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Abstract

Alcohol and substance use constitute a significant health risk for people with
disabilities. Rates of alcohol and substance use are higher among individuals with
disabilities, often play a contributing role in the onset of injury-related disability,
and severely disrupt the effectiveness of post-injury rehabilitation. This
ethnographic study of 24 youths participating in a 5-week residential
rehabilitation program confirms a high prevalence of problematic use of acohol
and substances that create psychological and physiological barriers to
rehabilitation. Family history and pre-injury acohol and substance use were
common among study participants, however, social needs appeared to
significantly contribute to continued acohol and substance use. This paper
presents the results of this research employing individual case examplesto
explore these dimensions of acohol and substance use among college-age youths
with disabilities and discusses opportunities for alcohol and substance use
intervention.

Background

The Nationa Spinal Cord Injury Statistics Center (NSCISC, 1995) estimates that
between 183,000 and 203,000 Americans are living with spinal cord injuries (SCI).
Approximately 10,000 new cases are reported each year. Forkosch and colleagues (1996)
estimate that 1.9 million Americans experience traumatic brain injury (TBI) each year.
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Roughly half of these cases result in short-term disability and result in over 50,000 deaths
each year. In the United States, over 5 million men, women and children are currently
living with a permanent TBI-related disability (Guerrero et d., n.d.). TBI and SCI have
important implications for US health care policy.

The direct medical costs for trestment of TBI and SCI have been estimated at
more than $4 billion annually. TBI and SCI have an especially devastating impact on
work productivity. The majority of new cases of SCI and TBI are young people just
beginning their productive work careers. The mgjority of individuals with SCI or TBI are
typically Caucasian men injured in car crashes, diving accidents, or falls as adolescents or
young adults (Heinemann, 1992). However, in recent years there has been an increase in
firearm violence-related SCI and TBI, especialy among urban minorities living in cities
with high rates of gang violence (Groce, 1998).

The prevalence of problematic alcohol use among individuals with SCI or TBI is
much higher than population norms. Up to 75% of people with SCI and 51% of people
with TBI abuse alcohol (Bombardier, 1995; Heinemann et al., 1991; McKinley et al.,
1999; Moore et a., 1994). These rates are as high or higher than among people with other
disabilities. Alcohol is often an important factor in the onset of disability in as many as
50% of SCI cases and 66% of TBI cases (Bombardier et a., 1997; Corrigan, 1995;
Dikmen et al., 1995). Studies have demonstrated that persons with disabling injuries of
the brain or spinal cord often were intoxicated at the time of the traumathat created their
disability, and, typically, have extensive prior histories of problematic drinking as well
(Bombardier & Rimmele, 1998; Corrigan et al., 1995; Kreutzer et al., 1996). Moreover,
drug use data also show that respondents with disabilities report higher rates of illicit
drug use for nearly every drug category when compared with the general population
(Moore & Li, 1998).

These individuals are at high risk for continued problematic a cohol and substance
use after their injury. Numerous risk factors for problematic substance use including:
economic and social isolation, low self-esteem, easy access to prescription medications,
entitlement issues, decreased awareness of adverse consequences, impaired impulse
control and reduced tolerance, are particularly relevant to individuals with disabilities.
People with disabilities also face physical, psychological and vocational difficulties that
include pain, sensory impairment, depression, and unemployment. For many, acohol and
substance use become methods of coping or self-medication.

Continued substance abuse can have devastating effects on individuals with
disabilities. It can impede physical and cognitive recovery and may adversely influence
the rehabilitation outcome thus reinforcing a vicious cycle of impaired recovery and
continued alcohol abuse (Baguley et al., 1997; Bombardier & Thurber, 1998; Corrigan,
1995; Heinemann, 1991; Ronty et al., 1993). Thisis especially true if alcohol abuse was a
contributing factor in the disabling traumatic injury (Ronty et al., 1993).

