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BURKE long-term care bed

therapeutic care — patient independence —
less attendant strain

e THERAPEUTIC —

Tilt Therapy

Vertical Chair Position
Adjustable Padded Footboard
Shear Reducing Hinge

) ,
e LESS ATTENDANT STRAIN —

e Extremely Low Transfer Height

Of 20%" — Allows Transfer Down,
No Lifting

e PATIENT INDEPENDENCE —
e Joy Stick or Breath Controls
e Easy Latching Hand Rails

featuring
the doctor-designed Burke Mattress System
to help prevent decubitus ulcers

o DERMASHEET
Special two-way stretch
material acts as a wicking layer X

to draw moisture away from
the body thereby keeping

patient dry. \

e SUPPORT LAYER
Gives firmness needed for
proper support and easy
transfer. Yet provides even
weight distribution.

BURKE: i
For FREE information write C  Mission, Kansas 66202
or CALL TOLL-FREE 1 '800'255'41 47

e BREATHING LAYER —
Allows air circulation under
patient permitting perspiration
to evaporate preventing skin
irritation and reducing chances
of painful pressure sores.

e WATERPROOF COVERING —
Keeps foam layer dry and
mattress clean.

PMR-1079




"EVOLVEMENT OF
ADAPTATION"

THE HANGER ORGANIZATION WAS
PIONEERED IN 1861. SINCE
CONCEPTION THE DECADES HAVE
-} BROUGHT THOUSANDS OF
{4 AMPUTEES TO US. THE FOLLOWING
1 IS A BRIEF BIOGRAPHY OF ONE —
PEARL KESSEL.

IN AUGUST 1949, PEARL KESSEL WAS THE
VICTIM OF A FARM ACCIDENT. THE
ACCIDENT RESULTED IN A MID-THIGH
AMPUTATION OF HER RIGHT LEG. THIS
SERIES OF PICTURES INDICATES THE
“EVOLVEMENT OF ADAPTATION” FROM THE
ANALYSIS OF THE CLINIC TEAM -—
M PHYSICIAN, PROSTHETIST, PHYSICAL OR
OCCUPATIONAL THERAPIST, REHABILITA-
TION COUNSELOR OR SOCIAL WORKER —
THROUGH THE CONSULTATIONS, FITTINGS
AND THERAPY TO THE PRESENT. THE
7 "PRESENT” FOR MS. KESSEL IS SERVING IN
THE CAPACITY OF AN EXTENSION AIDE FOR
THE UNIVERSITY OF MARYLAND COOPER-
ATIVE EXTENSION SERVICE WHERE SHE
TRAINS AND TEACHES INDIGENT FAMILIES
IN THE CATEGORIES -OF NUTRITION, CHILD
DEVELOPMENT AND CONSUMER EDUCA-
TION. SHE FEELS HER PAST PERSONAL
EXPERIENCES HAVE CONTRIBUTED TO HER
SUCCESS IN DEALING WITH THE HUMAN
RELATIONS ASPECT OF HER CAREER.

WE AT HANGER PROSTHETICS
PROVIDED PEARL KESSEL WITH
OUR SKILL AND KNOWLEDGE AND
'| SHE IN TURN PROVIDED US WITH
MOTIVATION AND INSPIRATION.
WE ARE VERY PROUD TO BE
ASSOCIATED WITH INDIVIDUALS
LIKE PEARL.

AUTHORIZED FACILITIES IN THE FOLLOWING CITIES

Albany, GA Columbus, OH Mobile, AL Richmond, VA
Atlanta, GA Dallas, TE Montgomery, AL Roanoke, VA
Augusta, GA Denver, CO Montreal, CAN. Sarasota, FL
Baltimore, MD Evansville, IN Nashvitle, TN St. Petersburg, FL
Birmingham, AL Fayetteville, NC New Orleans, LA Savannah, GA
Boston, MA Gainesville, FL New York, NY Springfield, MO
Charleston, SC Indianapolis, IN Oklahoma City, OK St. Louis, MO
Charleston, WV Jacksonville, FL Orlando, FL Tampa, FL
Cincinnati, OH Lafayette, LA Peoria, IL West Palm Beach, FL
Chicago, IL Mansfield, OH Philadelphia, PA Washington, DC
Columbia, SC Marietta, OH Pittsburgh, PA Washington, PA
Columbus, GA Miami, FL Raleigh, NC Zanesville, OH
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Mail this coupon
for complete infor-
mation on this
short-wave therapy
unit. Indicate if you
would like to see a
demonstration of
the Magnatherm.

’ JH\HE—
Lo

INTERNATIONAL
MEDICAL ELECTRONICS LTD.
2805 Main Street
Kansas City, Missouri 64108
3 1 would like additional
information on the Magnatherm

O 1 would like a free
demonstration of the Magnatherm

Name Spec.

Address

Phone




CHARLES C THOMAS « PUBLISHER

THE EPILEPTIC IN HOME, SCHOOL AND
SOCIETY: Coping with the Invisible Handicap
by Stephen W. Freeman, Greene Valley Develop-
mental Center and Hospital, Greeneville, Ten-
nessee. Comprehensive answers are given to
often-raised questions about the psychological,
educational, psychosocial, vocational, legal and
medical concerns of persons with epilepsy. The
author describes the characteristics associated
with epilepsy, discusses the diagnostic process,
and provides vital data on the behavioral man-
agement of epileptic individuals. Case histories
illustrate the issues involved. '79, 272 pp., §14.75

TREATMENT OF THE SPINAL CORD IN-
JURED: An Interdisciplinary Perspective edited
by M. G. Eisenberg and J. A. Falconer, both of
VA Hospital, Columbus, Ohio. (12 Contributors)
The contributors emphasize interdisciplinary
cooperation and minimize abstract theorizing.
Chapters cover individual and family reaction to
spinal cord injury, vocational adjustment and
training, wheelchair sports and their meaning to
the physically disabled, behavioral methods in
rehabilitation, disability as a transcendental ex-
perience, and other aspects of the subject. The
final chapter presents a patient’s perspective of
interdisciplinary treatment. °79, 152 pp., 23 il., I
table, $12.00

FUNDAMENTALS OF VISCERAL INNERVA-
TION by Budh Dev Bhagat and Paul A. Young,
both of St. Louis Univ., St. Louis, Missouri, and
Donald E. Biggerstaff, Southern Illinois Univ.,
Springfield. Extensive coverage is given to recent
advances concerning the mechanisms of syn-
thesis, release and inactivation of neuro-
transmitters at neuroeffector junctions in the
viscera. Anatomy, physiology and pharmacology
are presented in an integrated and organized
manner. ‘77, 216 pp., 91 il., 18 tables, cloth-
$28.50, paper-§19.50

REHABILITATION MEDICINE AND PSY-
CHIATRY edited by Jack Meislin, Albert Ein-
stein College of Medicine, Bronx, New York.
Foreword by Walter E. Barton. (29 Contributors)
The synergistic relationship between psychiatry
and rehabilitation is explored in this volume.
After defining the terms and identifying the goals
of rehabilitation, the text describes process and
methodology. Applications are covered in sec-
tions on mental and geriatric patients and men-
tally retarded individuals. Various treatment
systems are also reviewed. Information is pre-
sented on recreational therapies, drugs, commun-
ication skills, work incentives, behavior
modification, reality orientation, and related
topics. 76, 564 pp., 1 il., 12 tables, $28.50

301-327 East Lawrence Avenue e

Orders with remittance sent, an approval, postpaid

SYNOPSIS OF PATHOLOGY FOR THE AL.-
LIED- HEALTH PROFESSIONS by Alvin F.
Gardner, Food and Drug Administration, Wash-
ington, D. C. This comprehensive and accurate
account of pathology for the allied health profes-
sional will serve him or her well in the classroom
and beyond. The text explains the latest concepts
in general pathology while providing a thor-
ough background in basic medical science. It
will help the reader to understand the local and
systemic basis of disease and to apply this knowl-
edge in clinical practice. ’79, 480 pp., $34.50

MANAGEMENT AND ADMINISTRATION
OF DRUG AND ALCOHOL PROGRAMS by
Marvin D. Feit, Univ. of Tennessee, Memphis.
Foreword by David H. Knott. This thorough text
will help managerial personnel in drug and al-
cohol rehabilitation programs to fully develop
their professional skills. Current concepts, prac-
tices and requirements are detailed. The text pro-
vides data on the legal, social policy, planning,
financial, research, and evaluation aspects of
administrative decision making. The self-
assessment matrix that forms the core of the text
will permit readers to regularly evaluate and im-
prove their knowledge and performance. 79, 152
pp., 9il., §13.75

PHYSICAL AGENTS FOR PHYSICAL THER-
APISTS by James E. Griffin and Terence C. Kar-
selis, both of the State Univ. of New York,
Buffalo. This volume concentrates on recent ad-
vances in the application of nerve and muscle
stimulatinig currents, cold, heat, diathermy, ul-
traviolet light and ultrasonic therapy. The chap-
ters on electronic instrumentation design,
hazards and safety requirements reflect federal
regulatory changes which are or soon will be in
effect. Aside from its obvious worth in the class-
room, practicing physical therapists will find
this book to be a valuable reference for con-
firming clinical experience and for establishing
guidelines for more effective treatment. ’78, 392
bp., 100 il., 3 tables, $23.75

TRAVEL INSTRUCTION FOR THE HANDI-
CAPPED by Michael D. Laus, Pittsburgh Public
Schools, Pittsburgh, Pennsylvania. Foreword by
Barry Head. A rationale and guide are provided
for the implementation of an innovative pro-
gram to teach sighted handicapped persons to
travel safely, comfortably and independently
within the community. The text includes a re-
view of the literature, guidelines for the identifi-
cation of candidates, methods for gaining
parental support, a theoretical model of instruc-
tion, prescriptions for program success, and case
studies. '77, 164 pp., $12.50

Springfield e Illinois e 62717



A NEW MODALITY FOR PHYSICAL THERAPY

SOLID STATE

HIGH VOLTAGE .
GALVANIC STIMULATOR

Completely Safe .. . No Burning .

MODEL 100 ¢ To relieve spasticity and spasms.
e To increase local blood flow. '
MEDICAL-DENTAL ¢ For denervated muscle to delay atrophy from disuse.
EQUIPMENT e For muscle re-education as in regaining joint control.

e For stimulation of the calf immediately following
surgery to prevent phlebothrombosis.

