
Appeal of Tri-Met Denial of Access to LIFT Bus
Background and summary of disabilities pertinent to need for access to LIFT bus

Blaine, age 27, was born with myelomeningocele (aka spina bifida) and hydrocephalus.  He lives in SE Portland 
with his mother and stepfather. His paralysis and lack of sensation begins at T-3, which means he has no sensa-
tion or muscle or nerve control below his armpits.  To treat his hydrocephalus, a shunt was installed into his 
brain when he was six days old.  For the first 21 years of his life, Blaine was treated with medication for seizures, 
thought to be caused by his hydrocephalus.  An EKG showed evidence of brain damage in the right frontal lobe, 
also thought to be associated with the existence of hydrocephalus in utero.  Like many individuals with both spina 
bifida and hydrocephalus, Blaine has Chiari II malformation, which means that his hindbrain slipped into his upper 
spinal canal.

Blaine has had a number of surgeries.  The most extensive was a set of operations to treat scoliosis.  Because he 
had two curves that involved most of his spine, Blaine has had a spinal fusion and metal rods installed along the 
entire length of his spine.  These surgeries and resultant hardware greatly limit Blaine’s ability to bend forward 
and to the side (see Exhibit 1.)  Prior to his surgeries, his scoliosis resulted in a loss of about one-third of his lung 
function, making him at risk for respiratory illness like pneumonia.

Blaine has severe spasticity in his legs.  He is unable to straighten them, they are in a permanently bent position 
as when seated in his wheelchair (see Exhibit 4).  Circulation in his left leg is particularly poor, with his foot swol-
len and dark purple or black in color (see Exhibit 2).

Because of his lack of sensation, his skin must be continuously monitored for pressure sores.  For example, his 
skin is so prone to ulceration, he gets pressure sores from something as minor as a fold in a bed sheet or his heel 
pressing against a mattress.  The skin on his back frequently breaks down just from the moisture from sweating 
while he is sleeping. (see Exhibit 5)

Blaine exhibits many of the symptoms of poor executive functioning that is found in many individuals with hydro-
cephalus and spina bifida.  At this point, this is primarily exhibited by his tendency to “space out,” inability to 
remember to do complex tasks, to exercise judgement and extrapolate from the specific to the general, particu-
larly when it relates to his ability to make good decisions about his health and safety. (see Exhibit 6 & 7)

In addition to the impairments listed above that have a direct bearing on Blaine’s need for LIFT service, he has a 
number of other impairments that add to the severity of his disability. For example, Blaine has bowel and bladder 
incontinence.  He uses clean intermittent catheterization every four hours, and he needs assistance with a daily 
bowel program.  Blaine has problems with fine motor control.  He has a marked speech impediment, especially 
when under stress.  He also has some involuntary movements that, taken together with the symptoms just listed, 
have been diagnosed by a movement disorders specialist as a neurological disorder like Tourette’s syndrome. 
Blaine also has a pronounced gag reflex and gastroesophogeal reflux disease (GERD).

Despite these many challenges, Blaine is a happy and delightful human being who makes a valuable contribution 
to society by volunteering at Free Geek five days a week. He has been called “among the most valued members 
of the Free Geek community.” He helps the organization in a number of very important ways (see attached letters 
from Free Geek staff members), including being “a poster child for patience, coping with challenge and seeking 
to maintain independence; an amazingly knowledgeble and patient instructor and coordinator of other volun-
teers; reliably friendly and upbeat in an environment that can become stressful for staff and volunteers; working 
extensively to document and improve programs.”

The severity of Blaine’s disability makes living independently and with dignity very challenging. At this point in his 
life, Blaine’s feeling of self-worth and well-being are largely derived from his acceptance by and contributions at 
Free Geek.  Access to LIFT services when needed will make it possible for him to maintain his dignity and inde-
pendence.



How Blaine’s impairment relates to need for LIFT services:

In good weather, Blaine rides the fixed route bus from home to Free Geek.  Going to Free Geek, he has to travel 
only the equivalent of two blocks to the bus stop.  When disembarking at the stop nearest Free Geek, he has to 
travel about six blocks.

When coming home using the fixed route bus, Blaine has to travel five blocks to the bus stop, then another five 
blocks to home.  Because he uses a manual wheelchair and cannot go very fast, when it is raining, he gets soak-
ing wet.  Although  protective rain gear helps keep his upper body dry, the bottom part gets soaking wet from all 
sides, including from water being carried up by his wheels from the street or sidewalk.

Over the years, we have tried any number of items of clothing and adaptive equipment to help keep Blaine dry.  
None of our efforts have been successful, despite the assistance of occupational therapists, equipment special-
ists, and so forth. 

Part of the problem has to do with Blaine’s physical challenges.  Because of his spinal fusion and rods along the 
length of his spine, he cannot bend over far and well enough to adjust and adhere items on his legs.  Because of 
his tendency for his skin to break down, it is a health hazard for him to wear wet clothing.  If he gets wet on the 
way to Free Geek, he will stay wet for the several hours before he comes home (averaging about six hours).  His 
loss of lung function makes him very prone to pneumonia, which he got regularly for a number of years before 
we kept him high and dry.

