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I, Elsie Golin, declare as follows:

1.  I am Nancy Golin’s mother, and I love her very much.  Nancy has many wonderful traits; she is beautiful, as is obvious to everyone, but even better than that, she is extraordinarily sweet and very brave.  She has the most positive attitude I have ever seen in a person; if Nancy wanted to do something, and couldn’t accomplish it, she never threw a tantrum, she simply kept at it and kept at it, seeking ways around the obstacle, or other methods of doing it.  She seems to have really extraordinary abilities to locate water, and has really good instincts for selecting an overall balanced diet, despite her occasional quests (like most of us) for junk food.  She demonstrates an appreciation of really nice things, like paintings and carved furniture.  She appreciates nice clothes, Beethoven, and Chopin, candlelight dinners with pretty dishes, trips to the ocean, boats, especially large ones that go out on the ocean or little ones you can pedal with a friend.  Nancy really loved hiking, and could keep going all day, although her ability to walk at all is substantially impaired as a result of the drugging by the State.  Nancy particularly likes movies with animals (especially in regular theaters with a large screen), informal concerts, and plays that are fun.  She especially enjoys traveling, seeing new things and being out in the world.  She likes friendly animals and knows how to be gentle with them, and really likes to feed them and watch them eat.  She even knows how to milk a goat.  She enjoys gardens, and is learning to wait for vegetables to develop before she picks them.  She loves cooking activities and she can make her own vegetable soup, placing the soup pots on special heating trays I found that keep the temperature high enough to actually cook on (slowly) but low enough to be safe.  Nancy is finally learning not to open all the cans in the house at the same time, but she remains fascinated with the idea of quantity cooking —- if Nancy were normal she’d be quite a hostess, and perhaps a restaurateur.  While Nancy has a good appetite, she actually enjoys cooking food as much as eating it, and (remarkably) selects a balanced diet on her own, enjoying meat, fish, milk, and lots of vegetables. She has had serious allergy problems with yeast, food additives, and grain products and needs to eliminate many of these from her diet.                          

2. Nancy has a seizure condition, and developmental difficulties, categorized as autistic-like.  She is speech impaired, but clearly expresses many of her needs and preferences through gestures and facial expressions.  Nancy can say a few words that sound distorted but are nonetheless understandable, at least I can understand a lot of them.  Nancy requires patience and understanding and an open mind, and I think that to the best of her ability, she returns these traits. 

3.  Nancy also has a tendency to wander off; as is characteristic of autistic people.  Then too, Nancy, now age 32, has seen so many (normal) young people, whom she remembers as children much younger than she, who have long ago grown up; Nancy sees these young people able to go places by themselves and I don’t think she really understands why she can’t do the same.  I’ve always been very protective of Nancy; I’ve done my best to prevent her wandering off, and certainly my record on this has been far better than that of the State.  Further, I have always tried to see things from Nancy’s perspective, and to treat her as I would wish to be treated myself; I have never, ever, even considered subjecting Nancy to drugging to make her easier to watch as the State is doing, nor have I ever subjected her to physical restraints. 

4. Nancy much prefers being out among normal people, and tries her best to fit in.  She really dislikes being segregated into settings with only retarded people, Nancy is very much aware that she is being segregated and being treated like a second class citizen; and such settings have repeatedly been very damaging to her.  Nancy has been repeatedly caused serious injury from retarded clients and even, sometimes, staff.  Further, clients and even, sometimes, staff have often shown her bizarre, negative, or injurious behaviors.  This has been extremely unfair to Nancy because she often lacks capability to discriminate against adopting such behaviors, and that makes her less and less and less able to fit into society; Nancy’s impairments are debilitating enough as it is, without giving her bizarre ideas (even if inadvertently). 