ELECTRO-MED HEALTH INDUSTRIES, INC.

6240 N.E. 4th Court = Miami. Florida 33138 « Telephone: (305) 756-6013-

E.G.S. IS COVERED BY il Thie Cupn For Compekwlornator__ _ _
PRODUCTS LIABILITY INSURANCE | ELECTRO-MED HEALTH INDUSTRIES, INC. |

6240 N.E. 4th Court » Miaml, Florida 33138 » Dept. Apm-10
| O | would like additional information on the EGS. I
CERTIFIED ® LISTED | O I would like a FREE demonstration of the EGS. |
LR 35767-1 629 R Name
I Address |




NO OTHER
STOCKING
MEASURES UR




Why compromise?
Peripheral vascular dynamics
and venous insufficiency
can be vastly improved when
a W™ custom-made
Venous Pressure Gradient®
elastic stocking is worn
by a patient.*

You prescribe.

We will carefully measure

and fit your patient with a VIP
support stocking,
custom-made

according to

your prescription.

JOBST

SERVICE
CENTERS

We will measure:

CALIFORNIA - LOS ANGELES
6200 WILSHIRE BLVD.
CALIFORNIA « SAN DIEGO
2850 SIXTH AVE.
CALIFORNIA - SAN FRANCISCO
450 SUTTERST.
COLORADO - DENVER
2045 FRANKLIN ST.
CONNECTICUT « HARTFORD
100 RETREAT AVE.
D.C. » WASHINGTON
818 EIGHTEENTH ST. N.W.
FLORIDA « MIAMI
168 S.E. FIRST ST.
GEORGIA + ATLANTA
5669 PEACHTREE-DUNWOODY RD. N.E.
ILLINOIS - CHICAGO
55 E. WASHINGTON ST.
LOUISIANA « NEW ORLEANS
3600 PRYTANIA
MARYLAND - BALTIMORE
101 W. READ ST.
MASSACHUSETTS - BOSTON
31ST. JAMES AV
MICHIGAN - DErRorr
3011 WEST GRAND BLVD:
MINNESOTA  MINNEAPOLIS
9TH ST. & NICOLLET
MISSOURI - KANSAS CITY
751 EAST 63RD ST,
MISSQURI - ST. LOUIS
1035 BELLEVUE AVE.
NEW YORK » BROOKLYN
ONE HANSON PLACE
NEW YORK * LONG ISLAND » MINEOLA
CORNER 2ND ST. & 3RD AVE,
NEW YORK » NEW YORK
133 E. 58THST.
OHIO « CINCINNATI
3333 VINE ST,
OHIO « CLEVELAND
5 SEVERANCE CIRCLE
OHIO - TOLEDO
653 MIAMIST. )
PENNSYLVANIA « PHILADELPHIA
255 5. 1I7THST,

PENNSYLVANIA « PITTSBURGH
3700 FIFTH AVE.

TEXAS - DALLAS
3801 GASTON AVE.
TEXAS - HOUSTON
MAIN & FANNIN AT DRYDEN
TEXAS « SAN ANTONIO
7711 LOUIS PASTEUR DR.
WASHINGTON « SEATTLE
5TH AND OLIVE

WISCONSIN - MILWAUKEE
10425 WEST NORTH AVE.

INTERNATIONAL -

CANADA - ONTAR]O TORONTO
123 EDWARD S
CANADA « QUEBEC MONTREAL
1538 SHERBROOKE ST. W. .
ENGLAND - LONDON
17 WIGMORE ST.
NETHERLANDS - AMSTERDAM
BURGEMEESTER VAN LEEUWENLAAN 17

1. Beninson J: Preliminary report on the use of a
pressure gradient, elastic support in conditions
associated with impaired vascular reserve. Henry
Ford Hosp Med Bull Dec 1956, 238.

VIP is a trademark of Jobst




PROPER MANAGEMENT OF ISCHEMIA

PREVENTS THE DEVELOPMENT OF CELL NECROSIS,
FACILITATES WOUND HEALING AND PROLONGS
THE ON-SET OF MUSCLE FATIGUE.

THE ROHO DRY FLOATATION SYSTEMS offer a wide range of

practical lightweight structures suitable for wheelchair or bed use to minimize
ischemia induced by external forces. Its unique multicelled design

minimizes shear loads and produces uniform (hydrostatic) suspension forces.

It can be ordered compartmentalized to achieve posture control and/or ultra stability.
Pressure relief can also be implemented when required to accommodate

. extremely low tolerance pressure sites.

ROHO DRY FLOATATION ALLOWS LONG TERM MANAGEMENT
OF ISCHEMIA, POSTURE AND COMFORT.

1-1R44

4X4 (8"x8") CUSHION
ROHO Cushions can be custom made
in varied sizes as required.

4-1R1018
FULL MATTRESS
for full protection
from pressure sores
(Decubitus Ulcer)

———

1-1R1018
MATTRESS SECTION (1) combined with
inexpensive foam section when full

body floatation is not required.

ROHO
DRY FLOATATION
SYSTEM

(MANIFOLD) CUSHION
Allows for therapeutic positioning.

For more information or the location of your nearest dealer contact us:
ROHO Research & Development, Inc. P.O. Box 866, East St. Louis, Illinois 62203 (618) 271-0450




Training and Education Materials
available from the
Rehabilitation Institute of Chicago

*4. Feeding Techniques for Adult *7. Lectures in Rehabilitation
Dysphagic Patients (30 min.) rental, rental, $20; purchase, $60
$35; purchase $150 (7a-7)
*2. Nursing Management issues in Right A. The Physically Disabled in the Acute
and Left Stroke (86 minute program in Hospital Setting (35 min.)
two parts) rental, $70; purchase, $150 B. Nursing Care of the Handicapped
*3. An Innovative Removable Rigid in the Acute Hospital Setting (25
Dressing Technigue for Below-Knee min.)
Amputees (22 min.) rental, 335; C. Assistive Devices for the
purchase $150 Rehabilitation Patient (30 min.)
*4. Beginning Prosthetic Training for the D. Consumer Concemns in the Acute
Above-Knee Amputee (24 min.) rental, Hospital Setting (20 min.)
$35; purchase, $150
E. Medical Management of the Spinal
*5. Physical Therapy Management of the Cord Injury (55 min.)
Patient with Quadriplegia—Part | '
Therapeutic Exercise Program (30 min.) F. Management Problems of the
rental, $40; purchase, $185 Spinal Cord Injured (25 min.)
6. Rehabilitation Guide: A Resource

Guide for Nurses When Teaching
Patients purchase $25

* Programs on %" U-Matic videocassette

The Continuing Education Course
Catalog 1979-80 is now available.
Write: Education and Training,
Rehabilitation Institute of Chicago,
345 E. Superior, Chicago, IL 60611

I am interested in receiving more information  Please fill out and return to:

about the following training packages. Education & Training

(Circle appropriate numbers) Rehabilitation Institute of Chicago
1 5 3 4 5 6 345 E. Superior

Chicago, IL 60611
7A 7B 7C 7D 7E 7F

name-

address




RESIDENCY IN PHYSICAL MEDICINE
AND REHABILITATION

Dynamic, young program with balanced academic
and clinical emphasis under the supervision of ten
physiatrists. Three year program and integrated in-
ternship/residency with opportunity for research
and pursuit of special interests both in medical
school and private hospital settings. Stipends from
$13,800 to $15,800 depending on quafifications.
We will pay for visits in selected cases. Telephone
or write for information to: John F. Ditunno, Jr.,
M.D., Director, Department of Rehabilitation
Medicine, Thomas Jefferson University Hospital,
11th and Walnut Streets, Philadelphia, PA 19107,
Telephone: (215) 928-6573.

Equal Opportunity Affirmztive Action Employer

PM & R RESIDENCY

We are seeking applicants for a residency position
in our AMA approved residency training program.
Schwab Rehabilitation Hospital is affiliated with
Mt. Sinal Hospital and Rush Presbyterian St.
Luke’s Medical Center. We offer an outstanding
program_and comprehensive rehabilitation train-
ing, which includes the following services: in-
patient and outpatient rehabilitation, electrodiag-
nosis, geriatrics, orthopedics, pediatrics, rheuma-
tology, and urology. Stipends range from $15,250
to $16,890 for this three year program, with excel-
lent fringe benefits. To apply for further informa-
tion, contact Padma Sundaram, MD, Director
Residency Training Program.

SCHWAB REHABILITATION HOSPITAL
1401 S. California Blvd.
Chicago, IL 60608
An Affirmative Action Equal Opportunity
Employer M/F

PHYSICAL MEDICINE AND
REHABILITATION RESIDENCY

Applications are being accepted for flexible {inte-
grated internship residency) and regular residency
training programs by Baylor College of Medicine in
Physical Medicine and Rehabilitation, This pro-
program offers comprehensive coverage of all
aspects of rehabilitation and electrodiagnosis with
opportunities for research, and fulfills all require-
ments of the American Board of PM&R. Equal
opportunity/affirmative action employer. For
further details contact: Martin Grabois, M.D.,
Department of Physical Medicine, Baylor College
of Medicine, Houston, Texas 77030, Telephone:
(713) 797-1440, ext 451.

Rehabilitation Medicine

The San Francisco Veterans Administration
Medical Center is seeking candidates for a full or
part-time position of Assistant Chief, Rehablilita-
tion Medicine Service. The posltion offers oppor-
tunities for patient care, research, appointment at
the affiliated University of California, San Fran-
cisco School of Medicine, and the potential for
development of a residency program. Board
Certification in Rehabilitative Medicine is desir-
able. Interested rehabllitation medicine specialists,
orthopaedists, or Internists should apply to:

Franklin T. Hoaglund, MD, Chairman (112)

Search Committee for Rehabilitation Medicine

Veterans Administration Medical Center

4150 Clement Street

San Francisco, CA 94121

An Equal Opportunity Employer

RESIDENCY IN PHYSICIAL MEDICINE
AND REHABILITATION

Dynamic, well balanced three year residency train-
ing program. Residents receive basic training in
rehabilitation medicine and electromyography at
The George Washington University Medical Center.
Rotations include the pediatric rehabilitation
service of the Children’s Hospital National Medical
Center and the orthopedics, neurology, rheumato-
logy and physical medicine services of the veterans
Administration Medical Center of the District of
Columbia. Applicants who have completed a med-
ical or pediatric internship preferred. Salaries
starting at $14,400.

