AHEAD CONFERENCE 2004
SESSION 1

Students with Asperger’s Syndrome in Higher Education

Slides will be posted on AHEAD website

In 2000, 250 people in the presentation and only 1/3 had AS students.  Today – nearly all.

Dr. Atwood’s definition of Asperger’s Syndrome (AS)

A neurological disorder that affects one’s ability to understand and respond to other’s thoughts and feelings.

1. poor eye contact

2. 2.  poor communication skills

3. 3.  deep interest in limited areas

AS has been defined since 1944, 45, but only named AS since 1981.  Was not in DSM since 1994 – 10 years ago.

Increased incidence?  Perhaps we are just better informed

Popular press has had an impact – recently a series of articles on front page of NY Times (NYTIMES.COM) WIRED Mag. Did a good article and coined the term “geek syndrome” because (b/c) there are so many AS folks who have married each other and now have children with AS – and that tech industry fits so many of them so well.

Nationwide numbers are up significantly.  Gallup, 1993 – 2003, every district in every state in public ed. Reported incidence of whole autism spectrum was up 870% nationally.  AS specifically was up 812 % AND IT MAY BE THE TIP OF THE ICEBERG.

How AS affects college students:

Social – most important characteristic of human beings – and AS impairs social functioning.

Why do colleges need to know more?

Students with AS have flat affect, flat-sounding voices, poor eye contact.

Clinician vs. service provider:

1. Make sure we keep our boundaries.  Often students with AS.  Inappropriate for DS to provide “mom” services.  We must explain how they must behave and how to conduct them on campus, but not to be reminding of need to shower, etc.

2. 2.  1st semester – touch base 1 or 2 times a week, depending on functional level.

Index card – outlines structure of meeting and clues on how to do it.

A. Greeting (sometimes AS kids don’t know to do that)

B. B.  Tell how classes are going (may list classes)

C. 3.  Tell me what problems you’re having

D. 4.  Tell me how your studies are going.

E. 5.  Nonverbal clues – how to indicate meeting is done – put papers away, push away from desk, stand up…must explain that.

F. 6.  AS people have to “Learn to lie” because social interactions (how are you – we don’t really want to know the details) are not logical

Lorraine Wolf:

Clinical Features

Mildest end of PDD spectrum

Normal to above normal IQ

Normal language development

 (Language impairment is social context)

Best prognosis for independent life

“AS cousins” range into normal eccentricity (NVLD, PDD-NOS, etc.)

AS is a better diagnosis because it allows school funding and insurance reimbursements

Classic, deepest autism disorder actually fairly rare.  Mild end is the “geek” who isn’t full-blown AS but has enough features of it to make you wonder.

Clinical picture

a. heterogeneous – all different

b. b.  social impairment

c. c. repetitive behaviors

d. D. subtle language deficits but no significant delay for dx.

e. E.  Adults – may just be eccentric

Function domains:  Social, language, behavior

Repetitive behaviors tend to exclude others 

Slide of domain relationships – shows how all domains can be affected in all ranges of normal and may overlap each other.  A person with AS may also move around within that “
chart” so that at different times in life, AS affects them differently than before.

Associated features:

A. motor clumsiness, perceptual b. difficulties (visual)

C. sensory sensitivities

D. organization and planning “meta-cognitive” deficits

E. depression- even to point of suicide

Any part of AS that affects the person at one time may be different next year.

AS prevents flexibility, so the AS person can’t cope well.  Reliance on routines developed from a different area of that “chart” or spectrum may be ineffective now – 

Modal AS student

1. Usually male

2. Clumsy
3. Lonely or sad – and this may be why they’re in your office – or he wants to date someone but he doesn’t know how to do it – and what he does is perceived as stalking

4. Rigid
5. Disorganized
6. Sensory aversive

7. Talks too loud but very verbal

8. Uses odd phrases or gestures

9. Eye contact issues

10. Seems to follow but doesn’t understand

11. Doesn’t see other’s point of view

12. Dress or habits slightly off

13. Doesn’t come alone – 

14. appears bright but vague or lost

Why can’t he get it together?