5.  I can relate to Nancy not wanting to be segregated to some extent, because when young, I had a mild learning disability myself, although I’m sure I wouldn’t have had the grace to be half as sweet and patient as Nancy, given difficulties as extreme as hers.  In my case, I was considered academically gifted, and often won prizes for my artwork, but I as a very young child I had extreme difficulty learning to speak clearly; I had a hearing discrimination problem, perhaps due to birth injury, or to illness as a baby.  Strangers would ask my parents if I were speaking a foreign language because I used big words, in imitation of my parents, but mispronounced them so badly.  Fortunately my mother got me into a private school early, telling them I was older, so I learned to read earlier than usual and after that I had a much easier time distinguishing letter sounds.  People didn’t recognize learning disabilities much in those days; my early teachers (and I) thought I must be partially deaf, except that I could hear pitches on the hearing tests.  I’m very glad I wasn’t segregated into a class, however, where everyone had distorted speech, or everyone had some form of brain damage, indeed it would have been quite deleterious to my overall development, and socialization opportunities.  And were I to break my leg tomorrow, I would not wish to leave the world for confinement in a commune where everyone wore a cast.  Nancy really likes to be out in the normal world, and is very sensitive to situations where she feels that she is being treated as a second-class-citizen.  Mainstreaming (insofar as possible) has proven so much better for Nancy’s development. 

6. When Nancy was a tiny baby, she seemed to be unusually quick to startle, and to be abnormally fearful of any changes in her environment.  Her pediatrician tried to tell me I spoiled her by catering to her -- a criticism I was later to encounter when Nancy reached school age, from uninformed social workers with which parents invariably become afflicted (as if they didn’t have problems enough), once their child is officially classed as “different”.  Although we were initially unable to understand the cause of Nancy’s behaviors, it was painfully obvious to us that Nancy was genuinely afraid of being left alone with new inanimate objects; this was not an act to get attention, she got lots of attention anyway.  Nancy seemed to accept her room, which was already equipped and decorated when she came home to it after birth, but the later addition of any new toy to her shelves would invariably send her into extreme panic.  She needed to acquaint herself with any strange-looking object while I held her and very gradually verify that it was not harmful.  She could not tolerate any motor noise in the house, and I had to take up the rugs, because the vacuum could not be used in the house when she was in it.  She needed to be at the other end of the house if the dishwasher was used.  She was very sensitive to any unexpected sound and if I laughed suddenly, next to her, or sneezed, she would exhibit the startle reflex with her hands flying out to her sides, and start screaming. She also had extreme colic problems.  Apart from that, I never imagined that Nancy had a problem, she was snuggly, and she laughed and played peek-a-boo.  She seemed to exhibit a sense of humor, liking songs with contrasts between high and low notes, and laughing when I’d point us out in a mirror, saying “See the monkeys?  A mommy monkey and a baby monkey.”  (She especially liked the monkeys and the land otters in the nearby zoo, and the monkeys would come over to look at us, while they ate their oranges.)  She said “hi” back to me when just 3 months old and would follow my hand with her eyes when I pointed out something.  My parents thought there was something very wrong with Nancy because she startled so easily, and had such piercing screams, but the doctor they referred me to didn’t recognize that she had a problem.  Eventually, as is typical of the autism pattern, Nancy showed speech regression, she would try to say a word she had formerly used with ease, such as “cookie” (teething biscuits) or “apple” and then seem unable to say it and revert to her earlier “ee” meaning, “eat”.  Nancy eventually did, over the years manage to say a few words, but she appears to do so with great difficulty, not with the ease and good pronunciation she once had. (Nancy’s speech therapists have described this to me in terms of a high threshold she has to overcome.) 

7. There began all the tests to rule out brain tumors or metabolic abnormalities.  She was very frightened of the hospital equipment and got so that she would scream and try to flee if she saw anyone in white, even out in public.  Nancy was eventually diagnosed as autistic, yet she did have pretty good eye contact and some ability to relate to people.  Since people like Nancy are invariably given (dehumanizing) labels, and the labels are then used to justify, with robot-like insensitivity, whatever “treatment plan” is then in vogue, I always insisted upon, and got, Nancy’s designation modified to “autistic-like”. 

8. By this time Nancy was extremely hyperactive and would often wake in the middle of the night screaming, seeming to be disoriented, and we’d carry her around the house, showing her that everything was OK, thinking that she must be having nightmares or something.  I would buy or sew each item of her clothing in matching sets of three, which looked just alike, even to the same appliques, because if you changed her clothes to anything other than an exact duplicate of what she’d begun wearing that morning, she would frantically try to put the (soiled) garment back on (she’d even try to retrieve it, wet and soapy, from the washing machine, to put back on) so three duplicates of everything really helped get us through the day.  