Accepting applications now for July, 1980.

March Enders, MD, Director of Training, Di-
vision of Rehabilitation Medicine, The George
Washington University Medical Center, 901 23rd
St. NW, Washington, DC 20037 Tel. (202) 676-
3432,

PHYSICAL MEDICINE
AND REHABILITATION RESIDENCY

Dynamic, rapidly growing physical medicine and
rehabilitation residency in a rehabilitation center
whose catchment area includes the entire Gulf
Coast region. This residency includes training in
all aspects of rehabilitation including EMG and
musculoskeletal disorders in a multidisciplinary,
university setting. For more information, contact:
Joseph J. Biundo, Jr., MD, Director of Physical
Medicine and Rehabilitaiton, Louisiana State
University Medical School, 1542 Tulane Avenue,
New Orleans, LA 70112. Telephone: (504) 568-
4643.

Rehabilitation Medicine Residencies: Ap-
proved three-year and integrated internship/
residency program with excellent record.
Experience includes pediatrics through ger-
iatrics. Five Board certified, one Board
eligible physiatrist involved in teaching.
Residents are an active part of this rehabil-
itation program. Detailed information availa-
ble from: Ronald L. Zimmerman, M.D.,
Director of Rehabilitation Medicine Educa-
tion, St. Francis General Hospital, 45th and
Penn, Pittsburgh, PA 15201.

Equal Opportunity Employer

PHYSICAL MEDICINE AND
REHABILITATION RESIDENCY

An approved position available 1 July 1980, for
full tralning in Physical Medicine and Rehabilita-
tion, with emphasis on the multi-disciplinary
approach in clinical care, and experience in teach-
Ing and administration. A coordinated program
by four members of the Department and related
specialties.

Opportunities to develop special interests, educa-
tional travel and research activitles are encouraged.
Pay scale competitive, visits paid for in selected
cases. Applications and inquiries to:

W. J. Hader, MD, FRCP(C), Program Director,
Department of Rehabilitation Medicine, Univer-
sity Hospital, University of Saskatchewan,
Saskatoon, Saskatchewan, Canada S7N 0XO0.
Telephone (306) 343-4269.




&

CHAIRMAN :
DEPARTMENT OF PHYSICAL MEDICINE
AND REHABILITATION

A challenging position is available for the Chairman-
ship of the Department of Physical Medicine and
Rehabilitation in the 1200 bed University of
Alberta Hospital in Western Canada. Extensive
Clinical facilities are available for all phases of
rehabilitation, including spinal cord injuries,
prosthetics, electromyography, paediatric clinics
and rheumatology. These clinical facilities will be
improved considerably in the partially completed
new Health Sciences Centre. This Centre will
enhance the already excellent teaching and re-
search opportunities available in this area. There is
appropriate academic appointment with the
Faculty of Medicine, University of Alberta, Op-
portunities are available for coordination with
other institutions, such as the Glenrose School
Hospital, the W. W. Cross Cancer Institute, the
Youville Memorial Hospital and the Worker’s
Compensation Board. The applicant must be
eligible for licensure in the Province of Alberta and
hold specialty qualifications is physiatry. Salary
and benefits are negotiable.

Enquires should be addressed to: John G. Read,’
MD, DHA Vice President {Medical) Chairman,
Search and Selection Committee, University of
Alberta Hospital, 8440 — 112th Street, Edmonton,
Alberta, T6G 2B7.

PRIVATE PRACTICE
OPPORTUNITY

Excellent opportunity for physiatrist
to work in active expanding commu-
nity hospital and private office prac-
tice in Philadelphia and suburban
area. Experience and desire to do ex-
tensive electrodiagnostic studies is
necessary. Salary and benefits negotia-
ble. Send CV to:

Box #300
ARCHIVES OF PM&R
30 N. Michigan Avenue

Chicago, 1L60602

xi

' A Contour
Back Support
formed directly

on the patient
(IN FIVE MINUTES)

e LOW TEMPERATURE
THERMOPLASTIC PLATE

WHICH CAN BE HEATED ON A
SIMPLE HOT TRAY

e HELD IN PLACE BY A DOUBLE
WALLED ELASTIC BINDER

e SIMPLE TO FORM,
COMFORTABLE TO WEAR

WRITE FOR INFORMATION:
OR PHONE 412-588-8641

35 HOLIDAY LANE

ONTOUR P. 0. BOX 328

ORM PRODUCTS
GREENVILLE, PA 16125




FELLOWSHIP IN
CHRONIC PAIN CONTROL

Center for Rehabilitation Medicine, Emory
University School of Medicine is offering
comprehensive training in assessment and
management of chronic pain. Limited num-
ber of 3-12 months Fellowships offered.
Contact Steven F. Brena, MD, Center for
Rehabilitation Medicine, 1441 Clifton Road
N.E., Atlanta, GA 30322.

r

WOODROW WILSON REHABILITATION
CENTER

Director of Physical Medicine and Rehabilitation
needed for active programs serving 120-bed hospi-
tal units and approximately 450 dormitory pa-
tients/students. Major affiliation with the Univers-
ity of Virginia Medical Center and incumbent
could have academic appointment and duties.
Applicant must be board eligible or certified by
American Board of Rehabilitation and licensed to
practice medicine in any one of the 50 states.
Contact: Medical Director, WWRC, Fishersville,
VA 22939 Telephone: (703) 885-9711.

REHAB R.Ns and CLINICAL SPECIALIST sought
for expansion of rehab facilities at Critical Care
referral hospital and regional trauma center. Affil-
iated with the Mayo Medical Complex, Saint Marys
Hospital of Rochester, Minnesota is located in a
friendly community 90 minutes south of Minne-
apolis-Saint Paul. Enjoy Minnesota’s high quality
of living, clear air and sparkling lakes. Further your
education (with our assistance) at nearby universi-
ties and colleges, Grow in a dynamic teaching and
research environment. Experience unlimited oppor-
tunities for professional and personal growth.
CLINICAL SPECIALIST (requires Masters and
experierice) salary range $17,000 to $21,600.
STAFF R.Ns start at $12,600 to $15,200 depend-
ing upon education and experience. Call collect
(507) 285-5511 or write Dorothy Haley, Assistant
Director, Human Resources; Saint Marys Hospital,
Rochester, MIN 55901.

ANNOUNCEMENT

Course Title: Fourth Annual Conference on Pain:
The Patient with Chronic Low Back Pain

Sponsored by: The Department of Rehabilitation
Medicine, Pain Control Center, and the Depart-
ment of Anesthesiology, Emory University
School of Medicine

Course Director: Steven F. Brena, M.D.

Dates and Place: January 21-25, 1980, Snowmass,
Colorado

Credijts: 30 hours in Category | of the Physician’s
Recognition Award of the AMA; 3.0 Continu-
Ing Education Units for Allied Health Pro-
fessionals

Tuition: (Payable upon application) $250 pre-
registration; $275 late registration

Limit of enroliment: 100

For information, write: Ronald G. Havican, Educa-

tion Coordinator, Center for Rehabilitation Medi-

cince, 1441 Cilifton Road, NE, Atlanta, GA

30322.

PHYSICAL REHAB SPECIALIST —
MEDICAL DIRECTOR —

Opportunity to develop your own rehabilitation
program. Sheltering Arms Hospital in Richmond,
Virginia is recruiting an individual to direct and
implement its conversion from an acute care
hospital to a comprehensive physical rehabili-
tation hospital, Medical Director will be the Chief
Executive Officer for the hospital. Proven clinical
and administrative skills are required. Financial
arrangements are flexible. Send C. V. to Mr. W,
T. Reed, Ili, PO Box 177, Manakin-Sabot, VA
23103.

PHYSIATRY PRIVATE PRACTICE
FOR SALE

Owner retiring. Office fully equipped, providing
Consultations, Physical Therapy, Electromyo-
graphy and nerve conduction studies. several
hospital appointment assumable. Attached resid-
ence and apartment building. Purchase of practice
and buildings requires minimum of $40,000
downpayment. Location in upstate New York,
with easy access to New York City. Write to
Box #105, Archives of PM&R, 30 N. Michigan
Avenue, Chicago, IL 60602,

The Publication Office of the ARCHIVES
OF PHYSICAL MEDICINE AND REHA-
BILITATION is in need of old or even
recent copies of the Archives.

Should you have available any duplicate
issues or issues which you no longer have use
for, please forward them to:

Publication Office

ARCHIVES OF PHYSICAL MEDICINE
AND REHABILITATION

30 North Michigan Avenue

Chicago, Illinois 60602
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PHYSIATRIST — Board-eligible or Board-certified
physician with a specialty in Physiatry is needed
for a 750-bed general medical and surgical hospital.
This is an active university-affiliated teaching hos-
pital. Excellent benefits include vacation, sick
leave, ample free parking, group life and health
insurance, retirement, etc. Apply with curriculum
vitae to: Chief of Staff, Veterans Administration
Medical Center, 1201 Broad Rock Road, Rich-
mond, VA 23249,

An Equal Opportunity Employer.

PHYSIATRIST

Pediatric Rehabilitation. Board certified (or
eligible). Clinical and teaching responsibilities;
active orthotics research clinic; Electrodiagnosis;
large active coordinated therapy staff. Considera-
tion of academic appt. at associated university
medical school. Send resume to Dr. Challenor or
Call Mon, Tues, Thurs, after 4 p.m. (914) 592-
7555,

BLYTHEDALE CHILDREN'S HOSPITAL
VALHALLA, NY 10595

An Equal Opportunity Employer M/F

IMMEDIATE REQUIREMENT — TWO
PHYSIATRISTS

Progressive Rehabilitation Center needs board
certified or eligible persons, with internal medicine
or pediatric background. We offer excellent salary
and fringes, with opportunity for significant pro-
fessional progress. Rehabilitation Center is located
in the beautiful mountains of Western North
Carolina. Excellent year-round weather and superb
living environment. Call collect and/or send curri-
culum vitae to: Donald R. Hegstrom, Executive
Director, Thoms Rehabilitation Hospital, Inc. of
W.N.C., 1 Rotary Drive, Asheville, NC 28803.
704/274-2400 Ext. 200.