Unfortunately, alcohol and drug abuse prevention and treatment professionals
often are not trained to meet the needs of persons with TBI or SCI. Likewise
professionals who work with people with disabilities often do not know how to respond
effectively to alcohol and drug abuse problems. Indeed, rehabilitation professionals may



inadvertently support addictive behaviors by recommending drinking a cohol
(presumably at non-abusive levels) to increase relaxation, improve appetite, and enhance
social interaction (Rohe and DePompolo, 1985). Alcohol and substance use have been
cited asrisk factors for suicide (Kewman & Tate, 1998). Kreutzer et al. (1990) found that
repeated drinking and driving violations by persons with TBI lead to a higher incidence
of manslaughter and suicide. Indeed, a cohol abuse has been reported as the seventh
leading contributing cause of death among individuals with SCI (Smith, 1990).

Since this population is at high risk for continued substance abuse, the
development of effective, innovative prevention and treatment interventions for persons
with SCI and TBI has been strongly recommended (Gilson et a., 1996; Hubbard, 1996;
Kewman & Tate, 1998; Moore & Li, 1994, 1998). Further research is needed to evaluate
the relationship of changesin risk perception and other variables thought to mediate their
drinking behaviors. Unfortunately, to date, research has rarely addressed alcohol and
substance use reduction issues specific to young people with newly acquired disabilities.
The stresses of healing from the physical and psychological traumas of their injuries and
adjusting to life with a disability, combined with the desire to continue peer-interactions
in contexts where youthful alcohol substance use is frequently high (i.e., on college
campuses), put this group at substantial risk for problematic alcohol and substance use.
Research has never explained the failure of conventional interventions and treatment for
this population (Backer & Newman, 1994; Tyas & Rush, 1993). In order to explore
factors supporting alcohol and substance use among adol escents and young adults with
recent SCI and TBI, we conducted an ethnographic study of youth participating in a 5-
week residential alternative therapy program for physical rehabilitation and recreation.

Study Methods

This ethnographic study of alcohol and substance use and adaptation to disability
was conducted at a non-traditional therapy program located in the northeastern United
States. Program participants (n=24) were college age people with recent SCI, TBI, or
related neuromuscular conditions. Participants received physical and occupational
therapy, physical conditioning, and other non-traditional forms of body work, including
massage therapy, reiki, and rolfing from certified professionals during the 5-week
program. They participated in independent living seminars conducted by occupational
therapists and specialists from the local independent living center. Group recreational
activities such as hand-biking, water-skiing, kite flying, scuba diving, kayaking, and
sailing were overseen by recreation therapists.

All program participants were required by program personnel to sign awritten
statement acknowledging that alcohol and substance use was prohibited on the campus
where the program was housed. However, it should be noted that thisis a program for
physical rehabilitation and recreation, not alcohol and substance use treatment. None of
the participants came to the program seeking treatment for problematic alcohol and
substance use.

This study utilized qualitative methods of participant observation and semi-
structured ethnographic interviews to collect information from program participants.
Twelve program participants between the ages of 18-25 with traumatic spinal cord or



brain injuries were asked to discuss how they have adapted to their disability, their
sources of social support, and their alcohol and substance abuse behaviors. All subjects
interviewed were either current college students, about to enter college, were considering
entering college, or (in one case) arecent college graduate. These semi-structured
interviews were conducted by the first author, who isa Ph.D. in cultura anthropology.
The reliability of interview data was supplemented and confirmed through participant
observation and the collection of extensive field notes.

It was found that individuals interviewed did not exaggerate their alcohol and
substance use behaviors, and if anything, under-reported their use sometimes denying
having engaged in behavior that the first author witnessed personally. Capacity to give
informed consent was required for participation in study interviews. Individuals who did
not have SCI or TBI or who were not capable of giving informed consent were excluded
from the study. This sample was representative of the general population of individuals
with recent SCI and TBI and so was predominantly adolescent or young adult, Caucasian,
and male.

