---------- Forwarded message ----------
From: Nancy Morrison <nancymorrison@rogers.com>
Date: Sun, Sep 21, 2008 at 12:44 PM
Subject: Benchmarks Panel Meeting June 10, 2008 Summary...7
To: Nancy Morrison <nancymorrison@rogers.com>

A group of parents, professionals and stakeholders attended a meeting on June 10th, 2008, at the invitation of the Benchmarks Panel, to provide feedback on the proposed Benchmarks System for determining eligibility for funding for IBI programs for children with autism.  Many more parties were interested in attending this meeting than could attend, due to personal conflicts and / or the ability for the meeting to accommodate everyone who had an interest in attending.  

 

A group of people that attended this meeting have composed the following document, and asked me to distribute it.  I wish to thank all of those involved in the development of this document, they spent a lot of time providing this info for all of us.  I hope all of you find this document useful.

 

And please feel free to forward this document to others you may feel are interested in the contents.  

 

Regards,

 

Nancy Morrison

nancymorrison@rogers.com
 

------------------------------------------

The Autism Intervention Program Benchmarks Panel Meeting
 
This report is a summary, along with supporting evidence, of the Autism Intervention Program Benchmarks Panel Meeting for Stakeholders. The meeting took place on June 10, 2008.
 
Before we get into the details from the event, below is a portion of   Dr. Nancy Freeman's (Clinical Director of TPAS and Chair of the Benchmarks Panel) letter that was sent to stakeholders and others a few days after the meeting:
 

"June 10 was a thought provoking day, as we heard a wide variety of opinions. We shared presentations from Dr. Peter Szatmari, chair of the Expert Clinical Panel, Dr. Tristram Smith, international expert and researcher in intensive behavioural intervention, and Ann Heesters, clinical ethicist with The Ottawa Hospital.  At this meeting, parents, service providers, administrators, and direct funding providers provided feedback on the draft benchmarks that were presented for their consideration.  We also received feedback on the inclusion of an ethical framework for the benchmark development process and affirmation of the importance of a review mechanism for clinical decisions based on the draft benchmarks.  

                                                                               

The panel has considered all feedback seriously and intends to draw on the important issues raised by parents and other stakeholders to help us in finalizing clear, consistent, and effective benchmarks that will be used to monitor progress and facilitate clinical decision-making regarding the participation of children in Intensive Behavioural Intervention services. 

 

One of the next steps for the panel will be a presentation of our work to the Ministry of Children and Youth Services (who have not seen the benchmarks yet) and the development of written reports to the Ministry and to stakeholders.  The panel intends to write the reports this summer and hopes to have a report available for parents and other stakeholders as soon as possible after that time.  

 

Following this, I understand that the Ministry will work with autism providers and others regarding implementation of the benchmarks, which were developed in response to the Clinical Practice Guidelines."

 
------------------------------------------------------------------------------------------------------------
 
N.B. The following represents the recollection, notes and opinion of the authors only:
 

General Summary:
 
The meeting had a fair share of parents of children with ASD at all ages/stages.  Some had children receiving funding and some had children who were on the waitlist (and had been there for quite some time).  There were also many service providers and others.
 
The meeting was divided into presentations from panel members. Included in that were educational recommendations for children after the AIP, as  well as hypothetical profiles of children in the AIP subject to the benchmarking process (see the section on  Ethical Considerations below for more detail). 
 
In the afternoon, we were divided into 3 groups to deal with certain questions and then we all met back to discuss present/discuss the answers.
 
We will outline some major issues about what was presented at this meeting.  We were told that our feedback would be taken into consideration for the panel. We have confirmed that of September 15th, MCYS has not seen anything from this panel.  In other words, there is no approval from MCYS for any of the Benchmark recommendations to be implemented as of today.  
 
General Stakeholder Feedback/Reaction:
 
The part that was encouraging -- although I have no idea if the revisions will reflect this --is that the service providers and administrators who were there shared the same concerns and trepidations about the proposed systems as did the parents. In other words, there was not a contentious divide, as we have witnessed so many times, between the "hysterical" mothers present and the regional program personnel present.
 

1.      Both parents and service providers, especially those in the north/more rural parts felt that this new system would require resources/personnel that they would not be able to have access to -- they are struggling as it is. 