PHYSIATRIST

Fulltime faculty position for a Board certified or
Board eligible physiatrist interested in joining a
rapidly growing medical school department and
comprehensive university hospital rehabilitation
center. The clinical programs include active services
for spinal cord injury, brain injury, and pain
management,

Outstanding opportunity for active teaching,
research and patient care. Address all Inquires to:
Clinical Director, Department of Rehabilitation
Medicine, University of Wisconsin, Clinical Science
Center E3/350, 600 Highland Avenue, Madison,
Wl 53792. An Equal Opportunity Employer.

PHYSIATRIST

Board eligible or certified physiatrist for an aca-
demic appointment with LSU Medical Center and
Charity Hospital based 48-bed comprehensive
rehabilitation unit. A residency in PM&R and
medical school teaching are part of this rapidly
growing program, Send C.V. to Joseph J. Biundo,
Jr., MD, Director of Rehabilitation Medicine,
Louisiana State University Medical Center, 1542
Tulane Avenue, New Orleans, LA 70112, Tele-
phone: (504) 568-4643.

Large (800 bed) university affiliated Medical
Center located in Southwestern Chio seeks a board
eligible or certified Physiatrist who would like to
continue his/her professional growth in an expand-
ing Physical Medicine and Rehabilitation Pro-
gram. This position offers hospital based private
practice, excellent teaching and research opportu-
nities. Excellent salary and fringe benefits,
Contact:

Steven D. Feinberg, MD, Director, Department
of Physical Medicine & Rehabilitation, Miami
Valley Hospital, 1 Wyoming Street, Dayton, OH
45409, (513) 223-6192.

UNIVERSITY OF CALIFORNIA, DAVIS
SCHOOL OF MEDICINE DEPARTMENT OF
PHYSICAL MEDICINE AND REHABILITATION

Applications are invited from Board Certified or
eligible physiatrists to join the faculty at the
University of California, Davis- or at one of its
V.A. affiliated programs. Candidates should be
interested in teaching and research and be eligible
for a California state license. Full time position.
Assistant Professor or academic level commensur-
ate with qualifications. Recruitment open until
filled. University of California is an equal oppor-
tunity/Affirmative Action employer. Apply with
curriculum vitae to: W. M. Fowler, Jr.,, MD, Phys-
ical Medicine and Rehabilitation, School of Medi-
cine, University of California, Davis, CA 95616.

HAVE YOU ORDERED YOUR 50-
YEAR INDEX OF THE ARCHIVES
OF PHYSICAL MEDICINE AND
REHABILITATION?

Suite 922
30 N. Michigan Avenue
Chicago, IL 60602




New systems and applications for
EMG and clinical neurophysiology

Useful diagnostic facilities
offered by four new developments.

* New B9
Portable EMG

A new, rugged full-function single channel EMG, built to

travel. Trace bright-up time index with LED digital readout.

A fully competent EMG for field use, 16 1bs.(7 KG), 12-in (305 mm) wide.
For standby use or peak patient loads, and for screening and monitor-
ing, where facile nerve conduction facilities are a requirement.

ALSO AVAILABLE (not shown) Model JM modular portable EMG

with AV7 signal averager has new automatic trace storage and
stimulator control features, for quick, easy readout.

Evoked Potential Facilities. New auditory, somato-
sensory and visual, brainstem and cortical evoked potential modules
are now available as fully integrated systems within the modular TE42
electrophysiologic recording system. Portable evoked potential systems
utilizing many of these new modulgs are available for-operation with
TECA Models M and JM.

Click Stimulator, Visual Pattern Stimulator, nerve stimulators, operate
interactively with digital averaging computer modules, and other signal-
processing modules, providing straightforward automatic operation.

M Multifunction Storage EMG Updated

Signal averaging for sensory nerve conduction and evoked potential
recording now available in the Model M/AV7 two channel EMG as
a built-in integrated facility. (Can be added to existing Model M’s.)

For quick, product and service information
or demonstration call us toll-free: 800 431-1738
from anywhere in the U.S. (New York State
and Canada, phone 914 769-5900 collect.)

L i s G

New TE42 Modular EMG System
An evolutionary enhancement of the
powerful, innovative Multichannel TE4
electrophysiological recording system

is now available.

New digital circuitry provides additional
facilities and simplifies operation.

New direct graphic recorder facilities
fully exploit the proven, unique fiber
optic recording system for neuromus-
cular potential recording: Recorder
operation automatically responds to
patient activity—Papersaving, auto-
matic programmed record advance— .
Recorder ‘Ready’ lights confirm recorder
operation in automatic modes—Direct
selection, wide range paper speeds and
auto-advance.

Direct selection, wide range sweep
speed control.

Sweep expansion, for high resolution
(X10) time measurements.
Programmed audio control simplifies
monitoring of digitally-processed
potentials.

TECA modular plug-in compatibility is
retained. Modular expanded facilities
for: Quantitative EMG—Single Fiber
EMG - Auditory, somatosensory and
visual evoked potential recording—
Wide range electrical stimulation capa-
bility —Signal processing and averaging
—Polarized light goniometry.

CORPORATION

THREE CAMPUS DRIVE B PLEASANTVILLE, N.Y. 10570 R (914) 769-5900/TWX 710-572-2192
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EDITORIAL

‘ Independent Living:
‘ . An Idea Whose Time Has Come

With the passage of the 1978 Amendments to the Rehabilitation Act, the United States
made a formal commitment to the goal of independent living (IL) for people with severe dis-
abilities. This step has the potential to bring enormous changes to the lives of disabled citizens
and to the field of rehabilitation. Whether the potential is realized will depend on several
factors, including the extent of the financial commitment that follows the legal commitment
already made. It will also depend on the cooperation of consumers and service providers, and
a willingness to discard traditional paternalistic relationships and old assumptions about what
living options are feasible.

Already independent living has grown so dramatically that it has become known as a move-
ment, and every day it captures the attention of more people in rehabilitation. My own interest
in IL grew from my clinical and research experience as a rehabilitation psychologist; conse-
quently, | am particularly interested in the impact of independent living on emotional well being.

From a psychologic viewpoint, the essence of IL is captured in the word, “independent,”
which relates to freedom, self-determination, and individual autonomy. Specifically, it implies
a belief in one’s ability to make decisions and to take actions that affect the course of one’s
life, and willingness to accept responsibility for the experiences of life. Recognition of personal
control has been found to correlate with many measures of psychologic adjustment and pro-
ductivity.? Conversely, it is negatively related to depression.2

Independent living develops individual power, both as a process and as an outcome. Al-
though independence is not a new theme for rehabilitation, the IL movement does stress in
a new way the consumer’s responsibility for both the identification and the achievement of
specific goals. It also affirms, regardless of barriers, the right of each individual to live in a place
of his own choosing and to participate as a member of the community.

Independent living also has other implications. To vocational rehabilitation it involves the re-
sponsibility for delivering services with nontraditiona! objectives to a new group of clients. To
rehabilitation medicine it represents a challenge to become more concerned about facilitating
the transition between hospital and community. This will almost surely involve allowing dis-
abled individuals to be responsible for more decisions and activities during inpatient treatment.
It may require improved programs of patient education, increased family involvement and
better liaison with community resources. And for some rehabilitation centers, IL may call for
development of a transitional living facility that can help prepare former patients to manage
their own affairs despite continuing physical [imitations.

Besides such changes in rehabilitation services, federal support of IL programs will inevitably
require much research. How cost effective is independent living and for whom and under what
circumstances? What changes does it make in quality of life, and how can these changes be
documented? Are certain service delivery systems consistently more successful than others, and
if so, what are their characteristics?

These questions are just a sample of the many that will be asked. If we are to meet the ser-
vice and research challenges that will soon confront us, it is essential that we begin now to de-
velop an understanding of the area. That is the purpose of this special issue of the ARCHIVES
‘ OF PHYSICAL MEDICINE AND REHABILITAT!ION. ’

The issue approaches independent living broadly and from an interdisciplinary perspective. It
encompasses the history and philosophy of the movement and also examines some of the most
important IL services, including attendant care and transportation. There are omissions, of
course, such as specific reference to the needs of people whose primary disabilities are intellec-
tual or emotional rather than physical. The focus is on subjects most relevant to rehabilitation
medicine and on the people who have most frequently been served by this field.

The lead article, written by Gerben DeJong, describes a new model of rehabilitation generat-
ed by the IL movement and explores the ways in which it may change rehabilitation services
and research. Dr. DeJong, who is trained in economics and public administration, also explores
the relationship between the growth of IL and other recent social movements in America.

Rt et
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At least 2 major streams of experience must be considered if one is to understand the history
of the IL movement; one stream springs from rehabilitation providers and policy makers, and
the other springs from the disabled community. Richard Verville, legal consultant for the
ACRM, the American Academy of PM&R and related groups, looks at the 1st stream, tracing
the history of legislative initiatives over 20 years. On the other hand, Dr. Irving Zola, noted
‘medical sociologist and a founder of the Boston Self Help Center, describes the development of
self help organizations.

Until recently, when the possibility of federal funding arose, many rehabilitation centers
have shown scant interest in providing post-discharge services other than medical follow-up. Now
that the picture is changing and rehabilitation professionals are becoming interested in inde-
pendent living, they are discovering that several services are being provided by consumer organi-
zations that emerged to meet pressing needs. In these circumstances, what is the role of the
able-bodied professional—to take over, to compete with, to ignore, or to somehow cooperate
with these programs? Dr. Sheldon Berrol, a physiatrist who also serves on the Board of Direc-
tors for the Center for Independent Living in Berkeley, CA, addresses this dilemma in his article
on the role of the able-bodied professional.

Dr. Jean Cole, an anthropologist who has directed the Research Utilization Project on inde-
pendent living at The Institute for Rehabilitation and Research in Houston, provides an over-
view of independent living in the United States. She describes several of the oldest and largest
IL programs as diverse models, and also discusses the ways in which they represent a departure
from older kinds of rehabilitation services.

Dr. Denise Tate, Robert Jarvis and Gerald Juhr, colleagues on the staff of the International
Rehabilitation Special Education Network (IRSEN}, direct our attention abroad with a descrip-
tion of approaches to independent living in Denmark, Sweden, England, Australia, Canada, and
the Netheriands. ‘

An accessible environment has usually been thought of solely in terms of measurements,
specifications, and hardware. Berkeley architect and professor, Raymond Lifchez, has pio-
neered in taking architectural education beyond access at this level to a sensitive consideration
of the psychologic and social impact of the physical environment on the [ives of people with
disabilities. His article, “The Environment as a Support System for Independent Living,” is
adapted from his new and exciting book, Design for Independent Living.

