD reinforces “silos” which exist among service providers, adds unnecessary complexity and places additional demands on limited resources. Persons with FASD will benefit most from integration and coordination of care by “breaking down” the silos among service systems.  A systems approach includes surveillance, prevention, case finding, treatment access, monitoring and family and community supports.    

· Integrate FASD into discussions and responses to closely associated issues including perinatal depression and domestic violence. 

· A champion charged with this responsibility and authority should be designated by the Governor of the Pennsylvania and/or the State Legislature.  

In order to move forward with these recommendations, the PA Department of Health will convened a Leadership Forum at the Harrisburg Hilton on May 31, 2007.  The forum included secretaries, deputy secretaries and directors from departments and bureaus whose jurisdictions overlap with the recommendations presented in this report.    A representative from the House Subcommittee on Drugs and Alcohol was in attendance. Leaders at this forum were briefed on this report, reviewed and commented on these recommendations.  The feedback on this report as shared at the Leaders Summit will be incorporated into the final BDAP plan which will be presented in the Fall 2007.  

A. Introduction

Fetal Alcohol Spectrum Disorders (FASD) refers to a range of birth defects that can occur in individuals whose mothers drink alcohol while pregnant.  Research has shown that the effects of alcohol on the developing fetus are far more teratogenic (resulting in permanent damage) to the fetus than other substances including crack/cocaine.  The effects of prenatal alcohol exposure range from subtle to severe.  At the most severe range, alcohol use can result in a spontaneous abortion.  Also severe is clinically diagnosed Fetal Alcohol Syndrome (FAS), characterized by slowed infant growth, facial anomalies, and brain damage affecting intellectual development. Alcohol use can impair the development of the heart and other major organs, leading to ongoing medical problems for the child.  Alcohol consumption in pregnancy also can lead to “invisible” yet permanent damage to the central nervous system as evidenced by developmental delays, impulsivity, hyperactivity, cognitive and learning disabilities, and co-occurring mental and behavioral health conditions.  Birth defects caused by alcohol exposure endure throughout an individual’s lifetime and are 100% preventable if a woman does not drink alcohol while pregnant.   It is not known for certain how many individuals are affected by an FASD.  Estimates suggest that as many as 4 million infants are born each year in the US with prenatal alcohol exposure. Nearly every system, including but not limited to physical and behavioral health, child care, education, employment, law enforcement and criminal justice, is unknowingly being challenged to meet the needs of persons and families affected with an FASD.  Lack of knowledge in professional communities about FASD results in less effective care and more costly efforts to provide appropriate care.

Despite emerging evidence on the harmful effects of alcohol use in pregnancy, surveys indicate that rates of drinking behaviors among pregnant and non-pregnant women of childbearing age are not declining. Concerned that information about preventing FASD is not reaching women and the general public, the US Surgeon General issued a public health advisory in 2005, updating an earlier one from 1983 on pregnancy and alcohol use.  The 2005 advisory clearly urges women who are pregnant or who may become pregnant to abstain from any use of alcohol, as there is no evidence for a “safe” level of alcohol use during pregnancy.   

This report details the proceedings and recommendations from two roundtables on FASD convened in the fall of 2006 by the Pennsylvania Perinatal Partnership under the auspices of the Pennsylvania Department of Health, Bureau of Family Health.  These roundtables integrate with the work of a statewide taskforce convened by the Department of Health, Bureau of Drug and Alcohol Programs that is developing a statewide plan for FASD.  Several members of the Partnership’s FASD Subcommittee that planned and hosted the roundtables also serve on the state taskforce.  The recommendations in this report represent a collaboration between the Roundtables and the Taskforce’s work.

The Pennsylvania Perinatal Partnership is a statewide organization of Healthy Start and Title V maternal child health providers in Pennsylvania.  The Partnership was formed with funding from DHHS Maternal Child Health Bureau under a mandate to promote state-level partnerships of these publicly-funded programs. Founded in 2002, the mission of the Partnership is to improve maternal and child health outcomes in Pennsylvania through collaboration, intervention, joint strategies and advocacy.  In addition to its work on FASD, the Partnership has initiatives addressing: Perinatal Depression; Children with Special Health Care Needs; Prenatal Care for Undocumented Pregnant Women; and Disparities in Pregnancy Outcomes. 

B. The FASD Roundtables

In 2006, the Pennsylvania Department of Health, Bureau of Family Health provided the Pennsylvania Perinatal Partnership with funding to conduct two roundtables addressing awareness, prevention, diagnosis, and treatment of FASD in the Commonwealth.  In order to reach the widest possible audience in Pennsylvania, one roundtable was held in Pittsburgh on September 28, 2006 and the other in Philadelphia on October 5, 2006.  The purpose of the roundtables was to raise awareness and gather “facts” about FASD from diverse perspectives leading to recommendations for improving both prevention and treatment approaches.  The participants invited to the roundtables included FASD experts and researchers, parents raising children affected by an FASD, and representatives from key service sectors that, either knowingly or unknowingly, are faced with the needs of families and individuals with an FASD.  Participants included, but were not limited to providers of:  early childhood intervention, adoption and foster care, child care, social services, education, physical and behavioral health, judicial, probation and corrections systems, faith-based ministries and public and private insurers.  Over 120 individuals participated in both roundtables.  The list of attendees and agency affiliations is included in Appendix 1.  

The roundtables were planned under the leadership of the two co-chairs of the Partnership’s FASD Work Group:  Cheryl Squire Flint, Executive Director, Healthy Start, Inc. of Allegheny/Fayette Counties and Barbara Williams, Nursing Supervisor from Bucks County Department of Health.

The agenda for the day-long roundtables was structured to provide an expert overview of FASD presented in Pittsburgh by Nancy Day, Ph.D., Professor of Psychiatry and Epidemiology, Western Psychiatric Institute and Clinic and presented in Philadelphia by Dan Dubovsky, MSW, FASD Specialist, Substance Abuse and Mental Health Services Administration (SAMHSA) FASD Center for Excellence.  The purpose of these presentations was to ensure the participants had baseline information about FASD and to introduce a discussion about the current state-of-research knowledge about the disorders. 

