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Today, rather than giving policy testimony on behalf of the California Psychiatric Association, I am going to describe to you my family’s 13-year journey from the first signs that my daughter had ADHD to diagnosis of her inattention subtype ADHD and her treatment.  I am offering this because, based upon conversations I have had with a number of people, I believe our journey with undiagnosed ADHD is a common one for the parents of children with undiagnosed mental illnesses.  It is especially common for girls with inattention ADD because the disorder is so subtle.

Overview: 
The key things I have learned which seem to be universal are:

--ADHD takes the order out of life for the sufferer and for those surrounding him/her.  

--Kids with mental illnesses do not respond to parenting the same as kids who do not have them, which makes parenting puzzling, and puts big stress on a marriage.  

–Girls with ADHD are seldom diagnosed because they are not disruptive, just temperamental, difficult, and seemingly not performing to their potential, so teachers do not notice so readily.

–ADHD is often co-morbid with another mental illness. 

LIVING WITH ADHD HAS BEEN DESCRIBED AS LIKE HAVING TO PUT TOGETHER A JIGSAW PUZZLE WITH ALL THE PIECES FACE-DOWN. 

Our journey:

1st grade: On her report card, her teacher commented  about our daughter being unable to sit still.  I laughed and said to myself “well, a chip off the old block.”  13 years later, this was an important clue, since symptoms must be present prior to age 7.

4th grade: She began struggling in math.

6th grade: She was getting a bad grade in history.  We went to see the teacher, who said she was not doing her homework.  We told the teacher we knew she was doing the work because she was doing it in front of us.  The teacher said it was not being handed in.  I had just learned about “ADD” from another mother in an elevator conversation and wondered at the time whether my daughter might have it. We corrected the problem at that time by making sure the homework was handed in.

7th & 8th grade: Her academic performance began to deteriorate, especially in 8th grade.  She was showing signs of being troubled, so we had a few counseling sessions with a marriage and family therapist recommended by our pediatrician, but it was of little help.

.  

We were concerned about the possibility of learning disabilities.  We asked her school for testing, and were told that they lacked the resources to do full testing, and suggested we contact our health plan.  We did so, requesting referral to a psychiatrist.  There was a 3-month wait for a psychiatrist in the plan, so we agreed to see a psychologist.  We had trouble finding a psychologist who would see kids, and had to make several calls before we found one.  The testing was done by a psychologist who was doing his hours for a license.  He did a full battery of tests and found no learning disability.  I am not sure whether he tested for ADHD.  At our request, he did some counseling, as well.  He was of the belief that the problem was defiance and rebellion.  

9th grade: The defiance escalated.  It was especially beginning to show in December, when a truancy problem began (she would sneak off the high school campus during the lunch hour). She resumed counseling with the psychologist.  My husband and I did some separate counseling as well, trying to figure out what more we could do.  The psychologist seeing our daughter recommended a psychiatric evaluation as he suspected depression.  Our health plan authorized a one-hour evaluation session with a psychiatrist.  He saw no mental illness requiring medication, but a rebellious teen, so we continued counseling with the psychologist.  The defiance escalated during a long-planned family Christmas in England.  There was some secret substance abuse going on–we suspected it and confronted her, but she denied it so convincingly we believed her.  Again, we have learned that this “self medication” is not uncommon with untreated mental illness. Not surprisingly, methamphetamine was her drug of choice.

–February of 9th grade: The defiance and rebellion became so severe, we found a psychiatric hospitalization necessary.  We had reached a point where we were desperately trying to figure out what we as parents could do to turn this thing around, and she was trying to split us up. 

She was diagnosed with post traumatic stress disorder.  She had been the victim of an attempted molestation as a toddler.  She had had play therapy at the time and the psychiatrist who treated her then had cautioned me that she might or might not have a relapse in puberty, that it was simply not possible to predict. 

The psychiatrist at the hospital referred us to an excellent RN/MFT for psychotherapy.  It was quite helpful in turning her around toward healing from the PTSD.  She was not prescribed any medication.  The RN/MFT was not in the behavioral health plan carveout of our Blue Cross coverage, so we paid for this mostly out of pocket. 

Because we had not yet solved the truancy problem, she was transferred to  the continuation high  school for 9th and 10th graders that was located on her high school campus, since she needed a higher level of supervision and a locked campus.  She completed all their course offerings for 9th and 10th graders by the end of 9th grade.  

March/April of freshman year: She requested a voluntary rehospitalization following the death of a close friend, Courtney Cheney, who was killed by a  hit & run drunk driver. 

10th and 11th grades: The PTSD was healing.  She enrolled in a small Christian school her sophomore year (she had been in large public high school) and excelled, being one of their top students, even getting straight As for 2 semesters.  The substance abuse problem disappeared, and her behavior became excellent. However, the ADD still not been diagnosed (undoubtedly, the PTSD masked it), but, unknown to us, she was in the ideal environment for a child with inattention subtype ADHD.  The school:


–was small, 


–had few distractions, 


–had lots of personal attention, 


–had strict discipline.  