Of the several services relevant to independent living, attendant care and transportation are
probably the most critical. Dr. DeJong and counselor Teg Wenker, illuminate the controversies
surrounding attendant care and describe the manner in which this service is being provided in
several states, Dr. Frank Bowe, director of the American Coalition of Citizens with Disabilities,
addresses the other key service, transportation. After making a major commitment to integrated
and fully accessible transit services, the government appears to be responding to a conservative
backlash and weakening its efforts in this area. Dr. Bowe argues convincingly that a retreat can-
not be tolerated.

Special thanks-are due to each of these individuals who have shared their expertise for this
issue. Appreciation is also due to the Editorial Board of the ARCHIVES OF PHYSICAL MEDI-
CINE AND REHABILITATION for facilitating this special issue. In particular, the support and
participation of Dr. Alfréd J. Szumski, the Chairperson of the Board, and the Associate Editor,
Dr. Gary Athelstan, were essential to its preparation. In addition, members of the SEAR Com-
mittee should be recognized for their creative spark that brought this project into being. The
members are: Justin Alexander, PhD, PT; Kathaleen C. Arneson, MA; Sheldon Berrol, MD; Paul J.
Corcoran, MD; Kathleen M, Dirschel, PhD, RN; Frederick A. Fay, PhD; Suzanne L. Harsanyi,
MS; Cythia A. Koehn, MSW; Paul Leung, PhD; M. Scot Manley, PhD; Raymond L. Milhous,
MD; Charles R. Poor, MS; John E. Schatzlein, BA; Irving K. Zola, PhD.

Nancy M. Crewe, PhD
Chairperson
SEAR Committee
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Independent Living: From Social Movement to
Analytic Paradigm

Gerben DeJong, MPA, MSW

ABSTRACT. DelJong G: Independent living: from
social movement to analytic paradigm. Arch Phys Med
Rehabil 60: 435-446, 1979.

e Independent Living (IL) is more than a social
movement; it is also an analytic paradigm that is re-
shaping the thinking of rehabilitation professionals and
researchers alike. The IL paradigm is contrasted with
the rehabilitation paradigm that has dominated disabil-
ity policy, practice, and research. This article analyzes
how the shift from the rehabilitation to the IL para-
digm is likely to affect the future of disability research.
To gain an appreciation for the IL paradigm, the article
first evaluates independent living as a social movement
in terms of the movement’s constituency, origins, and
its relationship to other social movements.

“A significant social movement becomes possible
when there is a revision in the manner in which
a substantial group of people, looking at some
misfortune, see it no longer as a misfortune
warranting charitable consideration but as an in-
justice which is intolerable in society.”’

Future historians of American social policy will
look back to 1973 as a year which separates 1 epoch of
disability policy from another. That year Congress
passed a new Rehabilitation Act which set into motion
a whole set of new inititatives affecting the nation’s
disabled population, particularly its most severely dis-
abled citizens.

The most visible feature of the 1973 Rehabilitation
Act is Section 504, a 1-sentence statement prohibiting
discrimination against “otherwise qualified handi-
capped” individuals “under any program or activity
receiving Federal financial assistance.” Because of this
section’s far-reaching implications, the 1973 Rehabili-
tation Act has sometimes been dubbed “the Civil
Rights Act of the Handicapped.”

The 1973 Act cannot be fully understood apart
from an emerging social movement: the independent
living. (IL) movement. Sparked with a high degree of
indigenous leadership from among the disabled popula-
tion, the movement seeks a better quality of life for
disabled persons.

The IL movement is more than a grass-roots effort
on the part of the disabled to acquire new rights and
entitlements; it is also reshaping the thinking of dis-
ability professionals and researchers, has spawned new
service-delivery models, and has encouraged new re-
search directions.

This article evaluates independent living as a social
movement and as an “analytic paradigm” that is re-

directing the course of disability policy, practice, and
research. As a paradigm, independentliving is redefining
the problem of disability and is encouraging new inter-
ventions that are in marked contrast to the definitions
and interventions provided by its predecessor—the re-
habilitation paradigm. But to gain an appreciation of
the IL paradigm, it is necessary to understand inde-
pendent living as a social movement with a distinct
constituency and history. Moreover, the movement is
heavily indebted to a variety of other contemporary
social movements such as civil rights, consumerism,
self-help, demedicalization/self-care, and ‘deinstitution-
alization. The significance of independent living for the
future of disability practice and research cannot be
understood apart from the contributions of these other
movements.

THE CONSTITUENCY OF
THE IL MOVEMENT

The IL movement has always counted the “severely
disabled” as its primary target group or constituency.
But who are the severely disabled? How many are there?
One common method used to define and measure
severe disability is the inability to work or to carry on
one’s major activity. Based on results from its 1974
Health Interview Survey, the National Center for
Health Statistics? estimates that 3.3% (6.8 million) of
the nation’s population—about 0.2% of all children,
2.6% of all working age adults, and 17.1% of all the
elderly—are unable to carry on their major activity.

Core Constituency

However, the movement’s core constituency is more
limited than that suggested by these national data. The
movement has concentrated its energies on a relatively
few major disability groups: those with spinal cord
injury, muscular dystrophy, cerebral palsy, multiple
sclerosis, and postpolio disablement. Moreover, the IL
movement has concentrated its energies on a selected

From the Medical Rehabilitation Institute, Tufts-New
England Medical Center, Boston.

This study was supported in part by Medical Research &
Training Center 7 of Tufts-New England Medical Center with
funds from the Rehabilitation Services Administration, Office
of Human Development, U.S. Department of HEW, Washing-
ton, DC (grant 16-P-57856/1-04).

Updated and condensed from a paper presented at the 55th
Annual Session of the American Congress of Rehabilitation
Medicine, New Orleans, November 17, 1978 and disseminated
by the University Centers for International Rehabilitation,
Michigan State University, East Lansing, MI:
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age group: the older adolescent and younger working-
age adult. The emphasis on this narrow age range is,
in part, a function of the disabling conditions men-
tioned above. For example, spinal cord injury is most
common among males during their late teens and early
twenties when they are most likely to participate in
disability-prone activities. Multiple sclerosis generally
becomes evident during one’s twenties. Cerebral palsy
and muscular dystrophy are developmental disabilities
and thus are already évident during childhood. Those
with a postpolio disablement are the senior members of
the movement.

The emphasis on the younger adult is also a
function of the communities where the movement has
taken root. The IL movement has been most active in
large academic communities containing critical masses
of university-age persons. Free from some of the more
demanding familial and economic responsibilities, this
age group is often better able to organize around major
social issues.

Notably absent from the movement’s constituency
are older persons with severe physical impairments
resulting from stroke or other degenerative conditions.
While the movement’s philosophy may have direct
relevance to older disabled persons, the movement has
focused its concern elsewhere. The movement’s present
age bias is one that cannot last indefinitely. Medical
science is not only enabling severely disabled persons
to survive initial trauma but is also enabling severely
disabled persons to live longer. Thus, as the move-
ment’s initial adherents grow older we can expect the
movement to enlarge its present age focus.

Also absent from the movement’s constituency and
leadership are racial minorities. This is noteworthy,
since disability statistics indicate that blacks have a
higher prevalence of disability than do their white
counterparts. The absence of racial minorities deserves
special analysis. Given the similarities among the civil
rights movement, the black movement, and the IL
movement, one would expect the IL movement to
attract disabled persons from racial minorities.

Disability Professionals and
Special Interest Organizations

There is another part of the movement’s consti-
tuency that deserves mention: disability professionals
and special interest organizations. The disability
professionals include physicians in physical medicine
and rehabilitation, physical therapists, occupational
therapists, nurses, rehabilitation counselors, and dis-
ability researchers. The commitment of these profes-
sionals to the movement varies widely and generaliza-
tions cannot be made except that the movement is
increasing its number of adherents. The special interest
groups include organizations such as the National
Spinal Cord Injury Foundation, the Easter Seal Society,
and various professional associations. Again, the
commitment of these organizations varies widely from
chapter to chapter.

Arch Phys Med Rehabil Vol 60, October 1979

In defining the movement’s constituency one should
not overlook the overlap between disabled “consumers”
and disability professionals. Many disabled persons are
themselves disability professionals. The participation of
able-bodied professionals in the movement can to some
degree be explained by the influence and the con-
sciousness-raising impact of their disabled professional
peers.

The movement’s strength comes, in part, from link-
ing the interests of its primary disability groups with
the interests of other disability groups on issues of
common concern. The issue of architectural barriers,
for example, is one that unites other mobility-impaired
groups, even though its greatest effect is on the core
disability groups represented in the IL. movement.
Coalition building through organizations such as the
American Coalition of Citizens with Disablilities
(ACCD) has enabled the movement to enlarge its con-
stituency around specific issues.

Thus it can be seen that the movement’s constitu-
ency is difficult to define. National survey data enable
us to identify that portion of the population most
likely to come within the scope of the movement’s
concern. We can identify a core constituency but
there are many other interested parties—professionals
and special interest groups—who have come to recog-
nize the movement and have joined forces to one de-
gree or another (figure). Moreover, common interests
with other disability groups enable the movement to
extend its influence beyond the boundaries of the core
disability groups.

The movement’s constituency is defined not only
by who participates but also by what it advocates. The
constituency, in some respects, extends to others who
do not actively participate but who nonetheless come

Core
Disability
Groups

Other
Disability
Groups

Special
Interest
Organizations

Disability
Professionals

Coalitions

Constituency of the movement for independent living.

.

e



under its consciousness-raising spell and thus become
informal advocates of its philosophy and ideology.

ORIGINS AND LEGISLATIVE
BACKGROUND

It is difficult to point to an exact time when or
place where the IL movement began. The movement
has sprung from 2 main sources: (1) the efforts of dis-
abled persons to seek a more fulfilling life in an able-
bodied world, and (2) the efforts of rehabilitation pro-
fessionals to reach disabled persons for whom a voca-
tional goal was, until recently, unthinkable. While the
efforts of both groups often converge on specific legis-
lation, their interests and origins are sufficiently dif-
ferent to warrant separate consideration.