Following the presentation, each location sponsored a panel of birth and adoptive parents who candidly shared their experiences in raising children with an FASD.  The parents at the Pittsburgh location included:  Dianna Brocious, Deborah Fisher, Marge Schaim, and Diane Seager.  The parents at the Philadelphia location included:  Neta Kerstetter, Audrey Beleski, and Helen Smith.  These women described their families’ past and on-going efforts to obtain services for their children and from this imparted ideas for ways service systems can be improved to assist caregivers and individuals (children and adults) with an FASD  in reaching their full potential. The panels were moderated by Mary Ellen Trenga, program director at the Matilda Theiss Child Development Center, and Lisa Strother, Perinatal Addictions Field Manager with Healthy Start, Inc.

Biographical information about the presenters, panelists, and moderators is in Appendix 2. 

After a networking lunch, the roundtable participants, joined by the parent panelists and experts, were assigned to small discussion groups of 10-15 persons each to respond to a set of questions.  Assignment to the groups was purposefully arranged to ensure heterogeneity of discussants within groups so that multiple perspectives on each question could be shared.  

The questions addressed in each of the groups were:

1.  What has been your experience with FASD?

2.  Have you ever received information or training about FASD?

3.  Does your agency or an agency that you know offer services that families and individuals with an FASD would benefit from?

Finally, the groups were asked to develop recommendations for both prevention and intervention strategies that will improve upon the current approaches to FASD.

Each of the seven discussion groups (across both locations) was led by a trained facilitator. A note-taker in each group recorded the full discussion for the purpose of preparing this report and a “scribe” took notes on flipchart paper that was used by the facilitator in the Group Reports and Wrap-Up presented at the end of the day.

The remaining sections of this report present the proceedings from the roundtables.  The first section outlines key points stressed by the experts; the second section examines themes from the parents’ experiences and their hopes for the future; the next section summarizes major themes from the discussion questions using a content analysis of the notes from each discussion group. The report concludes with recommendations intended to move the work forward on preventing and treating FASD in Pennsylvania.  

C. Facts About FASD

The Long Term Effects of Prenatal Alcohol Exposure

Nancy Day, MPH, PhD

Western Psychiatric Institute and Clinic, University of Pittsburgh

Pittsburgh Roundtable Presentation on September 28, 2006

In addition to providing an overview of FASD, terminology and a theoretical model for explaining the effects of prenatal alcohol exposure on individuals, Dr. Day presented data from her ongoing 22-year prospective study of pregnancy outcomes for 755 low income women and their children who were exposed prenatally to alcohol, marijuana, or tobacco.  

Key Points made by Dr. Day:

Alcohol consumption among pregnant women remains high: 12.5% of pregnant women report drinking at some time during pregnancy.  This may be higher as many women do not recognize the period from conception to confirmation of the pregnancy as time included in “being pregnant.”  Binge drinking and consistently heavy drinking are reported by 3% of pregnant women.  Rates of drinking by pregnant women have not changed since 1991.

Pregnant women do not drink with the intention of harming their unborn child; Some women will drink socially, some as a coping mechanism and others have an addiction to alcohol.   Drinking behaviors in pregnancy occur across economic, social, racial and educational levels.

Prevention interventions should address key differences in women’s drinking behaviors:  Women who drink early in pregnancy tend to be white, single, better educated, and employed.  These women stop drinking early in pregnancy.  Women who drink throughout pregnancy tend to be African American or women who use other substances. 

Exposure to alcohol during fetal development will affect whatever system or function is developing at that stage.  Larger exposures to alcohol and over longer time will lead to greater effects on more systems/functions.  Therefore, any time in pregnancy is the right time for a woman to abstain from continued drinking.

A diagnosis of Fetal Alcohol Syndrome (FAS) requires all three of the following: prenatal or postpartum growth deficiency; facial anomalies; and effects on central nervous system structure or functioning.

The economic costs of providing medical care and services to an individual with a diagnosis of FAS are staggering – reaching $1 million in just the first 30 years of that person’s lifespan.

Fetal Alcohol Spectrum Disorders (FASD) is not a clinical diagnosis, but rather indicates that one or two, but not all three criteria of FAS are met.  

The less visible effects of alcohol use in pregnancy are on the central nervous system (CNS) and result in changes in the brain as seen on imaging, neurologic abnormalities, behavior problems and cognitive impairments.  CNS involvement is evident in most individuals with an FASD.

Children with alcohol exposure in pregnancy who did not meet the diagnostic level for FAS, evidence lower performance on IQ, math, spelling and reading competencies at age 6 years than their unexposed peers. 

Prenatal alcohol exposure results in primary outcomes on brain functioning, learning deficits, inattention, impulsivity, and growth retardation.  Over time, the primary outcomes can lead to secondary outcomes affecting mood and behavior problems.  Mood and behavioral outcomes can further lead to social problems such as academic failure, delinquency, substance use, and psychiatric disorders (co-morbidity) that result in tertiary outcomes  that affect quality of life at home, in school, on the job and interpersonal relationships.  Follow-up study data on children through age 16 support this descriptive model of primary, secondary and tertiary outcomes.

Questions about drinking behaviors should become a routine part of screening for women who are pregnant and those who plan to become pregnant.  Normalizing these questions as a routine part of health assessments can remove the stigma of asking the questions and along with provider training on FASD, raise the comfort level of practitioners.  

Screening questions should examine quantity, frequency and duration of drinking behaviors.  Practitioners should especially ask about the period from conception to knowledge of the pregnancy since many women do not include this period when talking about their pregnancies.  

Fetal Alcohol Spectrum Disorders: An Overview
Dan Dubovsky, MSW

Substance Abuse and Mental Health Services Administration (SAMHSA)

FASD Center for Excellence

Philadelphia Roundtable Presentation on October 5, 2006

In addition to providing an overview of FASD and terminology covering similar information to Dr. Day, Mr. Dubovsky stressed current and ideal practices in prevention and the consequences of not recognizing an FASD for the individual, the caregiver, the community and providers of care including but not limited to physical and mental health services, child care, education, employment training, corrections, addiction services, and social services.  