2.      We shared the concern that it will be impossible to build either a good DSO or particularly a strong DFO team/program when staff face a fear of termination or starting with a new family every 6 months. (Under the proposed system, a child would be at risk of termination at six -month intervals.)  Who would want to work under those circumstances and that kind of pressure?  

3.      There was concern  that the benchmarks system is ignoring the clinically accepted  fact the most children with autism display/possess splinter skills – they may be very strong in several domains and very weak in others (similar to what is found in the general population).  This scheme requires children to be equally strong across all domains simultaneously and de facto punishes them for not developing across all domains at the same rate/pace.

4.      There was also a big fear that service providers will just teach to the benchmarks (similar to the EQAO concerns) and not to the real needs of the child.  In addition, there was concern that many of these benchmarks are irrelevant to many kids in a practical sense.   The  issue of consistency across the province was raised - how can all kids be judged to the same standard when some have more hours per week than others, there is no check/oversight on quality control of the programming, etc.

5.      Everyone agreed that there must be a place for clinical discretion beyond any set of benchmarks.  That being said, there was no system for appeal introduced for the families to utilize.  Families continue to have no system of recourse under this scheme.

6.      Everyone agreed as well that, if in fact a continuum of services were in place, along with properly trained personnel and was available, then all of this would be for naught.  In other words, where are these children to go for best practice intervention and support once they are discharged?  

7.      Comparing children in the AIP with typical children, it was not disputed that "typical" children with learning disabilities/requiring resources would never be denied access to that intervention in typical school settings.  Resources are made available, special classrooms and systems of withdrawal exist. Imagine parents of these children being told they cannot no longer have access to this and that in effect, their children are being dumped since despite the talk that their children can access other, equally effective supports, it was acknowledge by the stakeholders that none of that exists in the pipeline and very few are even trained to deliver what little there is, none of it evidence based.  

 
 
Therefore, it was encouraging to hear service providers voice the same concerns and objections as parents.  That is a significant finding from the day and since we have no idea if it will be reflected anywhere outside of this email so it is important that parents, therapists, teachers, etc. hear about this.
 
 
Areas of Concern:
 
The Benchmarks:
 

1.      At the meeting, a draft Benchmarks Chart was provided for discussion purposes.  It was   explained that this document was in draft form only and just a quick guide --   the actual benchmarks will be more clearly defined in their submissions to the Ministry (as of September 15th, the Ministry has not seen a thing from this panel).  All information had to be handed back at the end of the meeting, so what is outlined below is being recalled from notes taken and memory. 

Benchmarks were tabled into 5 Steps.  Each Step is a list of the skills to be reached in each successive 6- month period.  The maximum funding would therefore be reached at the 30- month assessment.  At each assessment a child could either be deemed as reaching required benchmarks and continue with funding, could be deemed completed Step 5 and  graduated out as successful (regardless of length of time in the program), or not be successful at reaching the next level of benchmarks defined and funding ceased. 
Assessments would be done at entry level to determine where within the 5- step benchmark chart the child is current functioning.  At the original assessment, if a child is already at the functioning level of Step 5, the IBI program would be deemed not suitable for the child.
 If a child meets the most advanced set of benchmarks, he/she will be "discharged for success" no matter how long that child has been receiving IBI.
Successive assessments would then be done at each 6 month interval, using resources such as Vineland, an appropriate language measure, the DSM criteria for Autism, ADOS or CARS.  To continue with IBI funding, a child would have to reach 9 out of 12 or 12 out of 15 benchmarks for each level, depending on which stage of the five levels. 
The skill categories are as follows: functional communication; receptive and expressive language; nonverbal cognitive skills; readiness; imitation; and social and play skills.
The very concerning thing isn't the specifics of the benchmarks but the fact that no matter how you slice and dice these rules, the vast majority of kids will not get an evidence-based amount of therapy.  To achieve Step 5, a child has to top out as a "best-outcomes kid", because the steps are devised to anticipate the trajectory ONLY of best outcomes children.  Therefore, only these children can achieve all of the benchmarks, and even then, only if they perform well on the day of assessment.  
 