Blaine’s need to stay dry is not a “comfort” issue.  It is easy to underestimate the speed at which respiratory 
problems and skin breakdown can become life-threatening for people with Blaine’s conditions.

In addition, Blaine’s disability makes it difficult for him to remember to perform tasks that involve “executive 
function (for example, spatial working memory, attentional set-shifting, sequencing, and cognitive flexibility)”  
even when they are necessary to protect his health.  (See except from article Journal of Neurology, Neurosur-
gery and Psychiatry on page 6)  Even if he were physically able to protect his lower body from wet, he often 
cannot remember to do sequenced tasks (even seemingly simple tasks like pulling his pant legs down over his 
AFOs – ankle foot orthoses).  For example, it takes Blaine at least four hours to get dressed and ready to leave 
the house independently every day, six hours if he showers.  These cognitive limitations are every bit as much a 
part of his disability as his physical limitations.  A quote from the study: “Cognitive impairment seen in hydro-
cephalus in childhood, including poor attention, memory problems, associated with poor strategy and poor 
language skills persists into adult life. Indeed it is probably when these individuals reach adulthood and 
try to lead a more independent life and seek employment, that the true extent of their cognitive difficul-
ties emerges and becomes a significant problem.”

In order to allow Blaine to continue to make a positive contribution during the rainy season, he applied to be 
able to ride the LIFT bus when it is raining so that his health will not be in jeopardy.  Presently, when it is rain-
ing, we deliver and pick him up from Free Geek.  This requires one of us to leave our jobs mid day, and prevents 
us from attending evening activities, since we are not willing to sacrifice his health and he is not willing to not 
volunteer at Free Geek, even if it jeopardizes his health.  A lesser, but still important  need for Blaine’s well-
being is the increase in self-sufficiency LIFT acess can provide to him as a disabled adult effectively handling as 
many aspects of the effects of his impairments as he can.

The Tri-Met official who denied Blaine’s request for services, except in certain weather conditions that are not 
relevant to Blaine’s needs, made the common error of assuming that his own situation was identical to that of 
another person’s, i.e., in this instance, that the steps he is able to take to accommodate his impairments are 
solutions easily applied to Blaine’s circumstance.  But they do not apply.

(See exhibits that document some of the effects of Blaine’s relevant disabilities on the next four pages.)

Page 2



Illustration of specfic health/disability issues relevant to LIFT application:

Exhibit 1:  Blaine’s limitations on bending over caused by his spinal fusion and metal rods attached 
the length of his spine mean he is not able to consistently and reliably apply rain gear to his lower 
extremities, as the Tri-Met official points out that he himself wears and advises Blaine to wear.

Exhibit 2:  Blaine’s poor circulation in his lower extremities endanger his health and mean that he 
needs to keep them as warm and dry as possible.
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Exhibit 3:  Blaine’s need to wear AFOs to protect his feet and lower legs make it difficult or impossible to 
wear certain kinds of clothing, like thick wool socks that the Tri-Met official points out that he wears and 
advised that Blaine wear.

Exhibit 4:  The spasticity in Blaine’s legs that has them frozen in a bent position means that he has to lie 
down on a bed to take clothes on and off, making it impossible for him to change out of wet clothing at Free 
Geek like the Tri-Met official advised that he should do.
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Exhibit 5:  Blaine’s back is often subjected to skin breakdown and problems just from the moisture of 
sweating while he is sleeping.  

Exhibit 6:  Blaine’s lack of sensation and difficulties with executive functioning mean that he actually burns 
his hands when he “spaces out” while washing his catheters.  This illustrates the challenge his disability 
causes his ability to function independently and make good judgements.
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Exhibit 7:  An article from a peer-reviewed scientific journal illustrating the cognitive difficulties present in 
individuals with hydrocephalus and spina bifida.  (Emphasis added.)

Excerpt from Neuropsychological profile of young adults with spina bifida with or without hydrocephalus

J L Iddon, D J R Morgan, C Loveday, B J Sahakian and J D Pickard
Department of Neurosurgery, University of Cambridge, Cambridge, UK; Department of Psychiatry, University of Cambridge, 
Cambridge, UK; Department of Academic Therapeutics, Chelsea and Westminster Hospital, London, UK; Department of Cognitive 
Neuroscience, University of Westminster, London, UK