It should be noted that thisis an observational study of problematic acohol and
substance use. In findings consistent with the existing literature, the authors have found
that excessive use of alcohol and substances interferes with participants stated goals for
physical rehabilitation and independent living. However, at no time did the authors seek
to assign moralistic responsibility or blame for any of the behaviors described and
observed.

Data Analysis

Thisinterview datawas organized thematically delineating reported family
histories of drinking, pre-injury drinking behavior, acohol use at the time of injury,
socia support for drinking, and consequences of alcohol and substance use. The response
categories reported were derived through thematic analysis of interview data and review
of topics frequently reported in the literature on substance use. The names of individuals
interviewed have been changed to protect their privacy and to preserve confidentiality.

Results
FAMILY HISTORY

More than one third of the individuals interviewed related family histories of
problematic acohol and substance use. Lewis, a 20 year old man with SCI and TBI
stated: "My mom divorced my father because he was an alcoholic, so | got to be kind of
careful, cause it could run in the family, you know." George a 23 year old with SCI said
the following:

Q: "Do peoplein your family drink?"
A:"Only on my dad's side, but | don't associate with them."

Q: "In genera, how much would you say that they drank?"



A: "l don't know. Rumor hasit that my dad quit drinking, but | don't know if | buy it. He
was a heavy lush so | don't know."

- George

Approximately one third of the individuals interviewed recounted instances of
moderate to heaving drinking in their immediate families and described alcohol use as a
regular part of family social interaction.

PRE-INJURY ALCOHOL AND SUBSTANCE USE

More than half of the individualsinterviewed related pre-injury drinking and
substance use behaviors that ranged from problematic to harmful and hazardous.

"I've done amost every drug. Crystal, I've doneiit. I've never shot up, but I've done coke;
I've done 'shrooms; I've done Special K; I've done ecstasy; I've done liquid acid, real acid,
al kinds. I'vetried al kinds of pills, just partying, you know growing up as akid."

- Bill, a 23 year old with SCI

"I went through atime before my accident when | drank everyday. At least 8 beers a day,
8to12to 15."

Q: "Have doctors or other professionals discussed your drinking habits with you?"

A: "Yeah, judges have...The courts, they ordered me to get a CADAC evaluation...It'sa
certified alcohol and drug awareness counselor to determine if you have a problem or
some shit".

Q: "When did that happen or how did that happen?’

A: "Because | got aDWI, and then | had like a string of three times when | got picked up
as aminor with possession. Because | would always think that | was slick and throw my
beer aside, but then | would try to play the cool guy routine, and I'd always tuck a beer in
the inside pocket of my jacket for the end of the night, when everyone else was out (of
beer [sic]) so | could be like "Ha Ha!"and then, I'd always forget about that one that | had
tucked in my pocket. So I'd be like, "yeah, you can search me," and there would always be
that fucking one in my pocket."

- George
ALCOHOL USE AT THE TIME OF INJURY

Alcohol was afactor in many of the injuries, something mentioned, but not
emphasized, by several the individuals interviewed. Severa reported that the alcohol use
of otherswas afactor in their injury (e.g., they were passengersin acar driven by
someone who was intoxicated). In two cases, individuals reported that their own alcohol
use was afactor in disability onset.

Q: "How did you acquire your disability?'



A: "l fell and broke my neck, fell on my back and broke my neck."
Q: "Was your injury alcohol related in any way?"

A: "Probably yeah. | had been drinking alittle bit and probably would have been ableto
pull off the maneuver if had | not been. So yeah alittle bit."

Q: "Wasit adiving accident?’

A:"No. | wasin aparking lot, and | wastrying to get out of the parking lot and kind of
shimmy on over to the ramp, and | was just ducking underneath some rope and gonna

pull myself across and my hands slipped as | was pulling myself across, and my hands
slipped, and | fell down this chute onto my back."

