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Abstr act

Thi s paper describes the experience of staff with
disabilities working in an urban in-patient rehabilitation
hospital. Findings are drawn froman N H funded, 2.5 year
et hnogr aphi ¢ study. Residential nedical rehabilitation
prograns are essential to recovery when traumatic bodily
injury or illness markedly inpairs a person's ability to
function independently. Physical nedicine and rehabilitation
teaches patients new ways to use their bodies. Unlike the
crisis situation of acute care hospitals where survival is
the ultimte question, nmedical rehabilitation staff help
patients to adapt and adjust to new lives. One striking
factor energing fromthe study is the role of staff with
disabilities in nedical rehabilitation. Staff with
disabilities include fornmer patients working as col |l eagues,
adm ni strators, or supervisors of those who once nmanaged
their in-patient care, and who now nust educate these
col | eagues and patients about realities of life with
disabilities while also changing their attitudes about the
nature of disability.

| nt roducti on

Resi dential nedical rehabilitation prograns are essenti al
after life-altering traumatic injury or illness markedly inpairs
a person's functional ability. During the six to twenty weeks
when patients reside in a nedical rehabilitation hospital,
cultural factors perneate the social universe ultimtely
affecting staff work and patient care. This paper discusses one
such factor uncovered in a two and a half year study of The Body
Shop, a M dwestern urban nedical rehabilitation hospital.

Thi s paper discusses a brokerage of power and identity
playing out in the lived experience of staff with inpaired bodies
teaching nedical rehabilitation patients to learn to adapt to
their omm newy inpaired bodies at the sane tine as they al so



educat e col | eagues and co-workers without disabilities. This
contrasts with customary expectations that in-patients encounter
only bodily whole and intact healers and care givers, such as
doctors and nurses and therapists, who do not display the sane
disabilities as their patients. In an ironic contrast, this
cultural dilema |links patients and staff in a conmmonality of

i npai red bodi es rather than separating themin the expected whole
versus flawed, healthy versus sick relationship of care provider
to patient in which body state contributes to the inbal ance of
power and dom nance that is inherent in this relationshinp.

Proj ect Overview

Et hnographic field work occurred from 1993 to 1995 in an
institute built during the 1950s polio epidemc. Daily census
averages 100 patients admtted to one of four specialty units
devoted to spinal cord, traumatic brain injury, geriatrics, or
ort hopedics. Sixty-five per cent of patients with spinal cord or
traumatic brain injuries are victins or perpetrators of
shooti ngs, beatings, or other violence. According to an Annual
Report issued during the field work, The Body Shop annual |y
admts 2,000 in-patients and serves 7,505 outpatients at this and
two suburban satellites. It enploys a staff of 600 including 15
board-certified physiatrists with a volunteer corps of 250
donating 22,000 hours of service annually.

One striking factor energing fromthe study is the
experience of staff with disabilities working with a patient
popul ati on conposed solely of people with disabling illness or
injuries. Current disability scholars and historians, including
Shapiro (1994), denonstrate how the expertise of people with
di sabilities shapes both disability culture and changi ng
attitudes about disability in general. Shapiro al so addresses
conflicts between nedical rehabilitation consuners and "white
coats" or professional rehabilitation providers. |ndeed,
disability activists argue that aspects of rehabilitation have
little to do with, and often are not based on, an understandi ng
of the Iived experience of disability. This debate about
rehabilitation's nmerits continues in consuner publications such
as New Mobility and is heightened by recent cutbacks by insurance
and governnment wi th authors such as Corbet (1995a, 1995b) arguing
t hat an adequate period of nedical rehabilitation extends
consuners' lives and is cost efficient in preparing and educating
consuners to properly care for their bodies and to negotiate
systens to obtain proper care.

Under st andi ng Wrk and Cul tural Change

The i nportance of staff with disability working in a nedical
rehabilitation setting lies in the central role of work in
structuring societies and cultures. Wrk related actions and
rel ati onshi ps constitute Body Shop staff life. Anthropol ogists
Ganst (1992), witing in Meanings of Wrk, and Appl ebaum (1992),
witing in The Concept of Work, hold that through work humans
construct significant aspects of culture. Thus, exam ning Body



Shop staff work provides a uni que understandi ng of Body Shop and
disability culture because one task of nedical rehabilitation
staff work is the enculturation of people with altered bodies in
new, socially approved behaviors as they prepare to return to
their famlies and communities. Body Shop staff al so counsel and
advise famlies and communities on how to becone nore accessible
to their loved one wwth a new or worsened disability. Thus, staff
with and without disabilities are a potentially powerful
facilitators in shaping and changing public attitudes towards
di sability.