Key Points made by Mr. Dubovsky:

Fetal Alcohol Syndrome (FAS) can be clinically diagnosed; whereas, most people with an FASD will not have visible signs.  Therefore, determining and diagnosing specific disabilities (an FASD) resulting from prenatal alcohol exposure, is far more difficult and generally requires a team of professionals such as geneticists, neurologists, developmental pediatricians , education diagnosticians, mental health experts, and experts in birth defects (dysmorphologists).  Diagnosis of an FASD is an arduous process for individuals and their families.

An FASD is caused solely by a mother’s drinking during pregnancy; a father’s alcohol use either prior to or after conception does not cause an FASD.  

Alcohol can be transmitted to the baby post-partum through mother’s breast milk.  Exactly how long alcohol remains in breast milk is uncertain.  

Contrary to public perception, the majority of individuals with an FASD do not have severely diminished intelligence nor do they have facial anomalies associated with FAS.  However, their disability can result in impaired reasoning, judgment, memory, and cognitive functioning.  

Many “typical” treatment approaches (cognitive behavioral therapy and motivational interviewing, for example) are designed for individuals without cognitive impairments. These treatments may be less effective when provided to someone with a cognitive disability.

Individuals with an FASD are in every system of care, but because the disorder is unidentified or misdiagnosed, they often do not receive timely, effective and appropriate care.  Because of their limitations and inappropriate treatment approaches, individuals with an FASD may be viewed as being non-compliant and unmotivated, in other words a “treatment failure”.

Provider training on FASD in every system of care is key to building capacity of systems to identify persons with an FASD and to modify approaches to care.

Effective and timely treatment and support are needed for the individual and the entire family. An FASD diagnosis is a diagnosis with implications not only for the individual over his/her lifetime but for the family as well.  Community support can enhance the effectiveness of the individual and family toward achieving full potential.

Families with one child with an FASD may have another child with an FASD and/or children without an FASD, creating challenging parenting issues and need for respite and other supportive care.

Individuals with an FASD can grow, improve and function well in life with proper supports and a “strengths-based approach” to improving outcomes; systems that can provide appropriate services exist, but are not organized in a manner that link FASD screening, identification, support services and effective treatment approaches.

Both effective treatment and effective prevention approaches are key in addressing FASD

Screening questions and patient education related to alcohol use and risks should be routinely asked during general health screenings and particularly of women in childbearing years who are trying to become pregnant or who are seeking to prevent a pregnancy (using a birth control method) as the latter women are at risk of becoming pregnant unintentionally through method failure or inconsistent use.

Interventions to prevent FASD need to be designed differently for women who themselves may have an FASD based on their difficulty processing and acting on verbal prevention messages.

D. The Parents’ Experiences

Seven mothers, each raising children with an FASD, shared their personal experiences at the roundtables and participated in the afternoon discussion groups.  Six of the seven mothers are adoptive parents.  One birth mother is raising her biological children, one of whom has been identified as having an FASD.    The children range in current age from 5 years to the mid-thirties.  Several of the mothers are raising more than one child with an FASD; and several families include children who do not have an FASD.  In a few instances, the adoptive families were aware that the child was prenatally exposed to alcohol, but at the time of the adoption, the consequences of this exposure were not fully known.  Other families came to the diagnosis after negotiating their way through many providers and treatment approaches.  Despite variations in each family’s story, there are several themes that resonated throughout:

The Struggle to Obtain an Accurate Diagnosis and the Trial and Error of Treatment:  The parents described the time and frustration they encountered in trying to identify exactly what was going on with their children and how to get them help.  The professionals did not know enough to guide the parents and often advised conflicting treatment approaches. The parents were pretty much left on their own to try any number of approaches and move onto other options when those failed.  Parents were willing to try any approaches that might help the children.  Treatments grew more complex as co-occurring conditions emerged, particularly behavioral disorders.  Typically, the path to a diagnosis was trial and error involving medications that were used to treat attention deficit disorder and mood disorders and therapies, such as cognitive behavioral approaches, that didn’t recognize the cognitive limitations of individuals with an FASD.  Along the way, the parents by necessity became the experts on FASD and treatment resources.  For the most part, health professionals while well-intended, did not have the knowledge or expertise on FASD and the associated cognitive and behavioral disorders to be of much assistance to the families. Ironically, the families found themselves in the role of educating the professionals, with varying degrees of success, about FASD.

Labels and Stigma:  Labels and stigma abounded for all involved:  birth mothers, adoptive parents and the children. The birth mother explained how providers in medicine, education and social services judged her for her past and treated her as though she should be punished rather than assisting her with accessing needed services. These providers failed to consider her as a “partner” in the quest to find help for her child.   Several of the adoptive parents explained how they too were judged when seeking help for their children’s undiagnosed behavioral problems.  Professionals “blamed” them for having poor parenting skills or not “loving” their children enough.  They viewed the parents’ attempts at providing structure for the child as being too rigid and “causing the behavior problems.”  The mothers shared how the children too were labeled and  dismissed by teachers and case workers as being unmotivated and defiant when in reality the children were frustrated with trying to meet unrealistic expectations of them.  When they couldn’t “get it right,” the children rebelled, grew angry and/or stopped trying.  Providers assumed the children had cognitive capabilities similar to children without an FASD.  These situations resulted in frustration for all.

Effects on Family Members and Need for Respite Care:  Parents explained how an early diagnosis is best for both the family and the child.  Early treatment and support helps prepare parents and siblings; the child with an FASD experiences greater “success” with interventions that recognize the child’s limitations and potential.  As the children grow older and particularly in situations where an accurate diagnosis is not made, co-occurring disorders can cause further disruption to the family and the child’s ability function in social situations.  Several parents described their children as having angry and sometimes violent outbursts; episodes of stealing and lying; depression and withdrawal.  Of necessity, parenting approaches had to be more flexible for these children. This made it difficult in raising children unaffected by and FASD in that they perceived the “rules” and expectations were unfairly different for them compared with their siblings.  Parents described how in-home support services are valuable and provide a much needed “break” for the family members.   