9. That was, I wish to emphasize, more than twenty five years ago when Nancy was very young; these early behaviors so typical of autism, disappeared by around age seven, possibly helped by the removal of allergy triggers from her diet, and no doctor even back then, ever suggested drugging Nancy with psychiatric drugs or doing anything other than what I did, giving Nancy time, patience, understanding and space, and to help her develop new interests to distract from her unusual fears and help her overcome them.  

10. There followed a lot of recommendations by “experts” who were well meaning but lacked empathy for their clients.  A young doctor at Stanford took us aside and said that the kindest thing he could do was to advise us to put Nancy into an institution and have other children, whom he felt would be normal.  He said he had a child like this in his own family (nephew) and that “kids like this get older, but they don’t get any better”.  I thought about how I would have felt if my own parents had abandoned me thus, and it made me feel sick to my stomach to even think of it.  I felt very, very sad in fact when I saw or heard of kids that were so unfairly abandoned, having even greater needs than the others and yet being left all alone in the world and left entirely the mercy of whoever is hired to attend them, and I could write a book about that, and my rude awakening at the lack of concern in the County and State and San Andreas Regional Center when I at times sought to help some of these in what small ways I could.  There is absolutely no doubt in my mind that I did the right thing by keeping Nancy out in the community and making her life as normal as possible.  Some years later, in a program Nancy was attending, I met a little autistic girl just a little older than Nancy, whose physical therapist parents had followed this advice, and put their daughter into a California State hospital for “early intervention”.  This little girl, at age four, had gotten a broken hip at this DDS “hospital”, from being beaten with a stick by a drunken male attendant.  At age 12, this poor little girl still whimpered continually as a result of the trauma she had suffered, and I never saw any human being more fearful, or more profoundly lacking in eye contact. 

11. When Nancy was around 7, I discovered a very important way to help her.  Specialists we consulted did extensive tests for allergy and found that she Nancy had extreme allergies to many food products that were affecting her central nervous system.  By removing these foods from her diet and certain materials from her environment, we found an almost immediate improvement in her hyperactivity, and other problems.  We discovered, for example, that her seeming nightmares were an unusual central nervous system reaction triggered by the corn syrup in the ice cream cones we would often go out for at night before putting Nancy to bed.  From this, and other recommendations from these doctors, I became very interested in nutrition and diet rotation to help combat the allergies and dysfunction.  Gradually as Nancy matured, and as her system got a rest from the allergens, Nancy overcame much of her extreme sensitivity to these foods and materials and if she got some of these things once in a while it didn’t trigger an extreme reaction. 

12. I looked at many specialized programs, most in their infancy, and not well organized.  Most of them operated out of houses, using filthy cast-off upholstered furnishings, and   “volunteers”, mostly shanghaied from somebody’s psychology class for extra points or kids having to do community service because of drug problems (this was the “hippie” era).  One program which Nancy tried for a day, was letting Nancy get cleaning products out from under the sink, while the “volunteers” stood in front of the sink chatting, oblivious to Nancy getting in past their knees to the drain cleaner.  Further, the programs tended to interfere too much with Nancy’s curiosity and exploratory behavior, the strongest things she had going for her; they seemed geared to children who lacked this exploratory ability and seemed rather oblivious to their surroundings, and some had behaviors I didn’t want Nancy to see and copy.   

13. I tried to get Nancy into a Head Start program, which looked ideal, but which refused to take her on the grounds that her father and I were educated and had too high an income.  I looked at many, many nursery schools and finally found one that was just wonderful, and they agreed to take her for three mornings a week, even though they realized that she was slower.  This was very beneficial to Nancy.  She was really at her best exposed to normal kids, and this way she made progress, and had a few special friends.  Nancy’s rate of progress was and is, much slower, but little by little she makes gains and remembers.