- Jim, a 25 year old with SCI

Q: "Was the accident alcohol related?”
A:"Yes, itwas"

Q: "Do you mind telling me about it?"

A: "No, that'sfine. It was my birthday party and so | took 21 shots of vodkain arow.
Twenty for my twentieth and one to grow on and so | was basically walking around in an
alcohol comatose (sic). It was pretty weird. They said that | just got way back in the yard
and ran towards the swimming pool and jumped in the air, and | didn't come back up.
And luckily one of my friends saw me do it and went over there and dove in and pulled
me out. And | was dead, and they brought me back, and then | died again, and they
brought me back again.”

- Bob, a 20 year old with SCI

These two individuals were unique in explicitly articulating the connection
between their alcohol use and their disability. Other individuals interviewed did not
recognize thislink, preferring to see their injury as "an accident” and "nobody's fault."

SOCIAL SUPPORT AND PEER PRESSURE FOR DRINKING

The youth with recent SCI and TBI that we observed worked strenuously to heal
their bodies typically spending 2-5 hours per day doing rehabilitation and body work.
Simultaneously, they also struggled to re-establish old social networks and create new
ones. In some cases friends had abandoned them, but even with strong social support
from old friends participants with recent SCI and TBI felt distanced from their peers.
Rehabilitation goals and social goals often came into conflict if alcohol and substance use
figured substantially in the individual's life. Excessive alcohol and substance use were
observed to undermine rehabilitation goals in ways that were both subtle and direct.
During the final four weeks of the summer program, three individuals missed at least one
appointment per week for rehabilitation or body work because they were too "hung over"
to get out of bed.



Alcohol and other substances were often used to bridge social barriers.
Individuals choosing to abstain perceived this choice as another factor distancing
themselves from their friends. Steve, a 21 year old with SCI and TBI, felt socially
isolated from his peers and struggled to find ways to increase their acceptance of him. He
admitted that he had considered drinking as one avenue to fedl closer to the people with
whom he would like to be friends.

"Well, afew times| drink afew beers, socialy but | try not to. But | get easily provoked
because I'm like the way | am now in awheelchair, and that's kind of difficult for meto
fitinso | try to fitin doing al this stuff like drinking, and it kind of makes me feel like
I'm cool with the kids, my friends. But really, it's not."

- Steve

Paul, an 18 year old with SCI felt secure in his peer relationships, but still felt the
pressure to drink, not wanting to emphasize the differences between himself and his
friends.

A: "Yeah, | mean, because there would be some days [before the injury] where | was,

like, bored and alot of friends would be, like, "Let's go, you know, my dad's got asix
pack or something. Wanna go to my house? And that's kind of changed.... | just don't like
the feeling | get after, the way it hurts my stomach, and | can't hold any amount down, so

| just don't really pay attention to it anymore, but | know that, sometimes I'd feel like I'd
like to, but because it seemslike alot of people - there are so many people who drink,
everyone it seems like. | just try not to get caught in those situations as much as possible
because one, I'm disabled and | already feel like more distant even though, even if | have
close friends, | feel more distant from them than | did before. And so, not having a beer
or doing something they wanted me to do would make me feel more away from the

group.”
- Paul

Other participants received social support for their drinking behaviors because
they continued to maintain social relationships that they had had prior to their disabilities
with individuals whose use of alcohol and substances was and continues to be
problematic.

Q: "Do your friends drink?"
A:"Yeah"
Q: "How much?"

A: "l don't know. Two of my friends are real lushes, they drink quite a bit; actually three
of my friends, four, yeah they're al lushes | guess. | don't know how much they drink,
they drink alot."

- George



Another challenge of post-injury social relationshipsis that friends must assume
some care-taking responsibility for the individuals with disabilities. This creates
complications for young people with SCI and TBI who wish to socialize. One young
woman, Ann, went drinking after being discharged from the rehabilitation unit shortly
after her injury. She did not realize that her tolerance of acohol would be decreased and
"passed out" after two drinks. Her friends had no idea how her wheelchair functioned,
and she was in no condition to tell them, leading to great difficulties for everyone
involved. Most of the individuals interviewed expressed fears of such situations.