She loved the school because she told us it combined the academics of her large public high school and the personal attention of the continuation school.  She also was very active in extracurricular activities such as the yearbook, cheerleading, and student council, and a personal development program called Bridge Builders.  However, she still had trouble working on anything academic for more than 15 minutes at a time.

She was also  always losing things, like her driver’s license every 2 months, or getting her purse “stolen” every few months.   She got her driver’s license and had several accidents, one significant and 2 fender benders. 

12th grade: She returned to public school, and graduated in the top 1/4 of her class.  Honor roll 1st semester, lower grades 2d semester. 

College: She went away to college and had academic trouble.  Not being sure whether the academic troubles were as result of playing too much and studying too little, or a learning problem, we decided to have her tested once again for learning disabilities when she was home for the summer.  However, this time we did NOT go through our insurance.  This time I called a psychiatrist I would trust with my life, and asked him the process we should use.  We followed that process,  wrote checks and got reimbursed for what we could. 

We were first referred to an excellent educational psychologist who did a thorough review.  He did testing and reviewed her educational records.  Ironically, he had evaluated her at age 4 for giftedness.  The psychologist found no learning disabilities and only a slight indication of ADHD.  

Because my husband and I had both had ancestors with mood disorders (bipolar disorder on his side depression on my side), we also wanted to rule out those, so went to an excellent psychiatrist.  He obtained a report from the psychologist, then did his own work up.  

HE also HAD HER COMPLETE THE WRITTEN ADHD SCREENING independently.  To my knowledge, no one else had had her personally complete the screening test.  She was a perfect 10 out of 10 on inattention subtype, 7 out of 10 on hyperfocus subtype.  Ironically, my husband and I find that he has the hyperfocus traits and I have the inattention traits, but we can pull ourselves out of them when we try, whereas she CAN’T.  That is the difference.   

We found out that the rate of ADHD is higher when there is a family history of mood disorders.  Also, when I described the disorder and its symptoms to my Mom, who is 85, she said that it sounded like problems she had when she was young. . 

The psychiatrist prescribed Wellbutrin SR , but she had side effect problems, so they tried Effexor XR, and she has successfully been taking it for over 2 years.  It is also ironic that the kind of ADHD she has is treated with antidepressants.  She returned for a second year of college.  A few weeks later, she was home for a weekend and was able to sit and work on a term paper for several hours uninterrupted.  When we finished what we were doing she said “Mom, did you see how long we sat down without a break?”  

She had had to take make-up math her freshman year.  She had had no problem the first semester, but had failed the second semester, and gotten a D on it in summer school.  Her first semester back, after going on medication, she got an A in it.  She got a 3-point that semester, but unfortunately, did not continue that well the second semester, so she left college.

She is now working and able to hold down a job.  She plans to return to college in a year or so.  She is calmer, happier, and has good organizational skills.  She is slowly catching up to her peers. One day about a year ago, she was acting like the old flaky self, and her dad asked her is she had taken her meds that day.  She responded “Dad, of course I did, do you think I want to be BRAIN DEAD?”

You have heard about OFFICIAL symptoms of inattention subtype ADHD: careless mistakes, ignoring details, CAN’T (not won’t) pay attention, doesn’t complete chores, loses things frequently, easily distracted, forgetful AND these impairments are clinically significant.

Here are some of the UNOFFICIAL SYMPTOMS that the persons with the disorder and those around them suffer (she has had most of these and has been slowly overcoming them): 

?
short-tempered, blows up easily;

?
gets in trouble a lot for not following through on things; 

?
underachiever; 

?
constantly frustrated; 

?
feels “lazy, crazy or stupid,” because he or she knows not performing up to capacity and doesn’t know why;

?
low self-respect; 

?
never stays with anything (she quit flute, piano, singing, other activities); 

?
doesn’t read voluntarily, because focusing on it is so hard, the child therefore says reading “is stupid,” so intellectual development and maturation are hampered; 

?
argumentative with parents/peers, burns relationships and causes family stress, can’t keep friendships; 

?
impulsive (doesn’t think things through, so gets in trouble a lot); 

?
higher rate of substance abuse and smoking;

?
higher rate of accidents, inc. auto accidents when starts driving;

?
more sports injuries;

?
losing jobs for vague reasons (never seem to be able to do what they want);

?
incredibly messy;

?
leaves jobs unfinished a lot;

?
parents start questioning their parenting, because the parenting actions done with other children do not work.   

Recommendations:
You had asked for policy recommendations.  Based upon our experience I offer the following:

–Give teachers, and perhaps mental health professionals, more training in spotting inattention subtype ADHD.  Because of the popular belief that ADHD is a “boys’ disorder”, and because inattention subtype is so subtle, teachers are seldom aware of the problem and therefore do not think to look for it and/or inform the parents.  

–Make sure funding is available to schools to screen children for learning disabilities, including ADHD.

–Reform the health insurance system so that true insurance parity applies to diagnosis and treatment of all mental disorders, at least for children, not just to Seriously Emotionally Disturbed children.  After a few years, this would probably save money. 
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