According to Ganst (1995), paid work in the US is a
central identifier of the self, replacing kinship in human
soci alization. Wrk consunes | arge chunks of human energy and
time, from40 to 80 hours or nore weekly, plus commuting tine, as
is the case with many Body Shop suburb-dwelling staff. Appl ebaum
further explains the significance of paid work in U S. society in
a way that is especially salient to The Body Shop because nedi cal
rehabilitation, by definition, entails teaching patients and
famlies to use culturally approved nethods to rebuild and
restructure their lives around an altered body. Appl ebaum says:

Ant hr opol ogy views work as....the spine which structures the
way people live, how they nmake contact with material and
social reality, and how they achi eve status and sel f-esteem
Wrk is basic to...creation of a human environnent, and to
the context of human relationships. Wrk is...sharing of
know edge and skill to create our human- nade worl d.

(Appl ebaum 1992:i x-xii)

In short, the role of staff with disabilities at The Body
Shop and, quite possibly, other rehabilitation institutes and
outpatient situations is especially significant and, until
recently, its inportance has not been recognized. Al so, using the
Appl ebaum and Ganst under st andi ngs of work, one can argue that
Body Shop staff with disabilities engage in a kind of self-
identifying work that reinforces and denonstrates Western val ues
while constructing the culture of other staff (interns,
residents, student nurses and therapists) as well as of that of
new people with disabilities, their famlies, and their
comuni ties.

As it is, conflicts about rehabilitation are played out in
the roles of staff with disabilities, in their work and
rel ationships with their consuner-patients as well as in work and
rel ati onships with other staff, many of whom this study found,
have little experience of life with disabilities outside of what
they learned during their professional training. Unfortunately
despite a burgeoning consuner literature and a growi ng nunber of
et hnographi es of disability, few studies exam ne these pl aces
where so nmuch socialization to disability status occurs. The few
book | ength et hnographies that do exist give an overgeneralized
viewof life in rehabilitation settings. One, Roth and Eddy's
Rehabilitation for the Unwanted (1967), was done prior to



i npl enmentation by the industry of cost-cutting DRGs and HMO3s; or
| i ke Gubrium and Buckhol dt's Describing Care (1982), they are
l[imted in scope only focusing on the professions' task-rel ated
di scour se.

Staff with Disabilities Unique DI emma

Staff with disabilities are in a puzzling position.
Primarily, they are highly trained professionals. Simultaneously,
they resenble their patients in that these staff are thensel ves
rehabilitation consunmers who survived disabling injury or
illness, went on schools or training prograns, and now |ive as
professionals with disabilities. In so doing they becone
unwi tting role nodels, exanples, and beacons of hope to patients
and famlies. At tines, boundaries separating staff and patient
identities blur. Such is the case with two study partici pants who
underwent rehabilitation at the Body Shop where they now worKk.
O ga, a paraplegic Body Shop adm nistrator, is often used as an
institutional spokesperson because she is a nodel, beauty pageant
wi nner, and athlete. Sherry, a spinal-cord injured unit clerk,
now is a colleague of the very same nurses and ai des who once
cared for her during her rehabilitation follow ng an autonobile
acci dent.

The Body Shop: Safe Haven from Di scrimnation

Staff with disabilities hold a representative array of paid
positions as physicians, adm nistrators, m ddl e managenent,
departnent and clerical support persons, and unit supervisors to
nurses, aides, and housekeepers. Staff disability parallels
patient disabilities: quadriplegia, paraplegia, spinal cord
injury, nmultiple sclerosis, blindness, post-polio syndrone, and
chronic illnesses defined as disabilities under the Americans
with Disabilities Act.

Because historic, pervasive discrimnation |left many people
with disabilities with few enpl oynent alternatives, The Body Shop
becanme for some staff a safe haven in the harsh industrialized
M ddl e Western job market. Forner patients abandoned by famly
and friends found jobs, solace, and a fictive famly system here.
Informants reported that they saw The Body Shop as a pl ace where
one's disability would not be held agai nst one. So, over tine,
they easily filled clerical, clinical, managerial, and neni al
positions. Marty, a mddle aged male admnistrator, hired as a
patient transporter 15 years ago, explained:

|...couldn't pass a physical anywhere. |Insurance woul dn't

all ow conpanies to hire ne.... M father suggested | apply
for a job here because physically disabled are here all over
the place. How could they turn me down?...They gave ne a
job. | expected to grow, to advance, to be pronoted, to make
a living. My expectations were net.