Q: "How much do you drink when you are with friends?"
A: "l guessthreeor four drinks; | don't know."
Q: "Has this changed since your disability?"

A: "l think maybe yeah, 'cause it used to be that it didn't really matter where you ended
up at the end of the night, so you have to be alittle bit more careful now ‘cause you have
to keep track of "Okay, who's taking me home' and make sure you stay with them. So,
yeah, you can't wander off."

-Jim

Q: "How often would you say you drink with friends?"

A: "Now? After the surgery or before? After the surgery, not that much."”
Q: "So that's changed since your disability?’

A: "Yes. Because, | mean, if | go out drinking with, if I go out with my friendsto a party
they'll probably be drinking too except for the designated driver, and | don't want some
dumb-ass folding up my chair, my chair'sapiece of crap asit is. And especially lugging
me around - they'll dump me on my melon!"

- Lewis
CONSEQUENCES OF ALCOHOL USE

All individuals interviewed were asked to relate their perceptions of the
consequences of alcohol and substance use. Participants varied in their knowledge of the
consequences of alcohol and substance use for people with SCI and TBI. Most appeared
fairly well informed on this topic through discussions with professionals and their own
research, though some minimized or discounted the health risks. They also discussed
health and logistical issues that they considered significant to their personal situation and
medical condition. Neither abstract knowledge nor personal experience of harmful
consequences typically led to a modification of drinking or substance use behaviors.

Q: "Do you feel informed about the possible consequences of drinking related to your
disability?"

A:"Do | know what it'll do to me? Yeah."



Q: "Like what?"

A: "Like alcohol? It's just bad for me. Number one it's a depressant, you know, and who
wants to be depressed? | know that acohol is bad for me, everybody knows that, but
whatever, fuck it! I'm not gonna stop drinking, cause it's not me. | like to drink, you
know?"

- Bill

Q: "Do you feel informed about the possible consequences of drinking related to your
disability?"

A:"Yes"

Q: "What?"

A: "l don't have to worry about falling over. It makes me shake if | drink too much, in the
morning. It messes up my whole wiring. It's not good for my liver. It's not good because
it dries me out, my bladder. It encourages bladder infections. I've had other bad effects,
but not usually pee.”

- George
Q: "What are the consequences related to your disability?"

A: "Well my disability is balance associated so like, when you're drunk, it would be like
ten times worse cause your balance would be way off. And | haven't been really drunk
after my surgery, but New Y ear's Eve we had alittle party, and since I've been on these
new meds, and they said that it would make me kind of drowsy, that's, like, the only thing
really that the consequences would be."

- Lewis

Q: "Do you feel informed about possible consequences of drinking related to your
disability?"

A:"Yeah, | think so, as much as they know. | don't think they know awhole lot, the
professionals. They don't say awhole lot. They say it's bad but they don't really say why,
when compared to ...a person without disabilities. | guess when you're pushing yourself
around it's harder to push around when you're really drunk so you might need to have
more help there. Ran into that problem the other night.”

Q: "Really when was that?"
A: "I'mtalking about afew nights ago."
-Jim

Interviews and observation confirmed that many of the individuals used alcohol
and substances regularly. Severa participants were observed to mix acohol with
prescription medication including narcotics. Many also used marijuanaregularly.



Participants reported changes in their drinking and substance use behaviors post injury.
Some reported that they needed to switch from beer to hard liquor because of stomach
problems. They aso reported difficulties with bladder control. Other participants reported
switching from alcohol to other substances due to stomach and bladder problems.
Individuals who were underage reported that access to alcohol was easier after their
injury and that they were seldom asked for identification.

Q: "Do you currently drink beer or acohol?’
A:"Yes"
Q: "How much?"

