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Denver is the proud parent of Tim and Andy.





Andy was born with a profound mental handicap in 1967, and was subsequently paralyzed from a fall in 1998.  He has since almost fully recovered, and lives in a “Host Home.”   Tim was paralyzed from the neck down on his 21st birthday.   He subsequently graduated with honors from the University of Denver, graduated from Stanford Law School where he was on Law Review and was the president of his class.  He then was an attorney with the top law firm in Washington, DC, where he met his wife Amy, a Yale Law School graduate.  Tim and Amy now have their own law firm in Denver, where they specialize in civil rights law, and are nationally known, and are frequently featured in newspaper and TV spots.





Denver received his Doctorate in Education in 1974, and was the founder of the Rocky Mountain Job Opportunity Brigade, providing job training and employment to individuals with severe and profound disabilities with related behavioral challenges.





Denver has presented at TASH and numerous Colorado venues, and is a member of a variety of committees and forums.  He is the moderator of the PAD-CO listserv.








There is us, and if we are lucky, our spouse or significant other, and our child with a disability.  Then there are teachers, administrators, social workers, doctors, nurses, psychologists, aides, counselors, therapists of all varieties, resource coordinators, ministers, and neighbors.  Add in systems and bureaucracies -- schools, hospitals and clinics, rehabilitation organizations, churches, governmental alphabet soup agencies, legislators, rules and regulations, and the laws.  And, finally, there are attitudes, perceptions, feelings, history, worldview and the culture.  All  impact our families with children with disabilities. 





And, it would be so powerful if we were all on the same side -- all pulling together, with the goal of betterment of life for our child.


 


But, alas, it just doesn’t work that way.  For some of us, life can seem a continuous battle with those who are supposed to help us.  We have learned that the folks in these agencies are responding to outside demands and requirements.  The need for power, recognition, control, regimentation, and the satisfaction of egos of these individuals and agencies may work against the betterment of our child’s life.  In intensive and sometimes unpleasant ways, we discover that we are the persons who must learn how to interact effectively with compelling powers for our child’s well-being, growth and effective inclusion into this world we inhabit.  We must become an effective advocate in a world where others may not have as their prime goal the betterment of life for our child.   


 


Yet, you say, this is heresy!  Why would these good and caring folks enter into a field of study and practice such as special education, nursing, counseling, vocational rehabilitation, doctoring, therapy and all of the other related areas?  This, then, is the puzzle, the conundrum.  Folks who want to serve and help but find they are unable to do so.  Agencies designed to assist us that instead end up hurting folks.  Bureaucracies and systems that become so full of roadblocks that no significant mission is accomplished.  But this wasn’t the plan, was it?  


 


Good and caring people in bureaucracies find themselves twisted and changed, with forces and demands placed on them, until, in the final analysis, they don’t even recognize themselves.  Systems that were formed to serve the interests of people get perverted until they are self-serving, full of red tape, policies and procedures and rules and regulations.  


 


If you agree, you know that if we are to get our children into the world in the best condition and chances possible, we must learn about effectively interacting with these people, agencies, systems and bureaucracies.  If we can learn how to understand, how to work with (or perhaps, at times, to work against) and how to influence these folks and organizations to our best benefit, perhaps our child will be just one step closer to that better life to which we all aspire for our children.


 


Okay, you ask.  Just who is this person writing this chapter, making statements and coming to these conclusions?  Briefly, I am 67 years old.  My wife, Nora, and I have two children with significant disabilities - Tim, who was paralyzed on his 21st birthday, and Andy who was born with profound developmental disabilities.  Over his life, Andy has had many diagnoses.  They all come back to one fact: while in utero, his brain had an injury of some sort and did not develop as it should.  This left him with a number of symptoms, many of which professionals tend falsely to claim as diagnoses, such as mental retardation, developmental disabilities, cerebral palsy, and autism.  Also, in 1998, he fell out of bed and because of severe osteoporosis, injured his spinal cord at L-6; it took two years of therapy to get him walking again.