Through Adolescence, Adulthood and Beyond:  The parents explained how individuals with an FASD require some degree of lifelong support and assistance.  Each child’s needs are unique to the type and severity of the impairment.  Finding appropriate care and supports became harder as the children “age” out of services.  Several parents described how their adult children have become involved with the criminal justice system.  Parents emphasized that many children with an FASD have IQs in the normal range that often will not qualify the child for Mental Health or Developmental Disabilities (MH/DD)services. Yet, the MH/DD approach to treatment and support for individuals with developmental disabilities across the lifespan is a promising and desirable model for individuals with an FASD, particularly as they grow older and seek greater independence from the family. Parents fear for their children’s futures, particularly as they reach developmental milestones of adolescence and then adulthood when, at age 18, they became legally emancipated.   Parents wish for their children to enjoy the rewards of adulthood:  a job, independent living, and relationships with others.   The parents with adult children described the need for assistance with legal issues such as guardianship and trust funds to ensure that their children will continue to receive the care they need and realize their full potential. 
When asked about what they hope for differently, the mothers responded:  

Provider education about FASD leading to better care and earlier access to accurate diagnosis and effective treatment.

Education for teachers, counselors and service providers about how children with an FASD “learn” and techniques for working with them.

Elimination of judgmental treatment of birth mothers, parents, and individuals with an FASD.

Training on parenting skills that are effective in raising a child with an FASD.

A list of FASD resources and services for families that are known to be effective.

More services for adolescents and adults with an FASD, particularly programs that support independent living and job training.

Changes to the MH/MR system that relax criteria for eligibility.

Help with guardianship issues, the development of trust funds, and other legal matters.

Creation of client/family centered interdisciplinary treatment teams that confer with each other and ease the parents’ burden. 

Quality respite care for parents and family members.

Programs that provide mentoring and support independent living for adults with an FASD.

Changes in the justice, corrections, and probation systems that screen for FASD and place youth and adults in effective rehabilitation programs

Prevention programs for youth about the dangers of drinking and drinking while pregnant. 

E. Discussion Group Findings

Highlights of the group discussions for each of the three questions are presented below.

Question #1.  What has been your experience with FASD?

Many participants shared that professional recognition and knowledge of FASD is lacking in their service systems.  Participants stated that they knew very little about FASD prior to the roundtable. In having awareness raised, they acknowledged individuals with an FASD in their service system go unrecognized and this may affect their ability to be successful in providing services and effective interventions.  The participants indicated that the information they receive on clients and families who are referred to them from other provider systems also lacks information or assessment related to FASD that could be helpful in providing appropriate care to clients and supports for their families.

With the intent of providing appropriate interventions, participants pondered over how they are to identify an FASD when it is not being properly diagnosed in any other system of care. Cognitive and behavioral manifestations associated with FASD can also result from abnormalities due to other circumstances, such as genetic disorders, trauma, or exposure to lead or mercury.  One participant noted that it is possible that the link between a client’s impairment and FASD may not be knowable, particularly if information on the birth mother is not available.  Another participant shared the importance of screening for and diagnosing cognitive and behavioral disabilities regardless of the root cause in order to assure that clients are matched to effective interventions. 

Someone questioned whether it was useful to infer alcohol as a cause of an observed disorder in the absence of clinical evidence or the mother’s prenatal history.  Jumping to such conclusions unfairly puts a label on the birth mother and her behavior that can have negative consequences for both the mother and the individual.  The point was made that perhaps providers have to improve skills in diagnosing and treating cognitive and behavioral impairments regardless of origin and that information about a birth mother’s use of alcohol is most helpful when monitoring for and diagnosing an FASD early so appropriate interventions can be introduced.   

Discussion around the absence of information on a person’s prenatal exposure to alcohol further evolved into cautionary points about privacy, stigma, and misuse of information on birth mothers that could result in judgmental treatment and punitive outcomes.   Negative consequences could result in women being less truthful about their drinking behaviors and could impede access to treatment for women with an alcohol addiction.  

Participants strongly felt that misguided public awareness campaigns could result in “backlash” treatment of pregnant women and birth mothers.  For example, the history surrounding women’s use of crack/cocaine in pregnancy has shown that state legislatures are capable of enacting laws that criminalize behaviors and result in women’s incarceration and lost custody of their children.  Beyond the legal system, birth mothers risk being judged by health providers, educators, other professionals, and members of their communities when it becomes known or suspected that alcohol used during pregnancy is linked to a child born with an FASD.

Participants noted that there are additional considerations that present challenges to raising awareness of FASD.  Alcohol is a legal substance and drinking is a socially accepted behavior.  Underage drinking is a significant problem and glamorized by youth.  The general public and some professionals are misinformed about the nature of addictions, including effective treatment approaches.   Alcohol use has lost prominence in prenatal screening with greater emphasis on use of tobacco and drugs such as crack, cocaine, and methamphetamines.   Misinformation persists about the use of alcohol in pregnancy, some of which is perpetuated by providers and trusted sources such as family members. For example, some women are told by their obstetricians that it is safe to have a drink during the third trimester; some breast feeding women are advised that a drink of wine or a beer can help with the “let down” reflex when nursing.

Question #2.  Have you ever received information or training about FASD?

Participants acknowledged that FASD has not been a routine part of their professional training despite the fact that they are most likely providing services to individuals with an unrecognized FASD.  Some participants in the public health nursing field noted that they have had training in FASD and provide educational programs to colleges, high schools and community groups.  Most participants acknowledged that the information they received through the roundtables was more comprehensive than anything they had received to date.  

Participants were familiar with Fetal Alcohol Syndrome (FAS) as the diagnosis most often associated with children of women addicted to and using alcohol throughout pregnancy. The broader effects of alcohol use in pregnancy as defined by the term FASD was new information to many participants.  

Participants were motivated to learn more.  Most felt the information at the roundtable did much to raise their awareness, but they need specific information and additional skills-related training in order to be effective in their work with families and individuals with an FASD.  Although they recognized that there is much yet to learn through ongoing research about FASD, additional areas where the participants sought information or training are:

1.  How are the broad range of fetal alcohol spectrum disorders similar to or different from disorders such as those associated with lead poisoning, or autism, or learning disabilities not traced to prenatal alcohol exposure?  Are the implications for intervention and treatment different or the same?

2.  If screening and diagnosis of suspected central nervous system disorders is improved, what is the benefit to the treatment of the individual in documenting that the birth mother had a history of alcohol use in pregnancy?  Aren’t there other possible explanations for some of these disorders?  Would this approach avoid the blaming and judgment often cast on the birth mother and still ensure individuals get the best treatment for their disorder?

