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1. Core Features of autism

a. Qualitative impairments in social interaction

b. Qualitative impairments in communication

c. Restricted, repetitive, stereotyped patterns of behavior, interests, activities

d. Onset of abnormal functioning prior to 3 years of age

2. Autism isn’t a “thing”.  It is a Spectrum and there is a continuum of functioning involved.  Each person with autism is different.  It is a lot like “people with brown hair”
3. Secondary symptoms
a. Attention problems

b. impulse control problems

c. aggressive behavior

4. Autism activities at the NIH

a. Autism research funding portfolio

b. Autism centers of excellence

c. Interagency autism coordination

5. 14% of funding is for treatment and 17% for diagnosis—they would like these percentages to go up.  Other funding includes:  27% for risk factions, 29% for biology and 18% for other

6. Autism Centers of excellence—5 year grants to a series of universities (none in Colorado) full list available on website

7. Combating Autism Act of 2006

a. Established a new interagency autism coordinating committee to coordinate autism related activities within the federal government

b. The IACC was charged with developing strategic plan for autism research—a 5 year plan

8. Stakeholder involvement is key and a long list of stakeholders have been identified
9. Vision, mission and value statements were developed—see website
10. Values

a. Sense of urgency:

b. Spirit of collaboration

c. Consumer focused

d. Scientific excellence

e. Partnerships in action

f. Accountability:  SMART goals: specific, measureable, achievable, realistic, missed the last one
11. Framework for initiatives
a. When should I be concerned about my child’s development

b. How can I understand what is happening to my child

c. What caused this to happen and can this be prevented

d. Which treatments will help my child

e. Where can I turn for services

f. What does the future hold

12. Implementation and evaluation

a. RFI to be posted on the IACC webpage in next few days
b. Budgetary requirements

c. Accountability—who will do what by when

d. Adaptability—Creating a living document 

e. Evaluation—How are we doing on the vision and mission? How will we measure success?

13. www.nimh.nih.gov
a. Select Help and Outreach tab

b. On left select 3rd bullet Autism Spectrum Disorders

c. On right toward bottom.  Second Bullet:  Interagency Coordinating Committee (IACC)

i. This is where the RFI will be posted

ii. This is where the strategic plan will be

d. Autism Listserve is the bullet below the IACC bullet.

i. You can sign up to get ongoing information in this area as new posts are made

Catherine Lord, University of Michigan, Visiting Professor, NYU

1. Current Issues in Diagnosis of Autism Spectrum Disorders (ASD):  New Measures and Methodology
a. Prevalence:  prevalence has gone up since 1970
i. Broadening of criteria

ii. Better  awareness

iii. The rest of the increase we don’t know why

iv. Current prevalence rates are probably an underestimate of the whole populations—biased toward those whose parents see services for them

v. 50% have coexisting nonverbal intellectual disabilities

vi. 15-25% have a severe language delay

vii. We are identifying more kids with ADS who are less severely impaired

viii. Future directions

1. ongoing surveillance of identified clients with ASD

2. How do patterns in IQ and language change as the child develops

3. we need to develop inexpensive methods to identify autism and non-autism ASD

4. We need to look at the international picture

b. Domains

i. An alternative diagnostic model combines social and language deficits

ii. Language is not as diagnostically significant as it once was, but level of language certainly dictates the type of available treatment options.

iii. Many descriptions of social and communicative behavior overlap and seem to address different levels of the same behavior (eye contact, facial expressions, social reciprocity, shared enjoyment)

iv. Repetitive behaviors—currently we have a very broad range of what would be considered to be a repetitive behavior.  

1. Sensory Motor mannerisms and repetitive behaviors

2. Insistence on sameness—resistance to change

3. where do preoccupations and stereotyped behaviors go (these tend to change as the child develops)

v. Repetitive behaviors tend to decrease over time while insistence on sameness tends to increase over time

vi. There is enormous heterogeneity among people with ASD

c. Subgroups

i. We keep searching for subgroups to address the extreme heterogeneity of the group

ii. Males are more common than females

iii. Severity of social and repetitive behaviors are more correlated with IQ than they are with each other

iv. There is severe heterogeneity between twins with autism—different patterns of presentation of the disorder except for insistence on sameness

v. What about Asperger’s Syndrome

1. defined by lack of history of language delay (and not meeting autism criteria)

2. doesn’t really work

3. If we let kids into Asperger’s who are verbal now, even if they had language delays it may be a more useful description