A: "Now, it's about once a week. Maybe twice at the most. Sometimes my friends will
come over, and we'll drink, and I'll have like three or two or one. But mostly just once a
week."

Q: "And how much would you drink during that once aweek?"
A: "l would usualy drink afew, quite afew."
Q: "So, like putting a number on it?"

A: "l don't know. | don't drink as much beer as | used to. I've gotten into the hard stuff,
you know. | can't burp right so | just drink the hard stuff. Oh, | don't know. Anywhere
from apint to afifth."

- George

Q: "Isit easy for you to get beer or alcohol?"
A:"Yes"

Q: "How do you get it?"

A: "l just ask for it. I know I'm not of age but most people don't think about it actualy,
when you're in awheelchair.”

- Bob
Q: "Do you currently drink beer or acohol ?*

A:"Doll currently? Y eah. Not as much, not yet. Not as much because I'm on medication
still. Like | talked to the doctors before | had my first drink just to find out what would
happen, and they said that with the medication it might make me tired cause when |
looked it up on the Internet, it told me not to mix it with alcohol. So | was like, | don't
want to take thismedicineif | can't drink.”

- Lewis



"Well, as you know | am afrequent pot smoker, and | still am, and it takes atotal ease out
of me with like the rods in my back, and it's the only thing that loosensit ‘cause | don't
take pain medications at all."

- Bill

Few individuals openly discussed using marijuana or other substancesin
conjunction with or instead of alcohol. However, many of study participants were
observed engaging in marijuana use on adaily basis, even those who denied use when
interviewed. Participants who were willing to discuss the subject claimed to use
marijuanato reduce pain or spasticity or to increase appetite. One individual with SCI
stated that his doctor implicitly supported his use of marijuanafor these reasons. What
study participants considered to be a"medicinal™ dose was quite subjective. One staff
member with SCI scoffed at the cavalier way in which the term "medicina” was used to
describe use levels far above what she considered to be "medicinal.” No one discussed
the mixture of narcotics with alcohol and marijuana use, but this practice was observed in
several of the individuals that we interviewed.

Discussion

The results of this qualitative ethnographic study reflect the results of earlier
guantitative research concerning the prevalence and severity of alcohol and substance use
by individuals with SCI and TBI. Alcohol, substance use, and poly-substance use were
common among study participants as were afamily history of problematic alcohol use
and pre-injury alcohol and substance use. Indeed, prior research has demonstrated that
alcohol and substance use are often contributing factors in the onset of disability (e.g.,
Bombardier et al., 1997; Corrigan, 1995; Dikmen et a., 1995).

The increased risks from alcohol and substance use for individuals with
disabilities (Baguley et a., 1997; Bombardier & Thurber, 1998; Corrigan, 1995) were
also highlighted in the current study. Even though participants reported that their a cohol
use was similar or lower than pre-injury levels, the physiological differences caused by
the traumatic injuries resulted in lower tolerance and higher risk for complications.
Several participants also reported changes in type of acohol consumed (i.e., hard liquor
instead of beer) and increased marijuana use to compensate for these physiol ogical
changes.

Alcohol and substance use were observed to undermine study participants
rehabilitation efforts resulting in missed therapy appointments which may complicate or
delay anticipated therapeutic gains. Despite this, the presence of a disability sometimes
provided arationale for using substances or intensifying substance use. In some cases
individual s had intentionally switched to stronger forms of alcohol (e.g., from beer to
spirits) or drug use in order to avoid the negative physical consequences associated with
excessive fluid consumption (e.g., bladder control difficulties). In other cases participants
mentioned the "medicinal value" of certain substances such as marijuanaasit related to
their physical condition.