 


Because of our children, we have had increased and intensive interactions with literally hundreds of systems, bureaucracies and administrators and folks who work in these organizations.  True examples follow of situations we have encountered (both positive and negative), the actions which we took, and the success (or lack of) in dealing with these issues.  Perhaps the reflections and insights of how we handled the situation may be of benefit to you in choosing your own courses of action in similar situations.


 


A Recreation Department Tale


 


There it was -- again: "If your child has behavior problems, you must supply your own aide."  Each year the brochure from our recreation department echoed this statement.


 


This phrase always thoroughly rankled me.  I wondered just how they thought I might do that  -- supply Andy’s own aide?  We were always knee deep in medical and therapy bills.  Only one of us could work full-time as someone always had to be available for Andy’s needs.  Sometimes I worked three jobs to keep us afloat.  At times, we would not answer the phone at night, dreading that voice from the credit card company.  Yet somehow, we were supposed to come up with the money to pay for an aide for Andy to be able to participate in the local therapeutic recreation program.  Yes, Andy, at times, had some "behaviors" that would most definitely get him quickly booted out of a recreation program, particularly the one that wanted him to have his own aide!!


 


This was it.  I had reached the Rubicon and decided to boldly jump across.


 


I knew that both the Vocational Rehabilitation Act of 1973 and later revisions, as well as the just recently passed Americans with Disabilities Act, generally prohibited program and service discrimination based on disability.  I was pretty sure that the recreation district was in direct violation of both laws.


 


Always believing that having a power base of folks with similar thinking is better than working by oneself, I gathered a group of folks together whom I felt would have similar concerns.  We formed an advocacy group, "The Recreation Network for Individuals with Disabilities," and began writing letters as a group in addition to attending committee and Board meetings.  


 


And, we succeeded!  We got the rules changed, brought the district into compliance with the ADA (it turned out there were a number of areas on non-compliance) and, as a result, I ended up as a member of a five year "Therapeutic Recreation" Master Planning committee.  The first thing I did was to get the name changed from Therapeutic Recreation Program to ADA Recreation Program.  Our efforts resulted in more than doubling the budget and the hiring of another employee to assist in the program.


 


Reflections from this story:


 


1. If possible, work from a power base of more than yourself.


 


2. Know and use the law.


 


3. Get involved and know that changes are possible.





The Medical World





And then there are the hospitalizations and clinics.  When Andy was about six, he went into an episode of status epilepticus (continuous never-ending seizures).  At this time, he engaged in an intensive 13 hour per day therapy program which we ran from our home with about 100 volunteers, in which he had made some rather remarkable progress.


 


The status epilepticus episode led us to two separate ambulance trips -- once to the MD’s office, and finally to our local Children’s Hospital.  At Children’s, the neurologist examined Andy’s eyes and stated that there were hemorrhages in Andy’s "eye grounds," indicating he had experienced a stroke.  We pointed out Andy’s intense program of therapy to the attending physicians.  They brushed us off.  But, after about 24 hours of status epilepticus, Andy awoke, learned a new word, "popsicle" (for his sore throat), and was bouncing around in his bed.  Later, the attending physicians actually called us on the phone at home, amazed at his full recovery, wanting to know more about the program in which Andy was involved. We were pleased to let the physicians know why Andy had come so far.


 


Moreover, at this hospitalization, we gave a very long and complete history to the first set of attending physicians.  We were absolutely, totally exhausted and really down.  Soon after the first complete history, another set of MD’s came along to ask us the exact same long history questions again.  When we asked why, they said this was a teaching hospital and this was how they learned.  Well, we refused to answer their questions stating that perhaps they could have been there when the first history was being taken and could have learned at that time.


 


When Andy was about three, he had several hospitalizations resulting from recurrent upper respiratory infections.  Once when he was quite ill, we made the long trip to a physician in La Jolla, California.  During her examination, she did not think there was anything wrong with him, so she sort of turned him upside down to prove it to us, I guess.  He suddenly got worse, turned absolutely blue, and she admitted him to a nearby hospital.  