1. he’s only processing parts of the environmental input so response can’t be appropriate

2. 2. sensory aversion – lights may be uncomfortable, sound level may be discordant in his head

3. Theories of cognitive disability in AS

4.   neuro-integration is poor – Dan Rosenn

5.  The person who can’t integrate become rigid because it’s the only way they can achieve consistency

6. Gestalt communication Baron-Cohen

7. Social Communication (Tanguay)

8. Executive Function (Ozonoff)

9.     Internal organization system just doesn’t work for them – they can’t prioritize, plan, and follow the plan to achieve a goal.  Once we help them set up schedules & routines, their rigidity will make them follow it.

Big Problems

Our integration & synthesis, rigid, is the big picture, poor social agent, planning, prioritizing, follow through

Co-morbid – often it’s a miss-diagnosis

ADHD

NVLD – not truly a dx – a “bucket” for those who have multiple areas of procession problems

OCD

Social Anxiety Disorder

Schizophrenia

Depression

Documentation:  Psychiatrist, psychologist, licensed mental health practitioner, occupational or language pathologist/therapist;

A FRESH neuropsychiatry report is best, but any report will do – AS doesn’t go away.

Prognosis:

The older the better, more developed

More social skills in place that helped them get to college

Intellectually capable.

Ruth Bork

Solving Issues for AS Students in Higher Education

AS students need a LOT more for transition assistance

Other students talk to each other, gather information from everywhere.  AS student may not talk to anyone, won’t intuitively know there is any information he should have.  We have to walk them through it.

Transition issues:

Size and culture

Navigating campus

New terms (registrar’s office, bursar’s office

Campus expectations – you’re supposed to manage everything yourself as an adult

Schedules different – so explain how college schedule is different – explain until their thinking begins to shift to fit the new environment

Syllabus:  teach importance and use of it to manage one’s time and goal achievement

Intake Process

1. Get information from as many sources as possible – how do they function, what sets them off, how to they respond to….

2. you have to find their pressure points and maximum stress areas so you can head it off and give them coping strategies to use

3. How does student manage stress?

4. Get student to become comfortable with you? – we must get to know student’s special areas of interest and share it with him so he can then move into other things he’s less comfortable with.

5. Does he love oxymorons?  Get some, share.  Like trains?  Learn something & share.

Privacy?  Find out what student is willing to share and what his boundaries are.  Ask student AND parents.

Disclosure & Confidentiality

Find out about HS experience, who was favorite teacher, why, worst, why didn’t like, what was difficult in school, what do they see as challenges, problems what’s he good at, what courses will be good, bad?

Know routines & interests.

Look for special treatment issues – example – never had tests.  Now you have to prepare him, teach him how.

Stress management: 

1. What are his stressors how does he react? 

2. 2. What calming methods does he use?  Some have NO methods for it

3. 3.  Behaviors – 

4. 4. Interactions with others

5. 5.  Meds

Working with parents:  some are great and some are part of the problem

Leaving Home

1. Commuter campuses

i. Maintain contact w/ parents

ii.   Sharing nothing with parents?

2. Residential campuses

a. Issues in residence halls – may need own room with connections for socialization

b. 2.  Work w/ parents & residence staff to achieve a good fit.

Academic matters

A. overwhelmed – may get so bogged down they just go into a stall

    Go over HW, how much of it are they doing, are they turning it in?

c. Use of the syllabus – are they using it or ignoring it?

d. C. time management issues – schedule them - or does student think missing one deadline means it’s “ALL OVER”?

e. D.  multi-tasking issues –rigidity means change between tasks is difficult

f. E.  initiation issues – often can’t find their motivation “button” 

g. F.  paradox of deadlines – so many & varied

h. G.  homework – got to do it all

i. H.  taking notes – many are dyslexic or too slow & need note takers
j. I. exams – when exam is in a different time & place than the class, the student needs a special teaching session on that fact and how to overcome their rigidity to do it.

k. J.  tutoring – must use them sometimes

Academic problem issues:

A. essay questions

B. B courses requiring papers

C. C. writing papers vs. writing “the obvious” helping writing skills develop

D. D.  GROUP WORK & LABS – social skills impairment means not every student will be the right lab partner.

Class behaviors

Interruptions and speaking out…instructor needs to know & have skills to deal with it

Correcting the instructor – it’s participation but….how does instructors. React?  How to deal with it

Developing scripts:  VERY important

Learning to be a good advocate for him
Working with faculty for problem solving

Working on campus?