14. I also tried a program for Nancy at Peninsula Childrens Center (PCC), in Palo Alto, when Nancy was around 8.  This turned out to be a disaster.  This program threw her in with mostly older children with serious, often injurious or very damaging behavior problems.  Unfortunately, Nancy would copy some of the more damaging behaviors, such as stuffing toilets with (unwound) rolls of toilet paper causing them to plug, and overflowing sinks.  They used foolishly planned interventions that made behaviors worse, such as petting her if she pinched (the one negative behavior she’d picked up at nursery school), thinking that they were “redirecting her into appropriate touching” but which only reinforced the pinching behavior.  Eventually though she learned that pinching got her taken out of whatever activity she didn’t like, so she began doing a lot of that, and began copying even more hurtful behaviors she saw from the others.  Kleenex and paper towels were seldom available to her so she began looking quite messy all the time from copying the staff wiping their hands on the fronts of their shirts and the seats of their pants, and where formerly if she spilled something on a table, she’d wipe it up with a paper towel or Kleenex, she would now smear it around with her hands on the surface.  Also her level of function was such that she tended to copy anything she saw indiscriminately, often not even understanding why things were done as they were.  For example, the school had little wooden lockers where the kids stored their coats and their lunches.  The lunch was put on the floor of the locker and the coat was to go on a hook at the top.  The hooks were too small; the coats would invariably fall down atop the lunches.  One could hardly expect that to cause a problem!  Nancy, however, began transferring this concept to closets at home.  She began to take food items from the refrigerator, put them on the closet floors, and pull clothes off their hangers to put atop the food.  This behavior became so persistent I had to forgo keeping shoes in closets and had to place plywood cut wider than the closet depth over each closet floor, so that there was a new, sloping “floor” in each, and so that anything placed on the closet “floor” would now slide forward so that food couldn’t be squirreled there (and our clothes wouldn’t be ruined)!  At the time, of course I hadn’t a clue about the source of this behavior!  Or why Nancy kept putting laundry detergent in the dishwasher.   

 I had to work very hard to retrain Nancy out of many of these unexpected behaviors, and I eventually did, but it taught me a lesson about these programs.  That often well-meaning efforts to train her in these programs that were normally used would often backfire with her in unforeseen ways, and that she did best in mainstream or one-on-one interactions with normal role models, The attached letter is what I wrote to her teacher there to help her because she was using the same materials over and over in the same session, having Nancy match them up and putting each matched group back in the box, then dumping it out again to have Nancy do the same task over and over.  When Nancy, the third time around would just put them all back in the box, the teacher thought Nancy was being uncooperative, rather than realizing that Nancy was just trying to achieve what Nancy thought was the teacher’s ultimate goal—having her put them all back into the box.  She also got injured at PCC.  Later, after PCC I discovered that most of the children in this class had eventually gone on to being institutionalized after being in this class.  Nancy was only one of two children that escaped this fate, and it was because I and the other mother had had the common sense to recognize the damage being done at that place and find better resources for our children.

15. Nancy also got very seriously injured in a program at CAR (Community Association for the Retarded).  She was thrown over backwards in her chair by much older children known to have this behavior, and they slammed the back of her head on concrete, causing her to lose consciousness and stop breathing for about five minutes.  This injury is thought to be the cause of her seizures later in life.  Later I discovered that most of the children in this class had eventually gone on to being institutionalized after attending this class.  Nancy was one of only two children in her class that escaped this fate, and it was because I immediately took her out of it after discovering how harmful it had been.  

16. In trying to find schooling for Nancy, (this was before the days of PL-94.142) the school district just refused to take her in their language impaired classes because she was immature and couldn’t sit still, and even refused her speech therapy.  I still recall the principal a special ed school telling me that not all children were entitled to speech therapy, “because some children are too stupid to learn to talk”, When we moved to another school district, the only placements offered were in classes containing children who bit and scratched and threw things.  I was dumb enough to try this for a while.  Even subtracting a year from her age, she was too old for the nursery school to take her, and I had to take her out because she had begun copying these behaviors.  The school district refused to provide anything else.  San Andreas Regional Center refused to provide any help whatsoever and I literally had to set up my own school for Nancy in a one-on-one class, using a donated Sunday school classroom, which I equipped.  The County of Santa Clara actually came out and inspected my school, and at one time was critical because the teacher’s credentials were from Maryland, not California, though neither the County, school district or State paid so much as one nickel toward any education whatsoever for Nancy, and did not allow me even a tax credit.