Indigenous Origins

The disabled students program at the University of
Ilinois at Champaign-Urbana was among the first to
facilitate community living for persons with severe
physical disabilities. In 1962, 4 severely disabled
students were transferred from a campus-isolated
tursing home to a modified home closer to campus.
The disabled students program has since emerged as
a significant self-help effort and has helped to make
the University one of the most architecturally acces-
sible institutions of its kind.

It was not until the early 1970s that the movement
gained greater visibility and momentum with the
creation of the Center for Independent Living (CIL) in
Berkeley, California. The Berkeley CIL incorporated it-
self in 1972 as a self-help group, to be managed pri-
marily by persons who were themselves disabled. The
Center provides a wide range of related services, such
as peer counseling, advocacy services, van transporta-
tion, training in independent living skills, attendant
care referral, health maintenance, housing referral,
wheelchair repair, and others.3* Unlike other centers
that have since emerged, the Berkeley CIL has no resi-
dential program and serves persons with a greater
variety of disabling conditions than do many other
existing centers.

On the East Coast, the Boston Center for Indepen-
dent Living (BCIL) began its activities in 1974. BCIL
emphasizes transitional housing and attendant care ser-
vices.5 Similar centers and organizations have sprung
up ifi Houston, Columbus, Ann Arbor, and elsewhere.
Each center offers its own unique blend of advocacy
and consumer services; together the various centers
have given the IL movement both an organizational
focus and a vehicle for realizing some of the move-
ment’s more important goals.

The movement’s organizational efforts have not
been limited to centers for independent living. Allied
organizations such as the ACCD, mentioned earlier,
have been instrumental in monitoring federal legisla-
tion affecting disabled persons. The ACCD also helped
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to organize the coast-to-coast demonstrations that
goaded the US Department of Health, Education and
Welfare (HEW) to promulgate regulations implement-
ing Section 504 of the 1973 Rehabilitation Act.

Professional Origins

Developing concurrently with the organizational
initiatives of disabled persons were the efforts of
rehabilitation professionals in the formulation of
national legislation, In 1959, HR361 was introduced
containing language that would extend IL services to
individuals for whom employment was not an obtain-
able objective.67 That attempt failed and in 1961 a
new bill, written largely by the National Rehabilitation
Association, was introduced. The new bill contained
a separate title on IL services. That bill also failed.

If adopted, the 1961 bill would have authorized
$15 million in the Ist year and $25 million in the
2nd year for IL rehabilitation services. The new title
was to be administered by state vocational rehabilita-
tion agencies. The reasons for Administration opposi-
tion to the bill are unclear but anecdotal evidence has
it that HEW was unable to determine which of its com-
ponent agencies should administer the new title.

The 1973 Rehabilitation Act

In 1972, Congress passed HR8395 amending the
Vocational Rehabilitation Act to provide IL services
to those individuals “for whom a vocational goal is not
possible or feasible.” The bill was twice vetoed by the
President on the grounds that it “would divert the (vo-
cational rehabilitation) program from its basic voca-
tional objectives’” toward more ill-defined medical and
welfare goals.6 Eventually, the President did sign what
became known as the 1973 Rehabilitation Act, albeit
with the IL provisions_deleted.

The 1973 Rehabilitation Act contained other break-
throughs important to the IL movement. First, it man-
dated that those who were most severely handicapped
were to receive 1st priority for services under the Act.
Second, title V extended new statutory rights to handi-
capped persons. Sections 501 and 503 mandated af-
firmative action programs for the employment of dis-
abled persons within the federal government and by
organizations contracting with the federal government.
Section 502 created the Architectural and Transporta-
tion Compliance Board. And Section 504 banned dis-
crimination on the basis of handicap in any program
or activity receiving or benefiting from federal finan-
cial assistance.

The 1978 Amendments

A statutory authorization for IL services finally
come into being when President Carter signed PL95-
602 in 1978. This law created a new title VII—“Com-
prehensive Services for Independent Living,” which
establishes a 4-part program: (1) an IL services program
to be administered by the state vocational rehabilita-
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tion agencies; (2) a grant program for IL centers; (3)
an IL program for older blind persons; and (4) a pro-
tection and advocacy program to guard the rights of
severely disabled persons. Title VII authorizes $80 mil-
lion for fiscal year 1979; $150 million for 1980; $200
million for 1981; and “such sums” in 1982. Given the
Administration’s current efforts to hold down federal
spending, it is very unlikely that the amounts appropri-
ated by Congress will approach authorized spending
levels.

Differing Views of Independent Living

Two things need to be said about the concept of IL
services as advocated by vocational rehabilitation pro-
fessionals.

First, the concept of IL rehabilitation has changed
since it was originally introduced to Congress almost 2
decades ago. Since then, medical and rehabilitation
technology has advanced significantly. Those who
would have been targeted for IL rehabilitation services
15 years ago are now routinely prepared for gain-
ful employment by state vocational rehabilitation
agencies.

Second, vocational rehabilitation professionals, as
reflected in the legislation reviewed here, have a
different conception of independent living than do
their consumer counterparts in the IL movement. For
many vocational rehabilitation professionals, IL
services are for those for whom a vocational goal is
thought to be impossible. Independent living is seen as
an alternative to the vocational goal—thus, the term
“independent living rehabilitation” as distinct from
“vocational rehabilitation.” IL rehabilitation refers to
those medical and social services that enable a disabled
person to live in the community short of being gain-
fully employed. From this perspective, independent
living and rehabilitation are seen as competing policy
goals. Throughout the history of the legislative debate
on independent living, there has been the fear that
independent living would dilute the specificity of the
vocational outcome. Some professionals feared the IL
services would result in the same charges of non-
accountability often levied against more ill-defined
social services such as those administered under title
XX of the Social Security Act.

Others in the IL movement, whose involvement
does not originate in the vocational rehabilitation
tradition, reject the conception of independent living
and employment as competing policy goals. To them,
such a conception is potentially sinister in that it
implicitly places an undesirable arbitrary upper limit
to the goals a disabled person might set for himself; the
vocational objectives should be seen as an integral part
of the IL goal, not as a competing goal.

RELATION TO OTHER
SOCIAL MOVEMENTS

The IL movement has flourished at a time when
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several other complementary social movements have
also developed; these include:

+ Civil rights

- Consumerism

- Self-help

» Demedicalization/self-care

- Deinstitutionalization/normalization/main-

streaming

While these movements share common values and
assumptions, each arises from a somewhat different
source in response to different social problems. Each
has influenced the IL movement in its own unique way.
The origins and ideology of the IL movement cannot
be fully appreciated without also noting the contribu-
tions of other social movements.

Civil Rights

The civil rights movement of the 1960s has had an
impact far beyond the racial minorities it sought to
benefit. The movement made other disadvantaged
groups aware of their rights and of how their rights
were being denied. During the initial stages, the move-
ment was mainly concerned with civil rights as opposed
to benefir rights. Civil rights include the right to vote,
to hold elective office, to be tried by a jury of one’s
peers, and so forth. Benefit rights include the entitle-
ment to income and medical assistance benefits, edu-
cational benefits, and other entitlements. The benefit
rights issue was taken up later in the civil rights move-
ment by the Poor Peoples’ Campaign and by spin-offs
such as the National Welfare Rights Organization.

The concern for both civil rights and benefits rights
has spilled over to other vulnerable groups. In the area
of mental health, patients have, in some instances, ac-
quired the right to refuse treatment and to expect
quality care. In the area of child welfare, children have
acquired new procedural rights that are slowly replac-
ing the best-interest-of-the-child rule as the legal stan-
dard for adjudicating abuse and delinquency cases.
Moreover, children are receiving rights to treatment
and education under special education statutes,

The IL movement has been similarly concerned with
both civil and benefit rights. The movement’s interest
in civil rights is reflected in title V of the 1973 Reha-
bilitation Act prohibiting various forms of discrimina-
tion, particularly in the area of employment. However,
the concern for civil rights has not stopped there.
Persons with severe mobility impairments are insisting
that architectural barriers in effect deprive them of
their civil rights when these barriers prevent them from
participating in the political life of the community. In
like fashion, disabled persons have become aware that
their benefit rights are prerequisites for living in a
community setting. Without income assistance benefits
or attendant care benefits, many disabled persons
would be involuntarily confined to a long-term care
facility.

The civil rights movement has not only had an
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effect on the securing of certain rights but also on the
manner in which those rights have been secured. When
traditional legal channels have been exhausted, disabled
persons have learned to employ other techniques of
social protest such as demonstrations and sit-ins.

The black movement that eventually grew out of
the civil rights movement has had its own effect on the
IL movement. According to the critique offered by the
civil rights movement, racial discrimination was an
American anomaly that could largely be removed
through the enactment of new legal protections. The
black movement saw the issue as one of the racism that
was central to the definition of white America and be-
yond the scope of simple legal remedies. The IL move-
ment has come to recognize that prejudice against
disability is rooted in our culture’s attitudes about
youth and beauty, and in the able-bodied person’s fear
of vulnerability to physical disability. The black move-
ment has inspired the IL movement to search more
deeply for the sources of attitudes and behavior
toward persons with disabilities.

Consumerism

The parameters of the consumer movement are hard
to define. It is a movement that affects nearly all social
classes and groups. It is most personified by Ralph
Nader but also includes public interest lawyers repre-
senting various disadvantaged groups and embraces
both the person who devotedly reads Consumer
Reports and the person who campaigns for new con-
sumer protection legislation.

A more profitable venture here would be to briefly
evaluate the movement in terms of its ideology and in
terms of its expression in disability policy. Basic to
consumerism is a distrust of seller or service provider.
It is up to the consumer to become informed about
product reliability or service adequacy. Consumer
sovereignty has always been the hallmark of free
market economic theory. In practice, however, it is
often the professional who has been sovereign.

With the rise of consumer sovereignty, professional
dominance in disability policy and rehabilitation is
being challenged. In vocational rehabilitation, for
example, the professional counselor does not neces-
sarily have the final word in case planning as he/she
once did. Instead, the Rehabilitation Act of 1973 pro-
vides for an “individualized written rehabilitation plan™
(IWRP) to be drawn up jointly by client and counselor.
Outside vocational rehabilitation, the IL movement has
spawned new advocacy centers to advise disabled
persons of their legal rights and benefits. With the
awareness generated by the IL movement, the disabled
person with several years of disability experience is
often better informed about governmental benefits
and regulations than his/her professional counterpart
in the human services system.