With peers

With members of the opposite sex – their interest may show as “stalking” because they have no appropriate social skills for social interaction

Community education:

Pub safety needs to know what he does under stress & what he might say – doesn’t need Baker Acting because his reaction to stress is to say “I ought to kill myself”

May need to tell them to bring him to DS office for calming

May have to tell the student not to walk alone at night, not to go with a certain type of person, what phrases someone says that indicate danger…

Stephen Shore   www.autism.net
tumbalalaikka@aol.com
Sensory issues – we can filter what’s important and keep it in the foreground – AS folks can’t – it’s all in the foreground.  And anything else that comes around adds to the foreground.

People with AS generally move toward lesser impact through their lifetime, but there is no pattern of predictability about how far they move toward normal or how fast.

Dealing with looser structure is a beast – different schedules, different social structures, different in that there is no control that doesn’t come from within – and AS doesn’t have it.

Book – autobiograghy – BEYOND THE WALL he tells about himself & autism.

ASK AND TELL – book w/ chapters by experts and about self-advocacy

Start working with students in HS to be sure they arrive with documentation – or it could be a year before everything can be done to document what he needs.
Don’t let problems build until student gives up in frustration & discouragement.

Sometimes we have to be sensitive to both student needs and school’s mission.

SOMETIMES THEY DON’T MATCH

Making college right for the AS student

a. family must provide support, but know the student must become independent adult

b. B. friends – school – others –connection among these is vital for success.

Coursework, living, organization and social are all parts of the AS person’s needs.

Does he need to live at home, take 1 course at a time?  Organization – should he have people (carbon-based) support or (silicon-based) Palm Pilot?

Prep for DSS – appropriate, recent evaluations & suggestions for accommadations.

Issues – consider independent living skills as needing accommodations – Melbourne, Fl. & Mass. Have assistive organization for life skills

Make sure all student questions are answered, even if student doesn’t know to ask them – thorough orientation.

Acommodations work list – getting school & student to understand each other

Use columns to outline the challenge, the cause, and solution

Questions:

Profs with 300 students – how to deal w/ AS student?  I’m a 1-person office, how do I do this?

Use grad students, grad assistance, can meetings be bi-weekly instead of weekly, can peers help?

We have developed a model of ADHD coaching and supported education model

That can meet these student’s needs.

Numbers of AS students will rise – we have to figure out how.

What if parents feel student needs assistance and student doesn’t think he needs it.  Grades will tell…

Motivation issues – how to work on those?  Sometimes we can’t.  If student isn’t ready, nothing will motivate.  

Sometimes a student has to have permission to fail – so they see consequences of these choices.

Important for the AS student to be comfortable in order to learn and we can only do so much to move a person to a point of comfort with something so different in life.

How to break dependency when one person has been or has become the AS person’s “interpreter” of life?  We have to be sure we foster other relationships and other “safe people” so the student has more than one resource.  Go with student to accomplish tasks on campus, but HE must do them to learn independence.  

How to deal with poor handling of situations – outbursts, foul language, etc.  

Have observer document what’s going on and use the written script of what happened to teach the student appropriate skills.  If they can’t learn to deal with it, may have to steer tell him, “That’s unacceptable in a classroom (or on campus) and if you can’t change it, you can’t be here.”  Then steer to distance learning.

Develop scripts for responses to irritation, even provocation.

Memory – is affected in an interesting way – great at trivia but learning cause/effect is difficult.  Rote is fine, short-term is worse.  Scripts and memory cards, chunking information helps.

 / 