 


At that time, it was not considered appropriate for parents to stay in a hospital with their child, and we were refused that opportunity.  We worried all night and the next day were told by a caring aide that he had cried and coughed all night; no one had paid any attention to him.  Upset with ourselves for letting this happen, we demanded a bed be brought in and we stayed with him the rest of the time.  Interestingly, there was another child there whose father was a MD on the hospital staff.  It was obvious that the mom wanted to stay with her child as we were doing with Andy, but the father made a rather big point that he trusted the hospital staff and would not allow his wife to stay with the child


 


Eventually Andy left our home for a host home, where he lived with a family.  One Sunday we received an urgent phone call from Andy’s host home provider.  He had fallen out of bed and could not move his legs.  He was taken by ambulance to the hospital, where they suspected some sort of seizure.  They did do an x-ray, however, and found a broken vertebra at L-6.  He was immediately taken to a level one trauma center by another ambulance, which was followed by hospitalization, surgery, and a move to a rehabilitation facility where he remained in a cast for 12 weeks.


 


During that time, we practically lived at the hospital as Andy now had no ability to walk.  It was difficult for him to interact well within the hospital environment given his mental disability.  One night we did not stay; we desperately needed a rest, and there was no one to cover for us. 


Andy became agitated.  There are certain behavioral techniques that are very successful in working with Andy to prevent agitation and to calm him down; we had carefully described and practiced these procedures with the hospital staff.  Despite that, they failed to use these procedures, and instead, at the order of the resident psychiatrist, elected to inject him with a very strong psychotropic drug similar to Haldol.  They never called us to ask our advice or gain our consent.  He was groggy the next day and was not able to participate in therapy.  We complained of their usage of this drug on Andy which resulted in a full-fledged conference with the hospital staff.  They were not happy about our complaints, while we were not happy about their actions.  The issue was finally resolved with a set of formal procedures requiring the staff to use the behavioral techniques that were successful with Andy.  After that, we had no more problems in this area. 


 


(You would probably like to know that during the next three years, I worked daily alongside his great physical therapist and others, utilizing water therapy, among other techniques, to achieve Andy's almost full recovery from his paralysis).


 


When Tim was in the rehabilitation hospital, he was lying in the "vent room," breathing through the ventilator, fully paralyzed.  His alarm system kept going off, for no apparent reason.  After one too many alarms, he used the tongue switch to call the nursing station, and yelled, "Please help, I can’t feel my feet!"  Everyone came running, busying themselves around his bed.  Then they all realized that of course, he couldn’t feel his legs.  He was paralyzed!  We all had a good laugh.


 


Reflections from these stories:


 


1. Parents do have things to teach the medical world.  And sometimes the physicians actually listen!


 


2. It is okay to refuse to participate in non-meaningful activities that do not help your child.  It may save your sanity.


 


3.   Listen to, trust and follow your instincts.  As the parent, you know best.


 


4. A sense of humor sometimes gets you through the roughest times!





 


Obtaining Services from Governmental Agencies 





As I mentioned before, our oldest son, Tim, was paralyzed from the neck down in a sports accident on his 21st birthday.  That was followed by several months of intensive rehabilitation (a very long story) after which he was ready to resume his college studies.  One of the ways to get the necessary support was to apply for vocational rehabilitation assistance.


 


We began the quagmire of applying to a government agency for help.  Of course, there was a lot of paperwork and trying to get things done in time.  Finally we got the word that Tim had been accepted, but only provisionally.  They had concerns about his being sick, not being able to go to school in the snow and a myriad of other imagined worries.


 


I was furious.  Tim, the award winner in high school, the kid who never gave up, who had been the supporter for his brother all these years, was accepted only provisionally!  They had concerns about my Tim?  No way!  Consequently, I put together a 100 page booklet listing all his accomplishments throughout his 21 years, with copies of awards, SAT scores, etc., and had it bound and submitted it to the top vocational rehabilitation person in the state.