 2.     What this means is that only kids who start with NO skills will be eligible for 3    years. However, we  know that because these children generally do less well, they will be discharged long before that.  Kids who start with good skills get started at a higher step, and can therefore never receive more than, say 18-24 months, EVEN if they meet the benchmarks (and many won't).  In this way, kids with good skills don't get evidence based therapy, and kids with poorer skills don't get evidence based therapy.  
 
 

3.            Third, these Benchmarks are NOT evidence based. They have been manufactured by this panel.  They have not been tested anywhere in the scientific literature for their validity.  They were modified by this panel and the panel chair, Dr. Nancy Freeman from TPAS.  The original source was a set of benchmarks used by a group in California (called "The Stockton Criteria").  We have no idea how these modification decisions were made since there has been no transparency in this process and no one, including the California group has provided ANY evidence that these criteria are clinically sensible, safe or fair.

         

4.            Members of the stakeholders group cautioned the Benchmarks panel that results of blindly implementing these benchmarks could be disastrous and that any proposed benchmarks need to be tested prior to implementation. 

 

5.             The recommendation was made to use a "shadow benchmarks" system on children already in the program and seeing what would have happened to those children if the benchmarks had been applied.  Doing this would allow the benchmarks panel to determine what percentage of children in the AIP would reasonably be expected to meet the benchmarks, and to determine whether the benchmarks are applicable, fair or relevant.

 

 Specifically, this would tell the panel:

 

a)                  Would most kids  pass?

b)                  Would most  be discharged?

c)                  What percent would achieve best outcomes?

d)                  What would be the average duration of evidence-based therapy, duration and intensity over time?

 

Other questions remain unanswered:

 

a)         What happens to children who are discharged? What follow up is in place to monitor this? What is the difference in trajectory for children who are discharged vs. children who continue in the program, including for those who would have been discharged according to the proposed benchmarks (but were not)?

b)         Would a child be eligible for reinstatement in the AIP if the evidence shows regression post discharge?  What are the mechanisms for such an assessment?

 

6. Regarding "The Stockton Criteria" the stakeholders learned that the panel sent out all kinds of surveys, made phone calls etc in 80 jurisdictions world wide.  They told us that they found only ONE that used the type of benchmarks format that this panel is recommending.  The stakeholders were not told about the content of those benchmarks.  There were jurisdictions that used internal "benchmarks" – that is, they change programs according to how the child is progressing.  Most of us would consider this "internal benchmark" system to just be good programming.  This is very different than the "external" benchmarks being imposed, which is what the Panel has proposed.

 

7. The reality is that most of our children are not going to be "Best Outcome" but that doesn't mean they are not making gains that will lead them to a more independent/integrated life where they can experience real accomplishments and contribute to society.   (See below for more information on this from a study by Drs. Harris and Handelman.) The stakeholder groups' presentations were consistent in expressing concern that children need to be measured against their own success.  The point was raised that when the stock market value companies, the marketplace measures objective performance but also places great emphasis on how that company is doing vis a vis its own past performance in prior months and years.

 

 Harris and Handleman Study Abstract and commentary:
Age and IQ at intake as predictors of placement for young children with autism: a four- to six-year follow-up.
Harris SL, Handleman JS.
Rutgers, the State University of New Jersey, Piscataway 08854-8085, USA. sharris@rci.Rutgers.edu
The predictive power of age and IQ at time of admission to an intensive treatment program using applied behavior analysis was examined in a 4- to 6-year follow-up of educational placement. Twenty-seven children with autistic disorder who were between the ages of 31 and 65 months and had IQs on the Stanford Binet between 35 and 109 at time of admission to the Douglass Developmental Disabilities Center were followed up 4 to 6 years after they left the preschool. The results showed that having a higher IQ at intake (M = 78) and being of younger age (M = 42 months) were both predictive of being in a regular education class after discharge, whereas having a lower IQ (M = 46) and being older at intake (M = 54 months) were closely related to placement in a special education classroom. The results are interpreted as pointing to the need for very early intervention for children with Autistic Disorder. 
It is also emphasized that older children and those with lower IQs in the present study showed measurable gains in IQ from treatment. The data should not be taken to suggest that children older than 4 years of age do not merit high quality treatment.
Here are some other points quoted from this abstract that are critical to the Benchmarks initiative:
  
 
"Children were given several weeks to adapt to being at the center and then were tested by a highly experienced examiner with another familiar adult in the room to help maintain the child's attention.  Testing was done in short chunks to maximize the likelihood that the child was attending to the examiner during testing.  These efforts appear to have enhanced the reliability of the test results."  
 