Close inspection of the data suggests that there are some types of function which are impaired in the majority of 
individuals with hydrocephalus and other types of function which are only impaired in a few. So for example, there 
were many more average scores or above on tests of semantic fluency (81%), verbal recognition memory (66%), spatial 
memory span (77%), and visual recognition memory (60%). By contrast hydrocephalus patients showed a much lower 
distribution of scores with the majority in the low average range or below on tests of verbal learning ability (73%), 
delayed verbal recall (81%), spatial working memory (73%), attentional set-shifting (63%), and psychomotor speed 
on complex tasks involving sequencing (64%). On tests of immediate verbal recall, spatial recognition memory, and 
simple measures of psychomotor speed approximately 50% scored in the average range or above and 50% scored in the 
low average range or below. This is compared to individuals with SB where the significant majority of all test scores 
fell within the average range or above. This profile suggests that individuals with hydrocephalus, with “normal” 

intelligence, show impairment on a broad range of tests but show a tendency towards a greater profile of impairment 
on tests of delayed memory, learning, and tests requiring a high level of attention, that is, tests of executive function 
(for example, spatial working memory, attentional set-shifting, sequencing, and cognitive flexibility). Subjects 
with hydrocephalus perform particularly poorly on tests requiring the integration of different cognitive processes, 
probably associated with attentional dysfunction (also highlighted by monitoring and intrusion errors), inflexibility 

of thought, and a lack of ability to improve performance via the use of strategies. These results suggest a core pattern 

of neural damage and resultant “executive” cognitive impairment, in the presence of preserved traditional and 
emotional intelligence and relatively preserved function on less effortful tasks.

This study suggests that the cognitive impairment seen in hydrocephalus in childhood, including poor attention, 

memory problems, associated with poor strategy and poor language skills persists into adult life. Indeed it is probably 
when these individuals reach adulthood and try to lead a more independent life and seek employment, that the true 
extent of their cognitive difficulties emerges and becomes a significant problem. This will result in many difficulties 
within the workplace, for example, particularly in busy jobs where multi-tasking may be necessary and complex tasks 
need to be carried out. 

Journal of Neurology Neurosurgery and Psychiatry 2004;75:1112-1118
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Tri-Met offered an irrelevant compromise

Tri-Met first denied Blaine’s application but said he could ride on days when the temperature does not 
exceed 32 degrees, without explanation for the temperature limitation. A check with the Oregon Climate 
Service (contact is George Taylor, who gave permission to be quoted) data reveals that only an average of 
three days per year do not exceed 32 degrees in Portland, and since Free Geek is open 5 out of 7 days, it 
means Blaine could potentially ride two days a year.

When we requested an appeal, it was still denied, but the temperature requirement was adjusted from 
32 degrees to days when the temperature does not exceed 45 degrees.  There was no explanation for this 
change.  Tri-Met continued to deny access on the basis of rain, which was what we requested.  The climate 
data for Portland indicates that 9% of days are 45 degrees or below each year on average. This would po-
tentially increase the number of days he could ride to 25 days a year.  But since when it stays 45 degrees or 
below during the day in Portland, more than half the time it is not raining (53%), that means this condition 
would only potentially help with Blaine’s individual medical/health needs less than 12 days a year.  There-
fore, this arbitrary conditional eligibility does not address Blaine’s individual needs. And if Tri-Met considers 
Blaine disabled enough to qualify for LIFT services at 45 degrees, why would he not be eligible to ride at 46 
degrees?  What is significantly different between 45 and 46 degrees?

Nor does the compromise seem workable. What if the temperature is forecast to reach 46 degrees?  But 
what if then it actually only reaches 45 degrees?  And whose forecast do we use?  At what point in time?  
What if the forecast changes after that?  Requiring scheduling in advance is problematic for any kind of 
weather conditional eligibility, but at least forecasting measurable rain is a much more reliable process 
than forecasting exact temperature.

These proposed compromises may permit Tri-Met to feel good about its attempts to respond to Blaine’s 
need for its services, but again, the proposed solution is absolutely irrelevant to the actual need:  it does 
not address the reason Blaine applied for the LIFT and does not address the limitations and health issues 
caused by his particular set of disabilities. 

Summary

Included in our written request to Tri-Met for an appeal was a request for a copy of any law or regulations 
governing this process (see attached letter Exhibit 8).  We received no reply to our request.  Tri-Met’s 
failure to disclose the rules that govern these decisions puts us at a distinct disadvantage.  We are in the 
position of guessing what the requirements are, and supplying information that relates to those guesses. 

To be healthy, Blaine needs to be able to stay dry and warm.  When he gets wet and stays wet for more 
than a short time, he experiences problems with skin breakdown, respiratory illness, and so forth. His 
physical and cognitive disabilities prevent him from staying dry while traveling to or from the bus stop and 
waiting for the bus.  Because of his combined impairments, he is not able to independently or successfully 
use adaptive rain gear that works for some other individuals who use wheelchairs, contrary to the assump-
tions made by Tri-Met.  

Blaine is a contributing member of society, despite being severely disabled.  He seeks to be self-sufficient 
and independent at every turn.  Sometimes he needs support, which is what he is seeking by requesting 
access to LIFT services when rainy weather threatens his well-being.  He needs this service because of his 
many impairments that are directly relevant to his need for protected transportation in certain conditions.

For all the stated reasons, his request should be granted.
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