17. At age 15, Nancy was held by the County of Santa Clara, claiming ironically that I refused to educate her despite all I had done for her privately against their opposition and lack of support, because I would not allow her to stay in harmful SARC programs and that “the County could do so much more for Nancy, if she were but made a ward of the County”.  The Mountain View police department took her in, after I had had to make a complaint about a police officer who had assaulted me in my own home the night before.  The police had forced their way into my apartment the next morning and claimed they had “found Nancy locked in her room”.  Fortunately neighbors had seen Nancy at the door with me when I opened the door to them, but nonetheless they claimed they had found her locked in her room.  They barged into the apartment, fished a piece of broken hand mirror from the bathroom wastebasket, put it in one of Nancy’s shoes and photographed it, and made many other false claims about the apartment. 

18. Santa Clara County was holding Nancy in a group home in a remote area in Santa Cruz County, where the owner was operating a cottage industry having these retarded children painting raw lead glazes (something that wouldn’t be allowed in a high school for use by normal teenagers, because of its extreme toxicity) onto pottery, which she then sold.

19. This place was like something out of Dickens.  The lead painting activity was done on the dining table all day long, the plastic tablecloth being lightly wiped before meals and still showing streaks of the grey raw lead glazes.  When I  pointed out to the  ‘home’ owner  the hazard warnings on the labels of these products, including “keep out of reach of children”, she told me that there was “no problem because these were water soluble lead glazes that washed right out of clothing”, completely oblivious to  fact that, being water soluble, they were  easily assimilated into the body, showing how ignorant and mean these operators were,

20. When I complained about the water soluble raw lead materials, Santa Clara County Judge Len Edwards made a Court Order to remove the lead, to get it “completely off the property”.  When I complained to the Court that, several weeks later, the lead still hadn’t been removed, however, and that the “home” should be found guilty of contempt, all visitation was cut off for six months, upon Santa Clara County Counsel’s argument that grounds that my complaints about the lead to the authorities was “harassing” to the operator, and that Nancy, who tried to come with us, was “upset” by our visits; and the lead exposure continued.  Thus Nancy and I were punished for complaining about the hideously harmful conditions.  There were many other extremely unsavory aspects to this “home”.  The extended family that lived in it had the run of the place, but the inmates were kept herded together like animals.  There was a very large living room, but the inmates were restricted to one small area of it and allowed sitting nowhere but on two filthy sofas, where they sat crammed together like birds on a telephone wire.  Nancy was kept in a small room separated from the living room by a bathroom.  A person could go into the bathroom, lock the door, and be alone in with Nancy in her room.  Furthermore, the home-contained inmates confined there for “mental” as well as developmental problems and operator’s family contained two teenage boys who entertained numbers of their friends at the house.  Both times I visited, early weekday afternoons, there was a group of five or six of these 17-20 year olds hanging around outside the house with their motorcycles.  Even State Licensing eventually cited them for this, as unsafe for Nancy. 

21. I rushed into the dependency trial, because I was so anxious to get my daughter out of that place, and perhaps that was a factor in losing, but I found the Court to be a kangaroo proceeding.  Throughout the proceeding the woman judge (whose daughter was a lawyer working for the County Counsel person purporting to “represent” Nancy) kept repeating “You people are just selfish!  You people are just selfish!”  In other words, we were accused of being selfish not giving Nancy to the County where supposedly “she would be given so many advantages”.  

22.  The advantages of being a ward of Santa Clara County?  Lead exposure for a year, a broken front tooth, a bent back, and a two-inch long scar over her left eye, afraid of the dark, when we finally got her back.  No education whatsoever except a catch-all program in Santa Cruz County which was allowed by Court Order to know nothing about her.  No contact from us by Court Order.  It cost me a year and $25,000 to get her back.  Her rights were trampled.  State senators, Licensing, San Andreas -- all refused my pleas to help Nancy.  The politicians would all promise to help, then some weeks later, I would get a form letter saying, “Thank you for your interest….”

23. In 1987, after the Court sent Nancy back home to us, my husband took a job in Carson City and we moved up there for a while.  Carson City High School let Nancy attend a school program there that was simply wonderful.  Their attitudes were so different.  Instead of being segregated from the rest of the student population these kids had access to the same facilities as everyone else.  They could eat in the cafeteria, attend school events, and use the Nautilus machines in the gym.  The students volunteered to help them function and it were a joy to watch the love and care that they had for their disabled classmates.  And the kids like Nancy had good normal role models to follow and didn’t feel segregated or looked down upon.  