3.  Drinking alcohol is commonplace in many European countries.  What has been the research on FASD prevalence and prevention in these countries? How does that compare to the US?

4.  While FASD is solely linked to a woman’s drinking behavior, what are the preconception health implications for men who use alcohol?  Studies suggest that alcohol can affect sperm production and cause sperm abnormalities.  What are the implications of these findings in the preconception messages providers give to both men and women?

5.  How exactly does one arrive at a diagnosis for one or several of the fetal alcohol spectrum disorders?  What systems/expertise exist to make an accurate and timely assessment of an FASD?  In other words, if a provider observes cognitive or behavioral impairments when working with a child and has information of the birth mother’s alcohol use, where should this family be referred for diagnosis and services? Where is the expertise needed to define the exact nature of the child’s disorder?

6.  What are the successful treatment approaches for FASD and what systems/providers of care are trained to offer these modalities?

7.  What is the ideal structure of an integrated, comprehensive approach to diagnosis and treatment for families and individuals with an FASD?  How does this paradigm need to be modified for adolescents and adults whose identification of an FASD comes later?

8.  What are the elements of successful alcohol treatment programs for women so these models can be replicated throughout the drug and alcohol treatment system and consumers and referring providers have criteria upon which to select programs.

9.  What is the explanation behind why a mother who has similar drinking behaviors in all her pregnancies will have some children born with an FASD and some born unaffected?  

10.  What is the Screening, Brief Intervention, Referral and Treatment (SBIRT) model and what evidence exists regarding its effectiveness?  Are there other successful prevention approaches, especially those that are effective with adolescents and address underage drinking?

11.  What is the Department of Welfare’s involvement with the state taskforce and what is its commitment to reimbursing providers for screening, diagnosis and treatment of an FASD?

Several participants were eager to share what they learned at the roundtable with their colleagues.   Two participants described how they intend to raise professional awareness of FASD over the next few months.  The Training and Technical Assistance Institute for Pennsylvania’s Children and Adolescent Service System Program  (CASSP) is a program funded by the Department of Welfare to provide training to the mental health system that treats children and adolescents with serious emotional disturbances. The CASSP Annual Conference in April 2007 will include sessions raising awareness, and education and training about FASD. The Conference is attended by over 1,000 persons. Persons attending are from throughout the Commonwealth of Pennsylvania and includes parents and consumers, clinicians, teachers, social workers, home visitors and other professional and para professional service providers, members of advocacy and legal communities, provider agency managers, representatives of professional organizations, and local and state governmental officials. The PA Juvenile Court Justice Commission will provide Statewide training on FASD to its staff members.  Also, requests for community presentations have been made from those who participated in the Roundtables. For example, Dr. Nancy Day was recently asked to address two African American Church groups in the Pittsburgh area about FASD.

Question #3.  Does your agency or an agency that you know offer services that families or individuals affected by an FASD would benefit from?

As a group, participants could identify a range of resources to benefit either prevention or intervention efforts related to FASD including services that might be offered by their own agencies.  Similar to the parents, participants knew of no centralized, comprehensive directory of resources for FASD diagnosis and care in Pennsylvania.  

Some participants knew of primary care, family planning and obstetrical settings that were using the Screening, Brief Intervention, Referral and Treatment (SBIRT) approach for educating women and identifying those at increased risk for potential alcohol abuse.   Others noted that there has been an increase in preconception health education, particularly by providers of family planning and women’s health care, and that the risks of alcohol use are covered in preconception counseling.  Very little was known about  FASD services provided through the judicial or correction systems. One participant described how the corrections system in Bucks County is educating incarcerated women about the dangers of alcohol in pregnancy and supports women in accessing drug and alcohol treatment upon release.  Several participants raised concerns about the paucity of substance abuse treatment programs specializing in services for women, especially for women with children.  They felt such programs should be a focus of primary and secondary FASD prevention efforts, as these women are likely to be at highest risk and themselves may have an unrecognized FASD.

Participants shared information about education programs addressing the effects of alcohol use in colleges, in high schools, and in some professional training programs for nurses, obstetricians and pediatricians. Education in some school settings is being provided by the PA Department of Health’s regional public health nursing staff.  Participants observed that home visiting program staff can play a pivotal role in delivering prevention and intervention services to new and younger mothers, as they are trusted by families and have direct knowledge of the families’ special needs.

PA Families Inc. is a statewide support network for families affected by an FASD. Other support resources identified by participants were not specific to alcohol use and FASD, but provide services that can benefit families and individuals with an FASD.  Participants identified two volunteer programs: the first, Parent to Parent of Pennsylvania (www.parenttoparent.org) that provides support to parents who are  raising their children with behavioral and cognitive disorders, and the second, Best Buddies of Pennsylvania (www.bestbuddies.org) that provides mentoring friendships for persons with intellectual disabilities.

The parents shared a wealth of information in the discussion groups regarding resources they have used.  As noted in their bios in Appendix 2, the parents have founded support groups and work in fields that provide services related to FASD and services for pregnant and parenting women and families.  All of the parents acknowledged the importance of continued advocacy and expanding awareness of FASD.

Participants were aware of the services that early childhood intervention programs provide to families and children with special health care needs including those with an FASD.  One participant described the how the Infant-Toddler and Family Instrument (ITFI) developed by Apfel and Provence could be useful in diagnosis and assessment.  Other potential resources for individuals and families are mental health agencies, drug and alcohol treatment centers, wrap-around services, family support centers, and church ministries.  Some participants indicated that occupational therapy and physical therapy are additional components of a comprehensive treatment approach for some individuals with an FASD.

Within the public education system, participants noted that special education and child study teams had responsibility for assessment and ensuring appropriate learning environments under federal regulations.  It was noted that some school systems are better at providing these services than others.  One of the parents is home-schooling her child.  Participants cited the federal Child Abuse and Prevention Act of 2003 as a mandate for ensuring vulnerable, at-risk children and families are identified and provided comprehensive services to meet their needs.