Is this consistent with how children are being assessed for discharge or are they thrown into an unfamiliar clinical setting with people they don' t know and then expected to "perform" at their optimal capabiilty?  
 
With respect to the lesser outcome group:
 
"That group had a mean IQ of 46 at entry and 59 at discharge.  Their progress was not however sufficient to allow them to function effectively in a regular education class.  By contrast, the group of children who went of to regular classess had a mean IQ of 78 at entry and 104 at discharge, showing a 26 point gain."  That 13 point increase is not a trivial one (my italics). 
 
This is a perfect example of the concerns around the IQ gains that the benchmarks panel wants to enact:  kids in the AIP  --who were accepted because of their severity -- are then expected to show gains consistent with kids who were higher functioning on entry  -- a near impossiblity.  For these children, does the benchmarks panel dismiss a 13 point gain as being inconsequential? 
 
 

 J Autism Dev Disord. 2000 Apr;30(2):137-42.


 Links 

 

 

8.      The benchmarks process is set up to allow only "best outcome" children to meet benchmarks.  Because many of these children will start out as higher functioning, even they will be disadvantaged by starting out at something other than Step 1, hence reducing their maximum allowed therapy duration.  By our calculation (using the program's own data), less than 20-25% of children funded will fit this profile.  This assumes that a number of optimal conditions are in place, including appropriate implementation of IBI.

 
 
 Even when potentially good responders are admitted to IBI, any lack of progress may be due to IBI not being delivered as defined by Best Practices in the field.  For example, there are several regional programs (Kinark, Erinoak) which provide only 20 hours to each child and rarely, if ever, does a child receive more than this level of intensity. (Under DSO, lost hours are never made up either.) Data from other studies suggest that several hours per week of therapy that are planned are never implemented.  Thus, when 20 hours are planned, fewer are implemented.  There is only one study that indicates that this level of treatment will produce significant gains, and the bulk of the other studies show a direct relationship between the number of hours of treatment and the size of a child's gains.  Moreover, according to the IBI guidelines, the number of IBI hours a child receives is a clinical decision.  
 
A second example is that there are a number of sources that have stated that ABA programs should be supervised by a BCBA –Board Certified Behaviour Analyst.  This is rarely occurring in Ontario and there are no expectations that current regional program supervisors obtain this credential.  

 

9.      Benchmarks are to be used at 6-month intervals and children are expected to meet 80% of them.  Concerns raised by the stakeholders included: How is this data going to be obtained?  How much more staff/administration is going to have to be hired to carry this out?  How are families to build a high quality team of therapists and consultants when there is a risk of it all ending every six months?  How is a child supposed to have real life program goal when there are benchmarks – that may have little or no relevance to that child's life – to work toward surpassing every six months? 

 
Ethical Considerations:
 
#1.  Dr. Tristram Smith
 
Dr. Tristram Smith is a member of the Benchmarks Panel. The biography distributed at the meeting states:
 

"Over the past decade, I have made a number of visits to Ontario and other parts of Canada to give talks or consult to families and service providers on Intensive Behavioral Intervention.  I appreciate being able to extend this experience by participating on the panel."

 
It goes on to say:
 

"Dr. Tristram Smith is an associate professor of pediatrics at the University of Rochester Medical Center (URMC).  His commitment to serving children with autism began in 1982, when he had the opportunity to volunteer as a buddy for an adult with autism who lived nearby his college.  This experience led to an invitation to enter graduate school at UCLA, where he studied clinical psychology and worked as a therapist and researcher in UCLA Young Autism Project.  After completing his doctoral and post doctoral work, he served on the psychology faculty at Drake University and Washington State University.  He moved to URMC in 2000, where he is currently a behavior specialist in the school consultation program in the Strong Center for Developmental Disabilities.

 

Tristram is an investigator in a study in the Center for Studies to Advance Autism Research and Treatment at the University of Rochester, Principal Investigator of a study of parent training and medication for children with autism accompanied by symptoms of ADHD and Co-Principal Investigator of the Rochester site in the Autism Treatment Network.  He has authored or co-authored a number of the most widely-cited studies on treatment outcomes for individuals with autism spectrum disorders."