Among our interviewees the current social environment also seemed strongly
influential in sustaining continued alcohol and substance use. Alcohol and substances
were utilized to strengthen social networks that had been disrupted by the onset of
disability or to establish new social connections. Alcohol and substance use play alarge
rolein the lives of many college-aged individuals without disabilities, but, as we have
shown above, youth with disabilities feel especially pressured to drink and use drugsin
order to be accepted by their peers. Y et alcohol and substance use can be devastating to
health and rehabilitation goals. Interventions empowering young people with disabilities
to make healthy choices are clearly warranted.

The onset of adisability resultsin individuals entering a"liminal” state (Turner,
1974), atransitional domain that has few or none of the attributes of their past or future
state or identity. According to anthropologist Victor Turner (1974) a person entering this
state "becomes ambiguous, neither here nor there, betwixt and between all points of
classification,” (p. 232). Adolescenceis aclassic example of aliminal state as
adolescents are no longer children, but have not yet been accepted as adults by society. In
the United States, adolescence is traditionally atime of experimentation and rebellion
against parental and social authority. Alcohol and/or substance use is often a part of this
process. Other liminal states include transformations of social status through life-course
events such as marriage, divorce, or widowhood.

The period following the onset of TBI and SCI is different from states such as
adolescence. We are not equating the two nor are we implying that people with
disabilities are like adolescents. However, we suggest that people with recently acquired
SCI and TBI enter aliminal period as the transition from "abled" to "disabled" isa
transformation in identity that requires months or years. The injury, its resultant
disability, and social perceptions of both result in the forcible exclusion of individuals
from their former identity as an "able-bodied" person; nevertheless, they do not
immediately assume their new identities as people with disabilities. Personal
relationships from before the injury may end or may be transformed and new social
relationships are often initiated. The experience of injury and disability has no inherent
pre-determined value, but rather is interpreted subjectively by each individual. Some see
these changes as primarily destructive while others recognize positive experiences,
lessons and relationships that devel op as aresult of the transformation.

When disability is acquired during adolescence, liminality is experienced on two
levels: as adolescents, people are facing all the usual significant life choices of youth;
additionally they are adjusting to the physical and emotional aspects of their disability.
They are struggling to maintain a balance between achieving and maintaining physical
health, which now requires a degree of dependence, and their need to establish
independence from the social structures of childhood. They are also trying to redefine,
reaffirm, or re-establish social relationships with their peers. When alcohol and substance
use are factored into this equation, the two goals can come into conflict.

Whilethisliminal stateis an especially vulnerable period where young people
with disabilities may engage in problematic use of alcohol and substances, it may also be
considered a "teachable moment” wherein individuals are more open to making lasting
behavioral changes (Wagner & Ash, 1998). If individuals acquire the tools and support



systems to navigate their new social identities successfully, they will be less likely to turn
to maladaptive behaviors such as the problematic use of alcohol and substances.

Conclusions and Future Directions

This study points to the need for interventions designed especially for young
people with SCI and TBI who are struggling with establishing a new identity aswell as
socia and health issues. The transformative period immediately following the acquisition
of adisability may provide an opportune moment for alcohol and substance use
intervention. This may be especially true for adolescents who are undergoing identity
changes associated with the onset of disability and confronting the devel opmental
transition from childhood to adulthood. Thus, programs devel oped for delivery in
secondary and post-secondary educational settings may be well suited to meet the needs
of this population. Research is needed which specifically addresses the impact of acohol
and substance use on secondary and post-secondary educational goals and objectives
among disabled individuals.

Interventions are needed that employ strategies to empower these individuals
hel ping them to improve their physical health and social fulfillment. Such interventions
should assist the individual to establish a balance between health and social needs; a
balance that is easily sabotaged by the problematic use of alcohol and substances.
Interventions modifying alcohol and substance use would be beneficial, especidly if
provided in a context that increases independence, healthy life choices, and social
supports that are not inescapably linked to alcohol and substance use.

