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Attachment I

April 10, 2008 NSDUH Youth Mental Health Service Utilization Recommendations Memo to SAMHSA

Memorandum

Date:  

April 10, 2008

To:

Peggy Barker and Lisa Colpe, OAS, SAMHSA

From:  

Heather Ringeisen and Cecilia Casanueva, RTI International

Subject:  
NSDUH Youth Mental Health Service Instrumentation Recommendations for 

2009 (Task 3) 

Cc:
Tom Virag, David Cunningham, Mary Ellen Marsden, Jeanne Snodgrass, RTI International; Joe Gfroerer, Art Hughes, Dicy Painter, OAS, SAMHSA
On February 16, 2008, SAMHSA requested that RTI International assist in the development of alternatives for presenting NSDUH adolescent mental health treatment data and in the potential modification of the NSDUH questionnaire to better capture the receipt of mental health services by adolescents.  The NSDUH youth mental health services module currently includes 10 service categories from the Services Assessment for Children and Adolescents (SACA).  Currently, NSDUH defines adolescent mental health treatment/counseling for emotional or behavioral problems as receipt of services from any of the 10 service categories.  Questions are asked of all youth aged 12 to 17. Due to some recent concerns that such a measure may misrepresent the true nature of mental health services received by adolescents, SAMHSA has requested further information to guide their decisions on NSDUH reporting.

To this end, SAMHSA has requested that 3 specific tasks be completed:  
Task 1. Develop and recommend new ways to categorize youth mental health service use data as they are currently collected in the NSDUH; 
Task 2. Produce a short report based on 2005-2006 NSDUH data; and 
Task 3. Investigate options for improving the 2009 NSDUH Youth Mental Health Services module.  
The information provided in this memo is intended to address Task 3.

I. PROCESS USED TO GUIDE TASK 3 RECOMMENDATIONS
In the March 10, 2008 Task 1 Youth Mental Health Services Module memo, we described our review of leading children’s mental health services research studies.  Task 3 recommendations also stem from this summary of youth mental health services research service use categorization and measurement.  Here, we expanded the literature review to include a more detailed review of cross-informant congruence on the SACA (particularly adolescent-parent report), information on the measurement of psychotropic medication use, and information on measures to assess youth serious emotional disturbance (SED).   In addition to an expanded literature review, we consulted with two leading experts in the field of children’s mental health services research:  (1) Dr. Sarah Horwitz, Professor of Pediatrics at Stanford University and (2) Dr. Kimberly Eaton Hoagwood, Professor of Psychiatry at Columbia University.  Dr. Horwitz and Dr. Hoagwood were each involved with the creation and testing of the SACA instrument.  They have also published extensively about mental health service utilization patterns in childhood and adolescence.  The literature review, expert consultation, and RTI knowledge of NSDUH instrumentation contributed to the recommendations provided below.
II. RECOMMENDATIONS FOR MEASURING YOUTH MENTAL HEALTH SERVICES USE IN 2009 NSDUH
We understand that revisions to the survey instrument for 2009 are under a tight timeline and that suggestions need to be highly focused and prioritized.  Based on our review of existing studies, conversations with youth mental health services researchers, and our understanding of current NSDUH instrumentation, we offer the following recommendations regarding items within the Youth Mental Health Service Module of the 2009 NSDUH. 

Youth Mental Health Services Module

· Revise educational services items to be more consistent with the original 1999 SACA.
· Item wording suggestions:
· Current NSDUH item:  “During the past 12 months, did you talk to school counselors, school psychologists, or have regular meetings with your teachers about problems with your emotions or behaviors that were not caused by alcohol or drugs?”

· Suggested revision:  “During the past 12 months, did you receive treatment or counseling in school provided by a school psychologist, social worker or counselor for emotional or behavioral problems that were not caused by drugs or alcohol?”

· Current NSDUH item:  “During the past 12 months, did you receive special education services while in your regular classroom or have you been placed in a special classroom, a special program, or a special school because you had emotional or behavioral problems that were not caused by alcohol or drugs?”

· Suggested revision:  “During the past 12 months, did you receive services in a special school, in a special classroom in a regular school, or in the regular classroom for emotional or behavioral problems that were not caused by drugs or alcohol?”