One of the discussion groups in Pittsburgh described the advantages of having a single-point-of-service program, the Alliance for Infants and Toddlers (serving all of Allegheny County) as a resource for “one stop entry” into the complex maze of health and social services for families.  The Alliance is funded to provide coordination for early intervention services and assist families in “cutting through the red tape” of identifying and accessing the most appropriate care for themselves and their children.  

Another resource in the Pittsburgh area is the Matilda Theiss Child Development Center at the University of Pittsburgh.  One participant at the Philadelphia roundtable described the Maternal Addictions, Treatment, Education and Research (MATER) Program at Thomas Jefferson University Hospital as a resource and model program for women with addictions. Many participants agreed that academic research centers with a focus on FASD can provide state-of-art care and add to the growing field of knowledge about FASD.  These centers are excellent resources for insuring that FASD service approaches are informed by scientific evidence.  

Therapeutic residential settings provide another option for individuals and families, particularly for older children and teens.  An example cited was the Bald Eagle Boys Camp in Mill Hall, Pennsylvania.  This camp provides “residential treatment for boys who are emotionally and behaviorally troubled.”  As one of the parents noted, however, there is no central directory of therapeutic residential programs designed to meet the needs of youth with an FASD.  Parents are largely left on their own or through word-of-mouth to find programs that might benefit their children and some are not covered by insurance or Medical Assistance.

One of the adoptive parent panelists, whose child was diagnosed in infancy with an FASD, lauded the coordination services among the emergency room staff at Sunbury Community Hospital, Northumberland County Drug and Alcohol Programs, Geisinger Medical Center, and the Northumberland County Children and Youth and Early Intervention Services.  These programs kept the birth mother who had an alcohol addiction and the baby at the center of care, ensured an early diagnosis, and assisted the adoptive family with attending expert educational programs in Washington and Michigan for parents raising a child with an FASD.  

One participant described the work of the Statewide FASD Taskforce in Pennsylvania and how this body is charged with devising a state plan to address awareness, prevention and treatment.  Participants at the roundtable expressed optimism for this approach and cited several other states that had taken bold action to address FASD including Ohio, Michigan, and Alaska.  The National Organization on Fetal Alcohol Syndrome (NOFAS) has produced a report describing efforts by these and other states; this resource was included in participants’ packets.

Participants acknowledged that more information about FASD is now available on the Internet. Two Web sites mentioned by participants and not referenced in the packets were: www.stopfasd.org, a new Web site developed by the Richard O’Toole Pediatric Fund in Pennsylvania; Dr. Day is on the Board of this organization.  Another Web site mentioned during the discussions is the one used in the Ohio FASD Campaign:  www.notasingledrop.org.  Parents also cited books and movies (Damaged Angel and The Broken Cord) that provide a compassionate and accurate picture of  individuals and families affected by FASD.

It was noted that several states have FASD initiatives that Pennsylvania might choose to model.  For example, Maryland is planning its first Annual FASD Conference in the fall of 2007 and this might serve as a model for Pennsylvania.  Dr. Paula Lockhart, Director of the Behavioral Teratology Clinic and Fetal Alcohol Research Center at the Kennedy Krieger Institute (Johns Hopkins University) is a key participant in planning this event and would be a good resource should Pennsylvania conduct a similar statewide event.

F.  Conclusions and Recommendations

The aim of the roundtables was to raise awareness of FASD and develop recommendations for action.  Participants acknowledged having awareness raised about FASD and affirmed their commitment to sharing information and learning more, particularly information and skills that can improve their effectiveness in supporting families and providing services to individuals with an FASD.  They cited the need for more in-depth training and to remain informed of science-based practices.

Participants were optimistic about the potential for prevention of  FASD.  They cited how other initiatives to improve maternal/infant outcomes such as folic acid in-take, “back to sleep” campaigns, lead prevention awareness, and car seat use have been successful. While more research on FASD is needed, the collective knowledge and information shared among the experts, parents and providers at these roundtables suggest an untapped number of resources that can be organized and made more readily accessible to providers, families and individuals with an FASD.

The common themes emerging from both the parent panel discussions and the group discussions point to the following six overarching recommendations for action.

1.  Provide Training to Systems of Care

· Place initial emphasis on obstetricans/gynecolgists; pediatricians; family medicine; nurses; maternal/child health in-home providers and professionals in special education, drug and alcohol, juvenile justice, probation and parole, judges and corrections. 

· Develop core competencies specific to the professions being trained and include science-based information; strategies for prevention and diagnosis; effective treatment for addictions and for persons with a diagnosed FASD.

· Develop and provide access to professional consultation hotline.  

2. Develop Support Services for Families Caring for Persons with FASD. 

· Provide respite care, specialized parent training, support groups for families, individuals and siblings, and options for effective adolescent and adult services.

· Create a  directory of accurate FASD information sources, summaries of research findings, descriptions of current research studies, effective prevention approaches, addiction programs that specialize in treating women, centers that diagnose FASD, and treatment programs that specialize in interventions for persons with FASD.

· Expand home visiting programs to deliver FASD prevention and intervention services.

3. Target Prevention and Screening to Women of Child Bearing Age

· Routinely ask screening questions and provide patient education related to alcohol use and risks during general health screenings, especially for women who are pregnant and those who plan to become pregnant or who are at risk of an unplanned pregnancy..  
4. Integrate Education and Identification of Persons with FASD into Programs for Women at Highest Risk

· Provide FASD screening, diagnosis, prevention and education in drug and alcohol programs for women and especially those with children.

· Pilot innovative collaborations with family planning programs and court remanded treatment initiatives for women with a DUI or related alcohol offense.  

· Make available the full complement of services that families require and services that sustain recovery to women in recovery who have an FASD and/or a child with an FASD.

5. Hold an Annual Conference for Families, Providers,  Researchers and Communities 

· Create opportunities for families to network with each other

· Discuss innovative approaches  and state- of -the-art information

· Review progress annually

6. Integrate FASD Services and Programs with Existing Systems of Care   

· Integrate FASD into discussions and responses to closely associated issues including perinatal depression and domestic violence. 

· A champion charged with this responsibility and authority should designated by the Governor of the Pennsylvania and/or the State Legislature.  
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Appendix 1: Roundtable Participants

Pittsburgh, September 28, 2006

	Last
	First
	Agency Affiliation

	Allicott
	Ina
	A Second Chance, Inc.