 


Tim was fully accepted.  I doubt they had ever received such a document.  And it is interesting to note that he never missed a day of college due to illness or snow.  His rehab counselor, however, did miss several days and appointments due to illness and snow!  Perhaps he should have been employed provisionally!


 


It was even more fun when we applied to Vocational Rehabilitation for Andy, who would be the first person in the state with profound mental disabilities to receive vocational rehabilitation services, if we were successful.  It occurred to me that if Tim was eligible for VR services, why not Andy?  When he turned 21, there were no adult services available to him in the state of Colorado.  So, I thought, "Let’s get some vocational rehabilitation services for Andy so that he can participate in society as a working individual." 


 


We utilized the services of the Client Assistance Program housed within the Legal Center for Individuals with Disabilities and Older Persons, the state protection and advocacy program for individuals with developmental disabilities.  There was much paperwork, many evaluations, and finally, when we got everything together, it appeared that he met all the eligibility requirements.  (Actually, the mandate for Vocational Rehabilitation was that they should serve those with the most profound disabilities first.  But, in practice, this never occurred because it took more money and longer to "clear" a case with someone who had a profound disability; the ratings for the VR counselors were dependent on how many cases they cleared and how fast they cleared them.)


 


Still, the VR folks would not relent.  They did not want to set a precedent for providing services to folks with profound disabilities.  We were at the point of going to federal court on a lawsuit when they finally relented.  We then used the VR funding as a catalyst for a program which I ran for 12 years for Andy and 17 other adults with profound disabilities, the Rocky Mountain Job Opportunity Brigade, a most unique community job program.


 


We have always had to strongly advocate for Andy’s rights and services in the public school system. One year we discovered that the students in his "included" (but really "non-included") class for students with profound mental and physical disabilities were not allowed to use the school gym.  They just did not "have room for" individuals with disabilities; yet every other student had an opportunity to use the gym, if they so desired, by taking a gym course.


 


The school system did not seem to understand out viewpoint.  We always were accompanied by an advocate at each of our meetings with the school system personnel; with the help of the advocate, we filed a discrimination complaint with the State of Colorado special education office.  It was not too long before we had a gym time for Andy and the others.


 


Another time, it became apparent that the school system offered all sorts of extracurricular activities for all of the students except those with severe and profound disabilities.  A brief perusal of the student/school handbook quickly found a listing of all of the benefits to students of the highly praised extracurricular activities.  Using this handbook as our basis, the advocate and I again prepared to file another complaint; but before we actually submitted it, the school system relented and provided and paid for extracurricular activities for Andy through a local recreation program.  No, not the best solution, but it was workable considering Andy's circumstances and ours.


 


Summer school was always a challenge.  The law stated that summer school was appropriate if it would prevent an erosion of skills for the child.  At IEP meetings, I would always assume a leadership role and would go around the table with questions like, "In your professional opinion, do you believe that Andy will be at the same skill level in a particular area if he does not have practice and reinforcement in those areas?"  Invariably they would state that he would get behind without reinforcement, and summer school was assured.  I would always follow up any conversation with a memo of understanding to tie things down.


 


Reflections of these stories:


 


1. Your child’s rights can be violated in any number of ways, and it is important to keep watch over programs and activities so that your child can have at least equal, if not totally inclusive, programs.


 


2. It really helps to have an advocate with you at any meeting with authorities.


 


3. One of the practices I have developed is to take notes of meetings and/or phone calls, and to follow up each with a memo or letter detailing the conversations and conclusions, including asking the particular system to respond within a certain time if they disagree with the conclusions and summary presented.


 


4. Know and use the law and any legal resources available.





 


Churches and Religion


 


Andy had been sick a lot.  But, at this particular moment, he was well, and we wanted to attend a church of our choice.  We placed him in the hands of the nurse at the nursery in our large metropolitan church in San Diego, carefully explaining to her his needs and situation.  After the service we were greeted with a screaming nurse, "What is wrong with this child?  Never bring him back here!  You need to see a doctor about him!"


 


This was our introduction to churches and their viewpoint and treatment of those with disabilities at that time.  