4. Is the distinction between Asperger’s and autism needed

vi. We are putting a huge number of kids in PDD NOS
vii. We need a better name for PDD-NOS and a way to reflect the continuum of ASD severity

viii. We may be setting up people to not seek and/or receive needed services

d. We need to talk about a continuum of severity of impairment across the different components of the disability

e. Revised Autism Diagnostic Observation Schedule (ADOS)—commonly used measure for research on autism

f. Special populations:  new methods

i. Need to develop a toddler version of ADOS, since the current tool doesn’t work for young kids

ii. Showed some of the early work on this method

iii. To diagnose we need to observe both positive (abnormal behaviors) and negative (the absence of normal) behaviors.

iv. This means that developmental level and contextual effect need to be considered

v. We need better methods for older adolescents and adults

vi. In quantifying severity of autism, we also have to consider IQ and language level.
Geraldine Dawson, Chief science officer, Autism Speaks; University of North Carolina at Chapel Hill

2. New approaches to early detection and treatment of autism
a. Early behavioral risk indices for autism—a longitudinal study looking at sibs of children who were diagnosed with ASD, since the sibs are at higher risk for developing autism than the general population.

i. Behavioral symptoms are not readily apparent below 6 monts of age—at 6 months the child may be very socially engaged

1. 75% of kids have early symptoms of autism

2. 25% of kids have normal development for longer, followed by regression of skills

ii. Between 6-12 months, a wide range of behavioral symptoms emerge

1. disruption is noted as the child reaches the developmental age at which social communicative behaviors would emerge

iii. By 12 months symptoms are apparent for many children who are later diagnosed with autism

b. Early markers of risk for autism—things that might help with earlier diagnosis
i. Electrophysiology
1. ERP

2. EEG coherence

3. Mu wave attenuation

ii. Perception/attention—

1. sticky attention—babies get fixated on an object—in normal development babies will quickly switch their attention, but babies with autism remain fixated

2. visual processing

3. eye tracking

iii. Biological
1. peripheral biomarkers

2. head circumference—ASD associated with an atypical pattern of head growth

a. initial normal head size

b. at about 3 months, head is a standard deviation above the mean (however, there are many people with large heads that don’t have autism)

3. MRI/MRS

4. Autism susceptibility genes—much work is going on in this area, but markers have not yet been identified

c. We believe gene’s are involved, but gene-environment interactions as part of the risk process are at play

d. If you have a child that doesn’t pay attention to the socialization process, then they don’t get the information needed for later development so it becomes a double hit—initial inattention compounded by genes not getting the stimulation needed for them to be expressed

i. Much of what we see may be the compounded effects of the initial deficit

ii. We want to be able to intervene earlier in the trajectory so that there are less secondary effects

e. Best practices in autism early intervention

i. Earliest possible start to intervention

ii. Individualized to child

iii. Designed and overseen by trained professional, interdisciplinary team, because of broad range of issues, allergies, other physical issues as well as the behavioral issues.
iv. Autism specific curriculum

v. Ongoing assessment and adjustment as the child’s developmental needs change
vi. Children engaged throughout the intervention

vii. High intensity of intervention

viii. Family training and involvement

f. Issues in infant/toddler treatment

i. infants have a very different schedule and attention span than older children

ii. where do we look for models of infant therapy

iii. who should deliver the treatment

iv. how intense should the treatment be

v. what would be the best location to deliver the treatment

vi. Trials are ongoing now and results will be forthcoming in 2-3 years
g. Common features in early interventions for toddlers

i. Social engagement

1. core impairment in autism is difficulty relating to other people

2. therapy designed to facilitate child’s ability to form satisfying and reciprocal relationships with others

3. intervention focuses on shared activities including social sensory routines and joint activity routines

4. shared social activities prove the context in which language and communication is developed

ii. Development

1. sensitivity to developmental sequence

2. skills are carefully geared to match or slightly exceed child’s developmental level

3. strategies are modeled after normal patterns of interaction and development

iii. Naturalistic ABA--Early Start Denver Model

1. Incorporation of methods of applied behavior analysis (ABA)

2. Empirically validated as an effective strategy with children with autism

3. Naturalistic ABA approaches are emphasized

iv. Parents as Partners:  Critical for generalization and maintenance of skills

v. Other elements of current research models
1. comprehensive developmental curriculum

2. interdisciplinary, including speech language pathology, occupational therapy and pediatrics

3. beginning at 18-30 months; 25-30 hour of intervention per week

4. about 2 years of intervention at this level

5. Gradual transition from 1-1 to small peer dyads

6. Start the intervention right at the time the symptoms begin to emerge
vi. Conclusions

1. autism can be detected early in life

2. early intervention is important for optimizing outcome for children with autism

3. there is significant variability in outcome despite best treatment

4. interventions must take into account the tremendous heterogeneity found in ASD