Interventions will need to balance knowledge of the negative consequences of
alcohol and substance use with skill building strategies. Knowledge al one does not
appear to be a deterrent for continued substance use since many of our study participants
were well informed on this topic. Neither general knowledge nor personal experience of
the harmful consequences appeared to lead to reduction in drinking or substance use
behaviors. Skill building must include the teaching of social skillsincluding refusal skills
for alcohol and substances which also teach skills for maintaining old friendships and
acquiring new ones not linked to substance use.

This study also reveled how frustratingly difficult yet essential it isfor
rehabilitation programs to directly address the issue of alcohol and substance use. The
program studied had a policy that all participants were required to sign acknowledging
that alcohol and substance use was prohibited on the college campus where the program
was housed. Activities were planned with the goal of reducing opportunities for
participants to use alcohol and substances while away from the campus. Y et the policy
was ignored and attempts to reduce opportunities for alcohol and substance use were
ineffective. Additionally, there was an alarming interaction between the alcohol and
substance use problems of staff and participants. Certain staff members, whose own use
of alcohol and substances was clearly problematic, were observed to enable and even
reinforce the problematic behavior of program participants. In response to both these
difficulties and our research findings the program administration has implemented a zero-
tolerance policy mandating abstinence for the duration of the program as a prerequisite
for both staff and participants.



On the policy level, additional qualitative research might also be used to explore
the significance of alcohol and substance use in the social lives of adults with SCI and
TBI and in the social, cultural, and political structure of the disability-rights community.
Disability-rights leaders are the mentors and role models for young people with
disabilities. Personal care attendants and therapists are hired to maintain or improve the
well-being of the people they support. If mentors, role models, and staff are themselves
engaging in problematic use of alcohol and substances, it will be difficult to change the
behavior of young people that look to them for guidance. The notion of independent
living is commonly perceived to include the right to engage in the full range of socid
behaviors including al cohol and substance use. Discussions of modifying such behaviors
are sometimes viewed as contrary to independent living philosophies that emphasize the
right to individual choice. We must address the alcohol and substance use that are clearly
apart of the lives of young people with disabilities while recognizing that promoting
health is one of the most important responsibilities of the independent living movement.
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Appendix
Interview Questions

DEMOGRAPHICS
Age?
Country or countries of ethnic origin?
What is your racial/ethnic background?
Do you receive public assistance?
How many years of school have you completed?
What is your marital or domestic partnership status?
ADAPTATION TO DISABILITY
How old were you when you acquired your disability?
How did you acquire your disability?
How has your life changed since you acquired your disability?
How have you adapted to your disability?
How would you rate your level of independence?

How have friends helped you?



How have family helped you?

How have professional s hel ped you?

What structural or psychological barriers exist with family?
What structural or psychological barriers exist with friends?
What structural or psychological barriers exist with professionals?
Areyou active in advocating for yourself to get the technology and services you need?
Do others advocate for you?

If so, who are they?

Have you experienced prejudice related to your disability?
Have you experienced discrimination related to your disability?
WORK AND RECREATION

Areyou dating?

Areyou satisfied with your sexual life?

Do you have ajob?

If sowhat isyour job?

If not, what do you do during the day?

What do you do for fun during the day?

What do you do for fun during the evenings?

What do you do for fun during the weekends?

DRINKING BEHAVIORS

Did you drink beer or alcohol prior to your disability?

How much?

Do you currently drink beer or alcohol?

How much?

Isit easy for you to get beer or alcohol?

How do you get it?

Where do you usually drink?



Has this changed since your disability?

With whom do you usually drink?

Has this changed since your disability?

Do people in your family drink?

How much?

Do your friends drink?

How much?

How much do you drink when you are with your family?
Has this changed since your disability?

How much do you drink when you are with friends?

Has this changed since your disability?

How much do you drink when your are with your partner?
Has this changed since your disability?

Would you say that drinking is an important part of your life and your significant
relationships?

Has this changed since your disability?

Have you ever sought treatment for a drinking problem?

Have doctors or other professionals discussed your drinking habits with you?

Do you feel informed about possible consequences of drinking related to your disability?
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