· Rationale:  The original 1999 version of the SACA has 4 items to assess school-based mental health service use:  (1) services in a special school for students with emotional or behavioral problems, (2) services in a special classroom in a regular school for emotional, behavioral or drug or alcohol problems, (3) special help in the regular classroom for emotional, behavioral, or drug or alcohol problems, (4) counseling or therapy in school, related to emotional, behavioral or alcohol or drug problems and not part of other school services.  These items do not reference “special education services” or “regular contact with a teacher.”  Such references may have impacted NSDUH educational service use estimates.  The revised and suggested wording here makes questions more consistent with the original SACA instrument.  Consequently, findings should be more comparable to other SACA-based studies in the research community.  
· Add an item assessing the frequency of therapy or counseling from school-based providers to parallel information gathered about other outpatient mental health services.
· Item wording suggestion:
· “During the past 12 months, how many times did you receive treatment or counseling in school provided by a school psychologist, social worker or counselor for emotional or behavioral problems that were not caused by drugs or alcohol?”
· Rationale:  The NSDUH currently collects visit frequency data for all outpatient services, but no such data for education services.  Given SAMHSA concerns about the type or limitations of services provided in schools, it seems particularly important to assess frequency of school-based counseling.  Such information would lend itself to portray the extent of school-based services.  And, if frequency of contact was assessed, single contacts could be listed separately to draw attention to the frequency of limited school-based contact.  This reporting would parallel recommendations for reporting other specialty outpatient mental health service visit frequency data described in the March 10, 2008 Task 1 memo.  
· Add 2 SACA-based items to assess youth mental health service use in the juvenile justice system.
· Item wording suggestions:
· “During the past 12 months, did you receive outpatient help, such as treatment or counseling, from a probation or juvenile corrections officer or a court counselor for emotional or behavioral problems that were not caused by drugs or alcohol?”  

· “During the past 12 months, have you stayed overnight or longer in any type of juvenile justice facility for emotional or behavioral problems that were not caused by drugs or alcohol?”  
· For reporting purposes, we recommend that these items be summarized in an “Any Juvenile Justice” service category to parallel the Task 1 recommendations of “Any Specialty Mental Health, “Any Education” and “Any Medical” service use descriptions.
· The frequency of juvenile justice services could be assessed in a similar fashion to that recommended for education items and parallel to existing service use frequency for inpatient and outpatient mental health service items within the NSDUH Youth Mental Health Services Module.  
· Rationale:  As articulated in the March 10, 2008 Task 1 memo, non-specialty service sectors are particularly important for children, youth and their families.  Many youth are likely to receive services in these sectors as opposed to the specialty mental health service sector.  It has been argued that the juvenile justice system has become, for some youth, the de facto mental health service system (e.g., Shufelt & Cocozza, 2006; US House of Representatives, 2004).  Many leading children’s mental health services research studies include summaries of services used in the juvenile justice sector (e.g., Burns et al., 1995; Farmer, Stangl, Burns, Costello, & Angold, 1999; Stiffman et al., 2000).  Creating an indicator of mental health service use within the juvenile justice sector would compliment the portrayal of other NSDUH service use categories.   

III. RECOMMENDATIONS FOR CONSIDERATION WITHIN 2010-2011 NSDUH or 2012 NSDUH REDESIGN
We believe that the above recommendations to improve the 2009 NSDUH measurement of youth mental health service use are still limited in two specific ways:  the lack of inclusion of (1) the measurement of youth mental health need, and (2) youth prescribed psychotropic medication use.  For reasons detailed, below, the constructs are each considered important.  However, the measurement of these two constructs will likely require more consideration than available for a 2009 NSDUH delivery.  Consequently, we here offer suggestions for consideration within the 2010-2011 NSDUH or the 2012 NSDUH redesign.  These recommendations could benefit from further consideration by key experts.  Illustrated below are possible options as points for further consideration.  
· High Priority:  Assess youth SED as an indicator of need for mental health services.
· Rationale:  It is difficult to interpret youth mental health service use without an indicator of mental health need.  Descriptions of unmet need among youth with SED are particularly important, but impossible without some indicator of SED risk.  Consequently, we highly recommend that NSDUH consider the addition of a measure of youth psychological functioning.  The recommendations below focus on the Strengths and Difficulties Questionnaire for a number of reasons:  (1) availability of national and international norms, (2) prior demonstrated use in the U.S.-based National Health Interview Survey (2002-present), and (3) recent reports which have demonstrated its predictive validity to common measures of children’s emotional and behavioral problems (e.g., see Achenbach et al., 2008; Goodman & Scott, 1999 for comparisons to the Child Behavior Checklist).  The Strengths and Difficulties Questionnaire (SDQ; Goldman, 2001) is a brief behavioral screening questionnaire that asks about youth symptoms and positive characteristics.  The SDQ includes 25 items assessing mental health status (emotional symptoms, conduct problems, and hyperactivity or inattention) and behavioral functioning (peer relationships and prosocial behavior).  The SDQ offers the advantage of including a strength-based assessment of adaptive behavior.  An extended version (SDQ-EX, Goldman, 1999; 32 items) also includes an impact supplement that asks about perceived mental health needs and queries further about chronicity, distress, social impairment and burden for others.  
· Possible Instrumentation Options:

· Administer Strengths and Difficulties Questionnaire (SDQ) and impact supplement to all youth at the end of the Youth Mental Health Service Module.  Administer parent-version of the SDQ-EX via the Parenting Experiences Module from the Parent-Child Pairs portion of the NSDUH survey. 
· Conduct a validation study of the SDQ performance within the NSDUH against a “gold standard” of youth mental health diagnostic interviewing (e.g., Kiddie-Schedule for Affective Disorders or Diagnostic Interview Schedule for Children).  Such a study could determine the predictive validity of the SDQ within the NSDUH as well as the measure’s sensitivity and performance with NSDUH youth respondents.
· If SDQ sensitivity is shown to be high within the validation study, NSDUH might administer select diagnostic interview assessment modules to increase diagnostic-level information for youth who screen “positive” on the SDQ.  
· High Priority: Assess youth prescribed psychotropic medication use via parent report within the Parenting Experiences Module from the NSDUH Parent-Child Pairs.   
· Rationale:  Psychotropic medication use is a key aspect of mental health treatment for many youth.  Many clinical trials have indicated the positive benefit of psychotropic medications for common childhood conditions, such as Attention-deficit/Hyperactivity Disorder (see Multi-site Treatment Study of ADHD, MTA Cooperative Group, 1999).  Meanwhile, there are also public concerns over the documented increasing rates of polypharmacy in youth (dosReis et al., 2005; Walkup, 2003).  While NSDUH gathers information about the non-prescribed use of prescription-type psychotherapeutic drugs (e.g., pain relievers, tranquilizers, stimulants, and sedatives), NSDUH currently has no data on youth prescribed psychotropic medication use.  Consequently, the survey lacks information on this core feature of appropriate youth mental health treatment.  Conventional wisdom suggests that information on youth mental health psychotropic medication use is likely best generated by parents.  Expert opinion suggests that twelve month recall on psychotropic medication use may also not be reliable (Horwitz, personal correspondence, April 2008).  
· Possible Options:  
· Base the assessment of psychotropic medication use on similar items within the SACA to be consistent with the rest of the Youth Mental Health Service Use Module.  For instance, suggested item wording might be “In the past month, has your youth taken by mouth or injection any medications prescribed by a doctor or other health professional for emotional or behavioral problems that were not caused by drugs or alcohol?” or “Is your youth currently taking by mouth or injection any medications prescribed by a doctor or other health professional for emotional or behavioral problems that were not caused by drugs or alcohol?”  This approach will parallel questions from the SACA and are similar to those used to assess youth psychotropic medication use within the NHIS.
· Use an electronic or print showcard for parents to identify the types of medication use.  Leading surveys, such as the National Comorbidity Survey Replication (NCS-R, Kessler & Merikangas, 2004), ask for psychotropic medication use summarized by medication categories (i.e., sedatives, anti-depressants, anti-psychotic medications).  Some use a showcard listing medications and some do not.  One approach for NSDUH might be to ask that parents view a showcard and “Identify all medications prescribed by a doctor or other health professional that your youth has taken in the last for emotional or behavioral problems that were not caused by drugs or alcohol.”  Medication lists (generic and non-generic) modeled after the NCS and adapted for use with children and youths have been developed for similar field-based surveys (i.e., National Survey of Child and Adolescent Well-Being II, conducted by RTI International and supported by the Administration for Children, Youth and Families).  These lists could be made available for use in the NSDUH.  
· Assess medication adherence or other indicators of medication monitoring.  For instance, the National Comorbidity Survey asks respondents to report the number of days a psychotropic medication was taken in the past month and past year, the day took for the first time in the past year, and the estimate of day took most recently. Other NCS questions ask about overall drug effectiveness, who prescribed the medication(s), if they are taken under supervision, and reasons respondents stopped taking medication.
· It would be clearly advantageous to have psychotropic medication use information for all youth sampled in the NSDUH.  Gathering information only within the Parenting Experiences Module is limiting; however, there are field concerns about youths’ ability to self-report prescribed psychotropic medication use.  The ability to accurately report prescribed psychotropic drug use likely varies by age.  For instance, older youth may very well be reliable reporters.  A validation study examining the correspondence between youth and parent report of prescribed psychotropic medication use could be conducted.  Such a study could inform how best to accurately collect prescribed psychotropic medication use for as many youth as possible within the NSDUH.  If youth self-report is considered, questions modeled after those described above would still be appropriate.  However, such questions should be included in the Youth Mental Health Services Module to keep them separate from other NSDUH modules which assess non-prescription use of similar drugs.  
· Lower Priority:  Assessing youth mental health service use by parent report within the Parenting Experiences Module in addition to assessing youth mental health service use by youth-report.
· Rationale:  Most child and adolescent mental health services research studies do include both parent and youth (11 years and older) report of service use.  However, parents and children appear to similarly report the use of children’s mental health services.  Research has been conducted to look at the agreement between parents and youth (11 years and older) in their report of mental health service use on the SACA (Stiffman et al., 2000).  The parent/youth agreement for any lifetime use of residential services was 94% (excellent agreement), for any outpatient service was 87% (fair to good agreement), and for any school service was 72% (poor to fair agreement; Stiffman et al., 2000). Similar findings were obtained for service use in the past year.  For education services, parents were more likely than youths to report school services in the past year.  In light of the accuracy of youth reports, the likely little additional service information to be gained from parents, and the need to query parents about need and medication use, we recommend assigning a lower priority to collecting parent-reported youth mental health service use.  If parent-report of youth mental health service use is deemed a priority, SAMHSA could consider conducting a validation study to examine parent-youth correspondence on reports of youth mental health service use within the NSDUH.  Such a study could empirically inform strategic decisions about which types of mental health services might be best jointly reported by parents and which might be sufficiently reported by youth alone.  
· Lowest Priority: Assessing the cost of youth mental health services in the NSDUH.  
· Rationale:  Other national studies focus exclusively on the measurement of health expenditures, including mental health (e.g., Medical Expenditures Panel Survey, or MEPs).  Out-of-pocket costs related to mental health service use are complicated to capture and nearly impossible to capture for non-specialty services.  In light of the critical need to assess youth mental health service needs and psychotropic medication use, we offer this option as the lowest priority recommendation within the memo.  
IV. FUTURE NSDUH YOUTH MENTAL HEALTH SERVICE USE ANALYSIS OPPORTUNITIES