	Blair
	Kimberly (Dr.)
	University of Pittsburgh WPIC

	Brocious
	Dianna
	Pennsylvania Families, Inc.

	Burgess
	Carlotta
	Office of Children, Youth and Families

	Cass
	Carolyn
	PA Department of Health

	Choder
	Steve
	WPIC Narcotic Addiction Treatment Program

	Cohen
	Elizabeth
	W.V. Healthy Start H.A.P.I.

	Colaizzi
	Fran
	Woodland Hills School District

	Daily
	Dr.
	Woodland Hills School District (Dr. Wilson)

	Day
	Nancy (Dr.)
	University of Pittsburgh WPIC

	Ditka
	Lauren
	Allegheny Co. District Attorney Office

	Elhling
	Rebecca
	Duquesne School of Nursing

	Fisher
	Deborah
	Juvenile Court Project

	Franks
	Charlene
	Another Way, Inc.

	Gallagher
	Deborah
	COTRAIC

	Garland
	Karen
	Sojourner House

	Gettemy
	Carol
	PA Department of Health

	Goldberg
	Richard
	Allegheny Co. District Attorney Office

	Gray, 
	Mary Jo
	Diversified Core Management

	Gwynn
	Florine
	Another Way, Inc.

	Harris
	Jessica
	Every Child, Inc.

	Heim
	Shirley
	Allegheny County Health Department

	Herceg-Baron
	Roberta
	Family Planning Council

	Hernandez, Esquire 
	Lisa
	Neighborhood Legal Services

	Jones
	Sharon
	Sojourner House

	Langer
	Debra
	IRETA (Policy Specialist)

	Maker
	Janice
	PA Department of Health 

	McCreary
	Stacey
	Bureau of Drug & Alcohol Programs

	Meinert
	Janice
	PA Health Law Project

	Oscanyan
	Nicholos
	Fayette Co. Drug & Alcohol Commission

	O’Toole
	Richard 
	Dr. Richard O’Toole Pediatric Fund

	Patrizio
	Bobbie
	Resource Mothers Project

	Payne
	Wilford A.
	Primary Care Health Services, Inc.

	Robinson
	Allison (Dr.)
	Urban League

	Ryan
	Father Regis
	Focus on Renewal

	Sarneso
	Donna
	Early Head Start, University of Pittsburgh

	Schaim
	Marge
	FAS/FAE Support Group

	Seager
	Diane
	PA FASD Task Force

	Smith
	Shirley (Dr.)
	Duquesne School of Nursing

	Staszel
	Ronald
	Early Intervention Program, OCD

	Tate
	Peggy
	Unison

	Trenga
	Mary Ellen
	Matilda Theiss Child Development Center

	Trenganowan
	Lisa
	Shadyside Family Health Center

	Walters
	Anita
	Intermediate Unit One

	Warchola
	Mary Lou
	OCYF Western Region Office

	Watson
	Stacey
	Fayette Co. Drug & Alcohol Programs

	Whalen
	Anna
	Allegheny Co. Dept. of Human Services

	Winston
	Rene’
	Children’s Hospital of Pittsburgh

	Wittman
	Rob
	CHOP Child Advocacy Center

	Womeldorff
	Penny
	W.V. Healthy Start H.A.P.I.

	Zanderia
	Kelly
	Duquesne School of Nursing

	


Philadelphia, October 5, 2006

	Last
	First
	Agency Affiliation

	Anthony 
	Debra
	Keystone Mercy Health Plan

	Banister
	Hannie
	Maternal Child, Doylestown Hospital

	Bauer  
	Sandra
	Not listed

	Beck   
	Carl
	PA DPW Office Child Development

	Beleski
	Audrey
	Parent

	Berke  
	Kelley
	Community Behavioral Health 

	Berry
	Natalie
	Instructional & Support Services/Delaware Cnty

	Campbell
	Michael
	PA Health Law Project

	Carney
	Jessica
	Children’s Hospital of Philadelphia

	Castle
	Charles
	American College of Obstetricians & Gynecologists

	Chisesi
	Marianne
	Early Childhood, Bucks County 

	Claxton
	Nick
	Phila. Dept. of Public Health/Div of Maternal, Child & Family Health

	Coates
	Mitchell
	Healthy Start, Inc.

	Copola
	Bob
	Family Planning Council

	Craig    
	Joanne
	Crozer-Keystone Healthy Start

	Cunningham
	James
	D&A TreatmentServices, Bucks County Correctional Facility

	Dorsett
	Erika
	Healthy Start, Inc.

	Dubovsky
	Dan
	SAMHSA FASD Ctr. For Excellence

	Evans 
	Robin
	SEPA Task Force, Children with Special Health Care Needs

	Fequa
	Karen
	DPW: Office of Children, Youth & Families

	Geyer 
	Latrina
	Maternal, Child & Family Health

	Gonzalez`
	Cynthia
	Community Behavioral Health

	Gordon
	Ann
	Bucks County Health Department

	Gozdiskowski       
	Audrey
	Parent to Parent of Pennsylvania

	Gregorski
	MaryEllen
	Community Behavioral Health

	Griffin
	Robin
	Keystone Mercy Health Plan

	Grossi
	Joanne
	PA Department o f Health

	Hall    
	Penney
	DPW:  Office of Children, Youth & Families

	Hansen
	Marsali
	PA CASSP

	Harriet  
	Dannai
	Healthy Start, Inc.

	Herceg-Baron
	Roberta
	Family Planning Council

	Hinton
	Michelle
	Family Planning Council

	Huling
	Kenneth
	Dept. of Health, Bureau of Family Health

	James   
	Marie
	Maternal, Child & Family Health

	Kennard
	Yolanda
	Genesis II

	Kerstetter
	Neta
	Parent

	Koba  
	Michelle
	North Inc.