 
Dr. Smith appears to vet the draft recommendations of the benchmarks panel to date; some of these are in direct contradiction of his own published work.  
 

  I.      Children not meeting benchmarks will be transitioned out.  Interestingly, in the 1987 landmark Lovaas study (which included Dr. Tristram Smith) children who were not meeting milestones were actually giving MORE ABA hours in order to meet their goals/succeed.

 

II.            Dr. Smith offered a presentation which was very concerning in its naive utopian view of life after IBI in Ontario.  Dr. Smith is recommending ABA classrooms with a 6:1:1 ratio or an 8:1:1 ratio in terms of teacher and EA support. In addition, his slide recommended the ongoing need for a student to leave the classroom at regular intervals for continuing 1:1 intervention as needed.  Those were optimistic recommendations – and while perhaps that trajectory is available in Rochester or Los Angeles, that landscape does not exist and does nowhere near exist in the Ontario education system for many years to come.  Why didn't the Benchmarks Panel inform him of this?   It is one thing to recommend transitions from IBI to other evidence-based appropriate programs when the continuum, as he describes it, is an option, but we all know that after IBI, there is only the proverbial cliff... this was something that all stakeholders unanimously agreed to. 

 

III.            Dr. Smith's  ethical credibility or his judgement is in serious question as it relates to his acquiescence to the panel's structure of the AIP program, in which no child will receive more than 3 years of IBI and most will receive far less (in fact Months 30 to 36 are considered a transitional /ramping down period).  
                 
Tristram Smith in his own paper said in the conclusions that some kids needed more than 3 years, and yet he stood up at the meeting and said that 3 years were the most needed.  He has also acknowledged that many of the kids in the Lovaas original work received ABA for 10 years.  This contradiction was brought to the attention of Ann Heesters, the Ethicist for the panel, at the end of the session.
 
 " In this study, advanced behaviors associated with friendship initiation and maintenance, social skills, understanding of social meaning and response to social behaviors were identified and treated, using the same discrete trial methodology as other behaviors, which consequently increased the duration of treatment beyond 3 years for many participants (usually for 2 additional years)." 
 
-- Cohen, Amerine-Dickens and Smith (a "replication" study)
                                                                                      

IV.      He also misrepsented a study in his presentation to the stakeholders.  He reported that this study  that had 4 years of intervention only had 3 (and that the fourth year was an assessment year).  This is NOT true – all four years were therapy years.  
 
Here is a cut and paste of the abstract:
 
Intensive Behavioral Treatment for Children with Autism:  Four-Year Outcome and Predictors
 
Glen O. Sallows and Tamlynn D. Graupner
Wisconsin Early Autism Project (Madison)
 
Abstract
Twenty-four children with autism were randomly assigned to a clinic-directed group, replicating the parameters of the early intensive behavoral treatment developed at UCLA, or to a parent-directed group that received intensive hours but less supervision by equally well-trained supervisors.  Outcome after 4 years of treatment, including cognitive, language, adaptive, social and academic measures, was similar for both groups.  After combining groups, we found that 48% of all children showed rapid learning, achieved average post-treatment scores, and at age 7, were succeeding in regular education classrooms. Treatment outcome was best predicted by pretreatment imitation,language, and social responsiveness. The results are consistent with those reported by Lovaas and colleagues (Lovaas, 1987; McEachin, Smith and Lovaas, 1993).
 
V.      Moreover, here is what  Tristram Smith's data shows about less intensive ABA.  We include this because many Regional Programs will not fund more than 20 hours per week regardless of clinical need (Kinark is the best example).  Families in DSO  have made it very clear  for years that quite often those 20 hours are not delivered to the  child and that lost hours are not allowed to be made up. (It is not known  if Dr. Smith, in his "visits to Ontario" is up to speed regarding the average number of hours most children in the AIP are receiving but we hope that he would possess that knowledge when buying into how reasonable and realistic the benchmark process is. )
J Autism Dev Disord. 2006 Feb;36(2):211-24.

 

Effects of low-intensity behavioral treatment for children with autism and mental retardation.