24. They also had a good program in Nevada that watched Nancy at our house in Carson City and allowed me to accompany my husband to Europe when he was sent there for two weeks on marketing business.  That was something we never could have gotten from SARC, We should have stayed there

25. In 1992 after we had started our own small business in Mountain View, I saw a new program in Santa Clara offered by SARC that looked more promising because there was a man that was working with computers to help developmentally disabled people learn, and I jumped at the chance for Nancy to have that experience.  So I contacted SARC after many years off their radar screen, to get Nancy funded for this program.  I thought that this time it would be different, but after a couple of months, the person that had been doing the computer work left, and the program deteriorated, and Nancy no longer looked forward to going.  When I investigated the change in Nancy’s attitude, I found that she was being required to attend to what had deteriorated into an exercise in what the psychologists term “learned helplessness”, that being a situation in which the person (or lab animal) learns that no matter what he does, he will be able to exert little or no control upon his environment.  What had been the use of interactive computer programs, had been degraded into making Nancy sit at a computer on which, no matter which key she pressed, the picture would only change randomly.  Even the regular commercial children’s software programs I had purchased and brought over had disappeared.  Even worse, the aide now in charge of Nancy obviously did not like her, and showed poor judgement.  When Nancy came home one day with all her fingertips bleeding from this aide cutting all her fingernails above the quick, I had to take Nancy out of the program and said I would not bring her back until a different aide was assigned to Nancy, and Nancy’s activity again made interesting.  SARC ignored Nancy’s plight, so I had no choice but to not send Nancy back again to that mean treatment.  

26. I broke off all contact with SARC at that point, and did not hear from them again for several years.  When a couple of years ago, a SARC employee contacted me claiming to be her caseworker, I learned that SARC had actually continued for some years to collect funds from the state for “providing services” to Nancy.  I told them in very frank terms to go away and stop claiming Nancy as a client for purposes of counting her for State funding when they had consistently denied her appropriate services over the years.  I became very critical of SARC and was an outspoken advocate against their corruption and dishonesty and their policies that caused the deaths of so many of their “clients”, and they hated me for this.

27. I went last week to visit my daughter’s present day program, Social Vocational Services (SVS) in San Jose, an independent program which Nancy has been in only since last October, 2002.  I quite honestly was quite skeptical but to my surprise and pleasure, I was thoroughly impressed with what I saw.  I talked to Nancy’s trainer, Monica Lucero, and found her to be a very caring, patient and trustworthy person who is very skilled and appears to be helping Nancy and genuinely loves her in the same ways I do.  She has all the same concerns I do as a parent.  We got along very well with her. I would like Nancy to continue to make progress with her.  She has children of her own and understands them, and sees Nancy as a wonderful human being, which are two of my most important prerequisites.  Monica’s arts activities seem to be very interesting, often three-dimensional ones, that Nancy can relate to, and apparently Nancy enjoys being there.  I saw some of Nancy’s artwork projects and was very impressed.  When she does want to wander off, they just let her lead them places she wants to go, much as we often do.  Monica is interested in understating Nancy’s communication skills

28. However, even Monica has been denied any funding for basic communication devices she needs and has requested from San Andreas to use with Nancy, and does not have the software or computer devices she really would like to have.  This is the old, pervasive problem with SARC that still remains even now, they would rather pay a bloated executive staff to “explain” to parents why they cannot pay for educational tools or “explain” (i.e., make excuses) why their expensive experts say such tools would be unnecessary, inappropriate, or useless.  We discussed with Monica our interest in purchasing such things ourselves for Nancy; she has some really good ideas and we would like to see them implemented.  We would very much like to continue Nancy in SVS with our personal support for her teacher, as long as she remains in charge of her.  She reminds me very much of my early teachers, who were very dedicated and very concerned about us (students) and our development as people.

I declare under penalty of perjury under the laws of the State of California that the foregoing is true and correct to the best of my knowledge.

March 4, 2003
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