 


Over the years, we have attempted to give Andy (and Tim) opportunities for religious experiences consistent with Nora and my beliefs.  This has proved to be a challenge.  At different times, we have had devotion services in our own home, started or revised three different "programs for individuals with disabilities," and attended Catholic, Lutheran, Presbyterian and Methodist services to try to find programs where Andy would fit in.


 


In Mundelein, Illinois, we were fortunate to have a friend (who was working as a volunteer in Andy’s intense therapy program) step forward to start a Sunday school program for Andy, which she and her daughter staffed with other volunteers.  This was our best experience.


 


In Denver, I observed a much-touted program for individuals with disabilities at a local church.  I was greeted with, "Oh, you are the father of that hyperactive child I have heard about."  I stayed longer and observed one of the most sterile and boring Sunday school classes I had ever seen.  


 


We have pretty much given up on churches for us as a family.  Now that Andy and Tim are both living apart from us, Nora and I attend church.  We still have a bitter taste from our religious experiences as a family with disabilities


 


Lesson of this story:


 


1. It is sometimes difficult to participate in the aspects of life such as church that most families can do with ease.


 


2. Some folks have had more success in this area than we.  Keep trying.  Attitudes are changing.





 


Conclusion


 


Daily we go about dealing with dozens of bureaucracies and systems with a frequency and intensity that others rarely approach.  We meet nice people.  We meet not-so-nice people.  We deal with some organizations that are truly responsive, and many that are not.  In order to get our child as much as possible, we must deal with these systems and folks in the best manner for our particular personality and values.  In summary, here are some suggestions:


 


1.  Know the laws, rules and regulations applicable to your situation.  Summaries and the laws are available on the Internet, as well as from disability focused organizations such as the Arc's, United Cerebral Palsy, Down Syndrome Association and many others.  Protection and advocacy organizations, state departments of special education, client assistance programs with VR, early childhood intervention programs, and even some school systems are also good resources.


 


At a minimum, be aware of the following laws:


 


The Individuals with Disabilities Education Act (IDEA), dealing with education for all children with disabilities and early intervention (Part’s C and B). 


The Americans with Disabilities Act (ADA) dealing with employment, accessibility, equal access to programs. 


The Rehabilitation Act of 1973 and subsequent revisions, which provide for vocational rehabilitation services and program accessibility for governmental entities. 


The Air Carriers Access Act, covering air transportation, which is not covered under the ADA. 


The Fair Housing Act dealing with housing accessibility. 


Various state disability laws.


 


2. Use an advocate.  An advocate can keep things on track, hear what others are truly saying more accurately than you and I can, suggest alternatives that we might not have thought of, and keep us from throwing a vase at the other person when we have reached desperation.  An advocate can be a friend, a representative of an agency such as an ARC, or someone from an advocacy and protection organization.


 


3.  Keep a written record of everything that you do, including summarizing phone calls and conversations.


 


4.  Learn to recognize and use friends.  Many times, teachers and frontline workers in bureaucracies are really on our side, but cannot do or say what they would like because of fears of losing their jobs or negative reviews.  Yet, they can be subtle allies, and, frequently, are hoping that you succeed in your appeal.


 


5. Be creative in suggesting solutions.  Sometimes the governmental workers are not very imaginative in their thinking, but would be open to ideas we might suggest which would make them look good and also solve the problem for our children.


 


6.  Know the specifics of our children’s rights.  Most organizations are required to give us a copy of the rights for that organization.  This includes hospitals, schools, adult service agencies -- in fact, just about every bureaucracy except religious entities.


 


I find that I could write on and on.  There are so many things to tell, so many stories and events to share.  I would like to end with some words directed towards dads.


 


Attention dads:  Raising a child (or children) with disabilities is a most difficult task.  At times, it has been seen as a mother’s role.  It is not.  Dads must get involved.  Having a dad at a staffing or a meeting is really important.  Professionals and others are not used to dads being involved, and they will give more and better services to your child if you are active and a strong advocate 


Please listen to the voice of experience.