NSDUH’s measurement of youth mental health service use offers a platform to investigate multiple issues of critical importance to the public and mental health service community.  These could be reported in either short reports or publications, depending upon their intended audience.  For illustration purposes, a few such analysis ideas are described below:  
· There are no recent nationally representative studies of youth mental health service use.  NSDUH could report youth mental health service use across service sectors by age, gender, as well as race/ethnicity.  Such a descriptive study would be helpful to serve as a national comparison for local studies similarly measuring youth mental health service use.  

· Given concerns regarding disparities in access to mental health care, differences in youth mental health service use, frequency of use and type of service sector use by race/ethnicity, in particular, could be explored in more detail.  
· There are public concerns about levels of youth unmet need for mental health services.  Depression, in particular, untreated in adolescence can lead to a variety of negative consequences, including suicide.  NSDUH includes a diagnostic measure of youth depression.  Consequently, a study could be conducted to examine levels and type of service use (as well as met or unmet need) among those youth identified in NSDUH as at high risk for Major Depression.  
· States vary widely in their reliance upon inpatient/residential mental health treatment for youth.  With the possibility of state or regional-level estimates within NSDUH, differences in the use of outpatient versus inpatient youth mental health services could be explored.

· Child and adolescent psychiatric inpatient and residential treatment use appears to be declining; however, these trends have not been examined nationally.  With the ability to compare service use patterns over time, NSDUH data could examine trends in the use of youth inpatient/residential services and lengths of stay.  Such trends could be compared to the patterns of youth outpatient mental health service use over time.  
We hope you find these recommendations helpful and very much appreciate this opportunity to improve measurement and analysis regarding the NSDUH youth mental health service module.  
We welcome your comments or questions.  
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