Rehabilitation's Cultural Ethos
Medi cal rehabilitation's underlying philosophy provides a



cultural ethos for staff |ived experience. Primarily, this type
of rehabilitation offsets changed bodily functional ability,
training patients to use altered bodies in new, different ways
often incorporating assistive devices or artificial |inbs.

Mador sky and Corbet (1995:61) explain that rehabilitation
retrains, educates, and enpowers the newy disabled to devel op
expertise in the use and care of their own bodies. Unlike other
medi cal specialties, rehabilitation prom ses no cures. |nstead,
patients relearn basic life skills: swallow ng, eating, speaking,
sitting, toileting, dressing, and wal ki ng.

Acute care settings enphasize bodily repair, failing to
educate patients and their famlies on howto live with an
irreparable body. In rehabilitation, patients have no choi ce but
to face the reality of psychol ogical and cultural shifts of self
perception. Neverthel ess, Body Shop staff report that nost
patients, regardl ess of disability, believe they will walk out of
rehabilitation, fully restored. True, sone defy odds. For nost
patients entering a facility |i ke the Body Shop that specializes
intreating those with severe injuries, a good outcone neans
accepting an altered body.

Rehabilitation then, treats injuries, chronic conditions,
and disabilities which Estroff (1993) characterizes as "I ant
conditions: highly disruptive of, and involved with, cognition
and the perceived self. Rehabilitation is a tine when, as Estroff
says, patients re-construct their world around the reality of
i rrepl aceabl e physical |osses. Wtnessing professional staff with
disability conpetently performng routine tasks could help
patients and their famlies face that reality.

Moral Mandate of Rehabilitation

The idea of rehabilitation resonates with phil osophi cal
i deas prevalent in Western culture (Scherer, 1993; Murphy, 1987)
such as notions about individual potential for devel opnent and
change (Stein, 1979); resistance in adversity's face (Stein,
1979); an ethos of individual achievenment and nobility (Gitzer
and Arluke, 1985; Murphy, 1987; Scheer and Luborsky, 1991,
Lubor sky and Pawl owski, nmanuscript); and the concept of body as
repai rabl e machi ne (Hobbes, 1950; Sahlins, 1976, 1996; Scherer,
1993). This noral nandate echoes in attitudes towards work and
related activities and in the manner that disabled staff are at
once |ionized, denonized and stigmati zed.

Fi ndi ngs

In this context of rehabilitation's cultural ethos and noral
mandat e, several patterns energed during content analysis that
indicate that work experience of staff with disabilities
illustrates conflicts between rehabilitation's idealized goals
and the lived experience of work with illness and disability.

These patterns are:

First, staff with visible disabilities are cast as wlling
or unwilling exanples of a patient's achievenent potential to
patients and to other staff. For instance, staff see the spinal



cord injured quadriplegic Dr. Charles as an inspirational role
nodel . Dr. Charles has appeared on national nightly TV news and
in magazine features but stated that he feels many of his
col | eagues thought he would fail, that he was | ess than
conpetent. Toby, a clinical psychologist with a visible
disability finally, grudgingly after 25 years, accepted role
nodel st at us:

My job invol ves patient advocacy and being...on the spinal
cord unit to be a role nodel for the patients. Wuat |

do...is respected. That feels good. | feel confident.
...[but] I didn't want to be a role nodel for people with
disabilities. | wanted to nove away fromthat....| denied

[my role nodel status] for years because that is not what |
wanted to do or be.

Second, despite achieved professional status, stigma and
negati ve stereotypes held by their coll eagues and coworkers who
may have no first hand know edge of life with disabilities stil
affect staff work l[ives and histories. Staff study participants
with disabilities reported that they often felt that they had to
constantly struggle to prove their conpetence to their coll eagues
w thout disabilities. Dr. Charles angrily described his
co-workers' attitudes:

Peopl e see ne as an exception....| think |I've changed
people's mnds. No body wants to say it to ny face, but they
didn't think I would nmake it through nmy residency. Nobody
woul d have the heart to say anything. But here | am anyway.