The doctrine of consumer sovereignty, sometimes
referred to as “consumer involvement,” is now very
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much a fixture within the IL movement. The doctrine
asserts that because disabled persons are the best judges
of their own interests, they should have the larger voice
in determining what services are provided in the dis-
ability services market.

Self-Help -

The self-help movement embraces a large variety of
groups: from the Female Improvement Society to
Alcoholics Anonymous.® There now appears to be a
self-help group for almost every conceivable human
condition or problem—drugs, gambling, death, homo-
sexuality, child abuse, women’s health, old age, sex,
neighborhood crime, cigarette smoking, childbirth,
and of prime interest here, physical disability.8-12 Such
organizations view themselves as mutual aid groups
that serve as adjuncts or as valid alternatives to estab-
lished human service agencies.8:13-16 They usually
address problems and needs not dealt with by other
institutions in society.

Among disabled persons, IL centers have become
the primary self-help unit; they seek to serve both as an
adjunct to the present human service system and as an
alternative service provider. As an adjunct to the
system, the centers at times serve as conduits for fund-
ing human services such as attendant care. As an alter-
native to the system, the centers may provide peer
counseling and advocacy services not provided by
mainline human service organizations.

The self-help movement is fueled by the same dis-
trust of professionally dominated services as exists
in consumerism. Self-help organizations are intended
to give people the opportunity to exercise control over
their own lives and services they use. They are the
knowledge-giving, awareness-providing organizations
that help to confer sovereignty on the consumer.

Demedicalization/Self-Care

“Demedicalization” is a trend that is challenging the
dominance of medical professionals in selected spheres
of human life. The trend is exemplified by well-known
critics such as Ivan Illich,!7 who have expressed the
concern that too many social problems and life condi-
tions are being unnecessarily “medicalized.”

Over the last several decades, an increasing number
of behaviors considered sinful or criminal have come to
be considered illnesses.18-25 Alcoholism and mental
disorders, for example, have been removed from the
categories of sin or crime and are now labeled illnesses.
Some have begun to call child abuse a “disease.” Simi-
larly, life events such as birth and death now almost
always entail a considerable degree of medical inter-
vention.

Many have begun to react to the excesses of medicali-
zation and have urged that certain conditions and life
events be demedicalized. One example is pregnancy
and childbirth. Some urge that pregnancy be removed
from the category of illness and that childbirth be
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supervised by a midwife rather than a physician.
Another example is death.26-2% “Death with dignity”
is the phrase being used for allowing the terminally
ill to die at home rather than in a hospital, wired to
the latest array of monitoring devices.
Implicit in the argument for demedicalization is the
assumption that individuals can and should take greater
responsibility for their own health and medical care. In
many ways, demedicalization is an extension of the self-
help movement to the fields of health and medical
care, and is so referred to in some quarters. The move-
ment goes beyond the keep-fit, watch-your-weight,
stop-smoking, and drink-less campaigns of the recent
past. The self-care movement encourages people to
administer their own treatment for minor health prob-
lems and to avert potential complications arising from
chronic health conditions.
The IL movement is very much a partisan in the
medicalization/self-care debate. At issue for the IL
movement is the extent to which the management of
disability should remain under the aegis of the medical
care system once medical stability has been substan-
tially obtained. Today, most public policy with respect
to disability requires some type of professional medical
presence, whether in the acute stages of disability, in
the determination of eligibility for income mainten-
ance benefits, or in long-term institutional care. The IL
movement asserts that much of this medical presence is
both unnecessary and counterproductive.
Central to the goals of the IL movement is the be-
lief that the management of medically stabilized dis-
abilities is primarily a personal matter and only sécond-
arily a medical matter. A constant medical presence in
the lives of disabled persons is said to entail behavior
on the part of both medical practitioners and patients
that induce dependency and thus are in conflict with
rehabilitation and IL goals.
The Medical Model. To understand how such be-
havior arises, it is helpful to turn to the concept of the
“medical model,” a loosely used concept that often
varies with the context in which it is discussed. As used
here, the medical model consists of the following as-
sumptions and role expectations in the provision of
medical care:
¢ The physician is the technically competent
expert.
® Medical care should be administered through a
chain of authority wherein the physician is the
principal decision maker; accountability for the
care of the patient is centered on the attending
physician,

® The “patient” is expected to assume the “sick
role” that requires him/her to cooperate with
the attending medical practitioners.

® The main purpose of medicine is the provision of
acute/restorative care.

® Jllness is muted primarily through the use of
clinical procedures such as surgery, drug therapy,
and the “laying on of hands.”
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® Illness can be diagnosed, certified, and treated
only by trained practitioners.

Like most models, this version of the medical
model is a rather rigid construction of what is supposed
to exist and happen in the provision of medical care.
The model does not attempt to be exhaustive; it
focuses primarily on those elements that can also help
us understand what the demedicalization of disability
is all about.

Before evaluating the role expectations of the
medical model, it is worth noting some of the model’s
other features that have been unpalatable to the IL
movement. One important reason for demedicalizing
disability, the movement implicitly argues, is that
many of the assumptions of the medical model do not
fit or apply to the needs of disabled persons. For
example, the model’s emphasis on acute/restorative
care is not in keeping with the needs of long-term dis-
abled persons well beyond the acute phase. Likewise,
once beyond the acute phase, and living independently,
many disabled persons are not in need of surgery,
drugs, or the laying on of hands that characterizes
clinical medicine. Moreover, experienced disabled
persons often do not need the diagnostic, certification,
or treatment services of medical professionals, since
they have developed sufficient familiarity with the
idiosyncrasies of their own condition to be able to do
much of their own medical monitoring and treatment.

The Sick Role. The IL movement has been particu-
larly critical of the behavioral expectations of the
medical model as defined in the sick role, which, in
this context, has a very specific meaning. This concept,
originally formulated by Talcot Parsons,39 is con-
sidered the single most important concept in medical
sociology. By understanding its requirements we can
gain a better insight into the position advocated
by the IL movement.

The sick role consists of 2 interrelated sets of
exemptions and obligations:

® A sick person is exempted from “normal” social
activities and responsibilities, depending on the
nature and severity of the iliness.

® A sick person is exempted from any responsi-
bility for his/her illness. He/she is not morally ac-
countable for his/her condition and is not
expected to become better by sheer will.

These exemptions are granted conditionally. In ex-

change:

® A sick person is obligated to define the state of
being sick as aberrant and undesirable, and to
do everything possible to facilitate his/her re-
covery.

®* A sick person is obligated to seek technically
competent help and to cooperate with the
physician in getting well.
The sick role is intended to be a temporary one.

But for the long-term or permanently disabled person

there is no immediate recovery in the sense of being re-
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stored to one’s original physical condition. Because the
disability is often an irrevocable part of his/her exist-
ence, the disabled person, as a result of the sick role,
begins to accept not only his/her condition but also
hisfher own very personhood as “aberrant” and “unde-
sirable.” Moreover, he/she begins to accept the depen-
dency prescribed under the sick role as normative for
the duration of his/her disability. Thus, the sick role
removes from the disabled person the obligation to
take charge of his/her own affairs.

The Impaired Role. This critique of the sick role is
affirmed in the concept of the “impaired role” articu-
lated by Gordon31 and by Siegler and Osmond.32 The
impaired role is ascribed to an individual whose con-
dition is not likely to improve and who is unable to
meet the Ist requirement of the sick role, the duty to
try to get well as soon as possible. Occupants of the
impaired role have abandoned the idea of recovery al-
together and have come to accept their condition and
dependency as permanent. In the words of Siegler and
Osmond,32 the impaired role “carries with it a loss of
full human status:”

. . . the impaired role does not require the exer-
tions of cooperating with medical treatment and
trying to regain one’s health, but the price of this
idleness is a kind of second-class citizenship.
The impaired role is not a normative one or one pre-
scribed by the medical model, but is a role a disabled
person is allowed to slip into as the passage of time
weakens the assumptions of the sick role.

The impaired role is fictionalized in Thomas Mann’s
Nobel Prize-winning The Magic Mountain,33 a novel
about patients living at the Berghof, an international
tuberculosis sanitarium for the wellto-do. Here
patients abandon the sick role for the impaired role.
Siegler and Osmond’s32 description of the impaired
role at the Berghof is informative:

The impaired role has a lower status than the sick
role, but in return for this childlike status, they
are allowed to spend their days as children do,
playing card games, taking up hobbies, having
meals served to them, “playing” with each other,
or, most often, doing nothing at all.
Mann’s fictionalized account of the Berghof presents
us with 1 variant of the impaired role as it is found in
a particular institutional setting. His account provides a
glimpse of the tendencies toward childlike dependency
inherent in the impaired role.

The IL movement rejects the behavioral expecta-
tions created by both the sick role and its derivative,
the impaired role, by saying that the disabled do not
want to be relieved of their familial, occupational, and
civic responsibilities in exchange for a childlike depen-
dency. In fact, this “relief” is considered tantamount to
denying the disabled their right to participate in the
life of the community and their right to full personhood.

Deinstitutionalization/Mainstreaming/
Normalization

The dependency-creating features of the medical
model and the impaired role are most pronounced in
institutional settings. Institutions are self-contained
social systems that allow house staff and various prac-
titioners to exercise a substantial measure of social
control with little outside interference.

Prolonged institutionalization is known to have
harmful effects:

Patients are encouraged to follow instructions,
rules and regulations. Compliance is highly
valued, and individualistic behavior is discourag-
ed. The “good” patient is the individual who
respectfully follows instructions and does not
disagree with staff. On the other hand, the
patient who constantly asks for a dime for the
pay phone, a postage stamp, or a pass to leave
the institution on personal business, tends to be
treated as a nuisance or labeled “manipulative.”
Patients do not make their own appointments,
keep their own medical charts, or take their own
medications. Responsibility for these things is
legally vested in the institution. Yet on the day
of discharge, the patient is expected suddenly to
assume control of his own health care and life
decision making.34

The trend to deinstitutionalize is one that cuts
across many disgbling conditions. The best known de-
institutionalization effort is the community mental
health movement which has allowed many individuals
—often with the use of psychotropic drugs—to leave
institutional confinement or remain in the community.
Similar examples can be found in other areas such as
geriatric care and juvenile correction.

The deinstitutionalization movement has been
backed by the political argument that institutional care
is expensive and that community care will save tax-
payer money. Proof of this argument has been hard to
establish, especially when studies overlook the ever-
present tendency of institutions to increase utilization
to meet capacity.