	Kuna  
	Joseph
	Philadelphia DHS Children/Youth

	Lanahan
	Carol
	Maternal, Child & Family Health

	Leonard
	Yvonne
	Americhoice of Pennsylvania

	Lieberman
	Sue
	Pennsylvania Perinatal Partnership

	Mann  
	Dorothy
	Family Planning Council

	McCauley-Brown
	Colleen
	Philadelphia Citizens for Children & Youth

	McCreary
	Stacey
	PA Dept. of Health BDAP

	McKenna 
	Rob
	Family Planning Council

	Miller 
	Shelley
	Family Planning Council

	Moore  
	Audrey
	Healthy First Steps ACPA

	Murphy-Darden
	Valerie
	Family Planning Council

	O’Brien
	Connell
	PA Community Providers Association

	Peters    
	Jamila
	Maternal, Child, & Family Health

	Pollack
	Karen
	Maternity Care Coalition

	Reynolds
	Shannon 
	Community Behavioral Health

	Roebuck       
	Deborah
	Maternal, Child & Family Health

	Schultz-Gibbons
	Sarah
	Family Planning Council

	Seager  
	Diane
	Parent Trainer Advocate FASD

	Smith  
	Helen
	Parent

	Squire Flint
	Cheryl
	Healthy Start, Inc.

	Strother      
	Lisa
	Healthy Start, Inc.

	Tomlinson
	Adrienne
	Jewish Family & Children’s 

	Tracy     
	Carol
	Women’s Law Project

	Travers M.
	Eleanor
	Bucks County Department

	Tringali
	Ronald
	PA Dept. of Health Bureau of Epidemiology

	Washington
	Armenta
	Family Planning Council

	White
	Dianna
	Doylestown Hospital, Healthy Beginnings Plus

	Wiedmann
	Trisha
	Bucks County Health Department

	Williams 
	Lucia
	Department of Behavioral Health

	Williams
	Barbara
	Bucks County Department of Health

	Yunghans
	Suzanne
	PA Chapter American Academy of Pediatrics

	
	
	


Appendix 2: Presenters at the Roundtables

About Our Speakers – Pittsburgh Roundtable

September 28, 2006

Nancy Day, Ph.D.

Dr. Day is the Director of the Maternal Health Practices and Child Development Project (MHPCD).  This project is a consortium of protocols focused on the effects of exposure to alcohol, tobacco, cocaine, marijuana, and other drugs during gestation. There are currently seven funded protocols.  Dr. Day’s research is a 22-year prospective study of the pregnancy outcome of 755 low-income women and their children who were exposed to alcohol, marijuana, or tobacco during pregnancy.  Dr. Day has also been the Director of two NIH-funded training programs, the Psychiatric Epidemiology Training Program and the Alcohol Research Training Program.  She has worked with predoctoral and postdoctoral fellows and has also served as a mentor for numerous career development awards. 

Mary Ellen Trenga
Mary Ellen Trenga is the Program Director at the Matilda Theiss Child Development Center.  Healthy Start, Inc. is pleased to work Matilda Theiss once again to educate others in the field of disabilities and forge partnerships to improve the lives of individuals with disabilities and their families.

Dianna Brocious

Dianna Brocious is married and the adopted mother of two children with FASD, ages 22 and 23.  She has overcome the challenge of rearing a family with differing levels of FASD.  She is the Program Director for PA Families, Inc., which is a statewide family network funded through SAMSHA.

Deborah Fisher

Deborah Fisher is the mother of six and the grandmother of nine children.  She is employed by Parent Advocate, serving to advocate for the rights of mothers and families in Allegheny County.  In addition to the advocating work Deborah conducts with Parent Advocate, she is a devoted campaigner in conveying how FASD is a lifetime struggle, experience gained through dealing with her 20 year old son, Cornell, who has FASD.

Marge Schaim 

Marge Schaim adopted her children in 1976 and immediately noticed something was different.  She never realized the cause until 1992 when the movie, The Broken Cord, aired on T.V.  At the end of the film, there was a number for more information on Fetal Alcohol Spectrum Disorder (FASD), so Marge called.  That was when she met Mary Jo Theis, and that was when they began the FAS Family Support Group.  The organization provides information and support to professionals and families who are working with children and adults with FASD.

Diane Seager

Diane Seager is the adoptive parent of a 9-year-old son diagnosed with FASD.  For nearly five years, since the diagnosis of her son, she has done extensive research on FASD causes, identification, treatment, education and parenting strategies.  Most recently, Mrs. Seager has worked as an advocate, consultant, trainer and spokesperson for individuals with FASD and for families and professionals working with individuals with FASD.

About Our Speakers – Philadelphia Roundtable

October 5, 2006

Daniel Dubovsky, M.S.W., L.S.W.

Dan has worked for over 30 years in the fields of mental health and developmental disabilities.  Dan has presented regionally, nationally and internationally on Fetal Alcohol Spectrum Disorders, focusing especially on interventions for adults, adolescents, and children.  For this work, his son Bill has been his mentor and best teacher.  Bill and Dan have presented nationally and internationally on how best to develop working Therapeutic Alliances.  Dan is currently the FAS Specialist for the U.S. Substance Abuse and Mental Health Services Administration (SAMHSA) FASD Center for Excellence.  In this role, he provides training and technical assistance to individuals, families, programs, agencies, communities, and states on fetal alcohol spectrum disorders (FASD).  Dan has a keen interest in the provision of quality services to those with fetal alcohol syndrome, mental illness and/or developmental disabilities and their families.

Audrey Beleski 

Audrey is the mother of four sons, three of whom were adopted and prenatally exposed to alcohol.  These sons and their struggles are the reason she has agreed to participate in the Roundtable.  Her experience caring for children with an FASD is unlimited. Twenty-four years as a foster parent and thirty-five years of raising her boys has taught her much about FASD and she is still learning.   She wants to share what she has learned and continue to help all the children and adults like her sons.

Helen Smith

Helen is the mother of one biological and four adopted.  Her two youngest girls are affected by FASD.  She is the founder of FAITH (Families All Together In Their Hopes).   She is committed to helping families who have similar struggles.

Neta Kerstetter

Neta and her husband became foster/adoptive parents in 2000 and have since fostered 4 children and have adopted 3. Since 2000 she has received quite an education of the alphabet soup of diagnosis.  Beyond her professional credentials she regards her title as “Skylar’s Mommy” the most challenging and fulfilling job she has ever done.

Lisa Strother 

Lisa has over 15 years of experience in Maternal Child Health Services, specializing in Perinatal Addiction.  She current holds the position as a Field Manager with Pittsburgh/Fayette Healthy Start.
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