Third, for sone staff, Body Shop work is a first contact
with disability and an opportunity to |learn how people with
disabilities live their lives after conpleting a nedical
rehabilitation program Staff recall their initial fear of
interacting with unknown others. Charlene, a secretary nearing
retirement who has worked at The Body Shop since she was a
t eenager, says:

when | first cane here, | was scared....|l didn't know how to
talk to them or approach them or what to say to them |
think they scared ne...because | never cane in contact with
handi capped people....I was only 17. It was scary. Wth the
hel p of ny nother and people | worked with in the depart nment
and physicians and therapists, and just getting to know
patients. And joking...And | aughing with them

Fourth, many staff reported that they felt they could not
reveal their disabilities either to other staff or to their
patients. Sone staff with hidden disabilities or chronic illness
reported that when they would eventually "conme out” to their
patients, they felt that they were able to elicit, fromthose
patients, increased cooperation and enpathy. Toby, the clinical



psychol ogi st reports:

My disability, ny blindness, gives ne an edge. Having a cute
dog helps a lot. It helps people talk, and I can give them
education while we talk. There is a ne-patient bond that
cones fromny having survived a disability...that sonehow, I
have been through sonething and survived and that nekes a
difference....If soneone is totally awed, | can use that for
education. Then we get into a conversation about their
perceptions, and ny perceptions of disability and reactions.

| use a lot of ny experience. Wth staff, | amnot sure.
Sonetinmes ny disability is a tool; and sonetines it is a

di sadvantage....You can't overplay a disability. It'll back
fire.

Fifth, sonme staff with disabilities reported eventually
choosing to return to school and enter an allied health or
rel ated profession they encountered during their own
rehabilitation. Like Percy, fornmer enployee and retired pioneer
orthotist, these staff see the disability they experienced as the
start of a newlife. Finding work was their ultimate |ife goal
Sherry, a paraplegic a unit clerk, says "I neasured ny life by
whet her or not | was able to go back to work." Christopher, a
nurse on a Spinal Cord Injury Unit reports:

|'"'ma cardiac patient. Don't stand in ny way. It would be
easy for me to get disability [benefits]. | could have
applied to Vocational Rehabilitation, but they are too
defeatist, so | put pedal to the netal and decided to do
sonething with ny life and not rely on others. | could die
tomorrow, but | have a kinship wth the patients.

Finally, staff with disabilities working at | ower Body Shop
hi erarchical |evels report, ironically, penalties related to
their own disabilities or chronic illness. Nurses or aides taking
time off for frequent doctor's appointnents or illness are
di sci plined by being forced to take unpaid tine off. Many such
individuals are relegated to contingent, or permanent part tine
status, working with little relief for chronic illness or work
related injuries. Unit and departnent supervisors confirnmed that,
when this occurs, disciplinary letters are placed in personnel
files. Aides so treated are often m ddl e-aged African-Aneri can
wonen who are often praised for their unique know edge and skil
in handling patients gained over decades of work on the in-
patient units. Allie, a nurse, says:

You get sick tinme, but if you use it in a certain tine, you
get wote up for it ..... They don't care if you conme in sick
with a 104 tenp or not...as long as you show up for work. |
al nost | ost ny job because...l could not walk and | had to
take off..... | got wote up for calling in too much....You
woul d think they would deal with this as a chronic illness



or a disability.

Concl udi ng Di scussi on

In conclusion, this data shows that even in a setting with
an educated, progressive, staff negative attitudes toward
disabilities are still evident in institutional policies and
practices. |If anything, this research shows a need to foster
careers of people with disabilities and to investigate if nore
prof essionals can be drawn fromthe ranks of fornmer
rehabilitation patients to fill some of the shortages in sone
rehabilitation fields.

But this report raises as nmany questions as it answers. It
shows a need for further ethnographic research exam ning staff
work in these settings. Additional research is needed to exam ne
interactions between staff with disabilities and patients, and to
| ook at the effect of the presence of staff with disabilities on
rehabilitation processes and on the famlies or groups the
patient rejoins after discharge. Staff with disabilities may be a
cl oseted asset whose expertise as disability survivors is not
adequat el y tapped.

Further study also is needed to exam ne the attitudes of
clinical supervisors regarding staff with chronic illness and
hi dden disabilities. Policies relegating nost staff with
disabilities to part-tine or contingent status while lionizing
one or two others, or that penalize nurses and aides for tinme off
for proper health maintenance underm ne rehabilitation's holistic
ains and give contradictory nessages to staff and to patients
t hey serve

Further research should exam ne the attitudes of non-

di sabled staff. Study participants report the need to constantly
educate their coll eagues and professionals about life with
disabilities - a striking contrast between The Body Shop's

i deal i zed goals and the |lived experience of its staff. Further
research nust al so include an appreciation of the cultural

dil emmas and ironies of the disabled staff, those flawed heal ers
pl ayi ng such a significant role in this inportant work.
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