Eldevik S, Eikeseth S, Jahr E, Smith T.
Akershusn University Hospital, Nordbyhagen, Norway. sigmund.eldevik@nordvoll.gs.oslo.no
We retrospectively compared 2 groups of children receiving either behavioral treatment (n = 13) or eclectic treatment (n = 15) for an average of 12 hours per week. Children were assessed on intelligence, language, adaptive functioning and maladaptive behavior at pretreatment and 2 years into treatment. The groups did not differ significantly at pretreatment. After 2 years of treatment, the behavioral group made larger gains than the eclectic group in most areas. However, gains were more modest than those reported in previous studies with children receiving more intensive behavioral treatment, and it is questionable whether they were clinically significant.
#2.  Ann Heesters, Director of Ethics, the Ottawa Hospital:
 Some of the stakeholders voiced concern over the issue of Conflict of Interest in the current and proposed model.  Kinark is a prime example of this circumstance.  Children in Kinark are uniformly given 20 hours of funding, regardless of clinical need and evidence from the scientific literature.  This demonstrates that autism treatment professionals are making decisions based on efficiency and not on science or clinical profile of the child.  
The model the Ethicist and panel are using to approve the panel's work is called "A4R".  It is used often in health care resource allocation. Here is brief explanation of A4R:
 
 "Limited resources mean that decision-makers must set priorities among competing opportunities. Programme budgeting and marginal analysis (PBMA) is an economic approach that focuses on optimizing benefits with available resources. Accountability for reasonableness (A4R) is an ethics approach that focuses on ensuring fair priority-setting processes. PBMA and A4R have been used separately to provide decision-makers with advice about how to set priorities within limited resources. "
 
Joint Centre for Bioethics, University of Toronto, 88 College Street, Toronto, Ontario M5G 1L4, Canada.
 
The issue here is that A4R is intended to be a public approach in which priority setting is done by policymakers, not by clincal panels.  
This approach only magnifies the blatant conflict of interest in the AIP –when clinical directors are allocating resources, making clinical decisions under budgetary and waitlist pressures; there is a clear ethical conflict that  pervades this panel and the Regional Providers, some of whom sit on the panel.
#3:  Profiles of Hypothetical Children under the proposed Benchmarks system: 
There were presentations of profiles of children in the AIP under these new benchmark circumstances and they were troubling -- particularly where the presenter --Tracie Lindblad --gave an example of a child in an IBI scenario under the proposed benchmark system and talked about when the "clock starts ticking" for that child.  
In that scenario, the child was done/ cut off by 4 yrs and 9 months of age... This is not just hypothetical; situations like this are already playing out in the community. We know is a case of a family in Hamilton right now where Dr. Jo Ann Reitzel is terminating IBI for the child.  The child (and her twin sister with ASD) turned 5 in March and has had less than one year of IBI, much of it at a sub clinical level of hours per week. She was assessed at the same 6-month intervals that the benchmarks panel is recommending, despite the fact that there has been no approval of these benchmarks by the Ministry of Children and Youth Services. In fact, the ministry has not heard a thing from the panel.  The unsanctioned adoption of these benchmarks was  brought to Ministry attention in this past week. 
Summary:
This document provides a detailed summary and commentary on the Stakeholder's meeting for the Benchmarks Panel from June 10th.  We urge you to contact this panel as well as your regional providers and MPPs to make your voice heard:
Benchmark Panel Members:
 
Dr. Nancy Freeman, TPAS nancy.freeman@surreyplace.ca
Dr. Peter Szatmari McMaster – szatmar@mcmaster.ca
Jo- Ann Reitzel, Clinical Dir, Hamilton Niagara – reitzel@hhsc.ca
Tracie Lindblad, SLP – tracie@cdco.com
Dr. Tristram Smith – University of Rochester, trsistram_smith@urmc.rochester.edu
 Jennifer Dunn Geier – jdunngeier@cheo.on.ca
Adrienne Perry – perry@yorku.ca
Rob Brown – parent, Ottawa
Ann Heesters – ethicist, Ottawa Hospital
Parveen Grewal
Terry Whitehead
 
Minister Deb Matthews, MCYS      dmatthews@liberal.ola.org
Minister Kathleen Wynne, Education   kwynne.mpp@liberal.ola.org
 
To find your local MPP: http://www.ontla.on.ca/web/members/member_addresses.do?AddType=QP&locale=en