Severely physically disabled persons and their ad-
vocates are understandably latecomers to the deinsti-
tutionalization thrust. Unlike mentally impaired persons
of ex-offenders, their disability is more difficult to con-
ceal. Moreover, the deinstitutionalization of the
severely physically impaired requires substantial en-
vironmental or architectural modifications not required
by others.

The IL movement has adopted many of the same
money-saving arguments for deinstitutionalization used
by other groups. The only problem is that many of
these arguments are beginning to wear thin with repre-
sentatives of the taxpaying public who have not wit-
nessed any significant dec:ease in human service ex-
penditures. As latecomers to the deinstitutionalization
thrust, severely physically disabled persons are less
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likely to benefit from the money-saving argument.
Public cynicism about deinstitutionalization may prove
to be yet another barrier to independent living.

Closely related to the deinstitutionalization move-
ment are the concepts of normalization and main-
streaming. These concepts have been discussed mainly
in connection with developmentally disabled children
and young adults. At one time it was thought that the
interests of disabled children were best served by con-
fining them to institutions or segregating them into
special education classes. Now, thinking is that a dis-
abled child or young adult becomes more “normal”
when “mainstreamed” with able-bodied counterparts.
However, normalization goes beyond mere deinsti-
tutionalization. According to Dybwad,35 it assumes
that: normal on our earth is trouble and strife, trial

and tribulation and the handicapped person has

the right to be exposed to it. Normalization . ..
includes the dignity of risk . ..
Hence normalization takes deinstitutionalization a step
further to include the possibility of failure—a fact
which the deinstitutionalization movement has not
always been prepared to accept.

The dignity of risk is what the IL movement is all
about. Without the possibility of failure, the disabled
person is said to lack true independence and the mark
of one’s humanity—the right to choose for good or
evil.

INDEPENDENT LIVING AS AN ANALYTIC
PARADIGM

Social movements eventually find their expression
in public policy or professional practice. While neither
policy nor practice may totally embrace all the tenets
of a movement’s philosophy, a significant impact can
be discerned. The IL movement is no different. We
began our discussion by saying that independent living
is more than a social movement seeking new rights and
entitlements for disabled persons but is also having an
impact on disability professionals. The movement, as
we said, is reshaping the manner in which the problem
of disability is being defined and encouraging new
interventions. What we are witnessing in American dis-
ability policy is the emergence of a new ‘“paradigm”
that is redirecting the thinking of disability profes-
sionals and researchers alike.

Kuhn’s Conception of Paradigm

My use of the word paradigm is borrowed from
Kuhn’s oft-cited work, The Structure of Scientific
Revolutions.36 As a historian of the natural sciences,
Kuhn observed that scientific facts did not emerge by
simple accumulation or evolution, but were the pro-
ducts of new ways of thinking—new scientific para-
digms. Paradigms define reality for the scientist. They
provide the framework by which problems are identi-
fied and solved. A paradigm also prescribes the tech-
nology needed to solve a given problem.
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Kuhn’s historical frame of reference is not only ap-
plicable to the natural sciences but is appropriate to
public policy and professional practice as well. The
concept of a paradigm can be useful here in helping to
understand the debate that has been precipitated by
the IL movement.

Two other concepts are important in Kuhn’s ana-
lytic frame of reference. First is the concept of an
anomaly—an event or observation that cannot be ade-
quately explained by the dominant paradigm of the
time. When a sufficient number of anomalies appear,
a crisis is precipitated, and disaffected individuals begin
to search for an alternative. explanation or paradigm.
Second is the concept of paradigm shift—when 1 para-
digm is discarded for another. Anomalies do not
automatically cause individuals to renounce 1 paradigm
for another. A paradigm shift does not occur unless
there is a new paradigm to replace the old. “[A}
scientific theory is declared invalid only if an alternate
candidate is available to take its place.”36 Both these
concepts are useful to our inquiry here.

The Rehabilitation Paradigm

The dominant paradigm in disability policy today is
the rehablitation paradigm, which is evident in both
medical and vocational rehabilitation. It could be
argued that there are sufficient differences between
medical and vocational rehabilitation to speak of 2
paradigms, but there are also a sufficient number of
similarities to consider them as one. Since my main
interest is to contrast rehabilitation and independent
living as paradigms, the differences between medical
and vocational rehabilitation are less important.

In the rehabilitation paradigm, problems are gener-
ally defined in terms of inadequate performance in
ADL or in terms of inadequate preparation for gainful
employment. In both instances, the problem is as-
sumed to reside in the individual. It is the individual
who needs to be changed. To overcome his/her prob-
lem, the disabled individual is expected to yield to the
advice and instruction of a physician, physical thera-
pist, occupational therapist, or a vocational rehabilita-
tion counselor. The disabled individual is expected to
assume the role of “patient” or “client.” While the goal
of the rehabilitation process is maximum physical func-
tioning or gainful employment, success in rehabilita-
tion is to a large degree determined by whether the
patient or client complied with the prescribed thera-
peutic regime.

The Severely Disabled Person as an Anomaly

In recent years anomalies have appeared that cannot
be explained by the rehabilitation paradigm. The most
important anomaly was the fact that very severely
physically disabled persons were achieving indepen-
dence without the benefit of, or in spite of, profession-
al rehabilitation. In fact, some were considered too dis-
abled to significantly benefit from rehabilitation
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Table 1: Comparison of Rehabilitation and Independent Living Paradigms

Rehabilitation
Item paradigm

Independent living .
paradigm

Definition of problem

Locus of problem In individual

Solution to problem

Social role
Who controls Professional

Desired outcomes

Physical impairment/
lack of vocational skill

Professional intervention
by physician, physical
therapist, occupational
therapist, voc rehab
counselor, etc

Patient/client

Maximum ADL

Dependence on
professionals, relatives,
etc

In environment;
in the rehab process

Peer counseling
advocacy

self-help

consumer control
removal of barriers

Consumer
Consumer

Independent living

Gainful employment

services. It became evident that cooperation with pro-
fessional rehabilitation was not a prerequisite for inde-
pendent living. As a result, an increasing number of
individuals, particularly among the most severely dis-
abled, have become disaffected and have sought an
alternative paradigm.

The IL Paradigm

The IL paradigm has emerged, in part, as a response
to the anomaly of the severely physically disabled
person. According to the IL paradigm, the problem
does not reside in the individual but often in the
solution offered by the rehabilitation paradigm—
the dependency-inducing features of the physician-
patient or professional-client relationship. Rehabili-
tation is seen as part of the problem, not the solution.
The locus of the problem is not the individual but the
environment that includes not only the rehabilitation
process but also the physical environment and the
social control mechanisms in society-at-large. To cope
with these environmental barriers, the disabled person
must shed the patient or client role for the consumer
role. Advocacy, peer counseling, self-help, consumer
control, and barrier removal are the trademarks of the
IL paradigm (table 1).

Although the IL paradigm is now well beyond the
embryonic stage of development, the rehabilitation
paradigm remains strong. We can expect the IL para-
digm to strengthen as movement leaders continue to
refine its basic principles. In this period of paradigm
shift, we see individuals with loyalties to both para-
digms. There are some rehabilitation professionals who
have introduced IL concepts within their practice but
have not totally abandoned the rehabilitation paradigm
for the IL paradigm. This analysis differs somewhat
from Kuhn’s.36 He argues that *[the] decision to re-
ject one paradigm is always simultaneously the decision
to accept another...” The analysis here suggests that
the shift or transition to another paradigm is not neces-
sarily abrupt or exclusive.

Implications for Disability Research

Paradigms not only define problems and the range
of appropriate interventions; they also determine what
is relevant for purposes of research. Kuhn holds that
there is no such thing as research in the absence of any
paradigm. Underlying each paradigm is a theory of
causation spelling out the relevant set of dependent
and independent variables.

In traditional rehabilitation research, the emphasis
has been on outcomes such as gains in carrying out
ADL, mobility, and employment. The intervening
variables thought to be critical have generally centered
around patient/client characteristics and various kinds
of rehabilitation therapies. Patient/client characteristics
typically include age, sex, physical impairment, and the
psychologic makeup of the individual. The inclusion of
these characteristics reflects the assumption in rehabili-
tation research that the problem to be addressed re-
sides in the individual. The issue for rehabilitation re-
search is not whether rehabilitation works, but which
therapy or intervention works best for which groups of
patients or clients.

Independent living as a paradigm of research has
only begun to emerge. Much of the research incorpor-
ating IL concepts has yet to find its way into the
published literature. Nonetheless, given the values and
assumptions posited by the IL. movement, we can at
least begin to identify some of the variables considered
relevant for research.

The theory of causation implicit in the IL para-
digm asserts that environmental barriers are as critical
as, if not more so than, personal characteristics in de-
termining disability outcomes. This theory of causation
is implicit in Trieschmann’s37 conceptual framework
attempting to explain the behavior and outcomes of
spinal cord injured persons. Trieschmann hypothesizes
that behavior is the function of 3 sets of variables—
person variables, organic variables, and environmental
variables, as shown in table 2. According to Triesch-
mann,37:38 disability research must give more consider-
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Table 2: Trieschmann’s Hypothesis of Behavior Functions in Spinal Cord Injury (B=f(PxOxE})

P = Person variables

E = Envitonmental variables

O = Organic variables

Repertoire of Habits

Personality Style

Types of Rewards

Internal vs External Locus of Control

Hospital Milieu

Financial Security

Stigma Value of Disability
Family and Interpersonal Support

Age

Severity of Disability
Medical Complications
Congenital Anomalies

Method of Coping with Stress Social Milieu Strength
Self-ixp:age Urban vs Rural Residence Endurance
Creativity Access to Medical Attention & Equipment Repair

Access to Educational,

Socioeconomic Status

Recreational, & Avocational Pursuits

Architectural Barriers and Availability of Transportation

Legislation

Cultural and Ethnic Influences

ation to the effect of environmental variables and their
measured by psychologic tests “have not account for
a large proportion of the variance in behavior.38 Her
list of environmental variables is not exhaustive but
does illustrate the research directions proposed by the
IL paradigm.

Moreover, the IL paradigm differs from its rehabili-
tation counterpart in defining outcome variables rele-
vant for research. While rehabilitation has stressed the
importance of self-care, mobility, and employment, in-
dependent living has emphasized a larger constellation
of relevant outcomes. In addition to the 3 outcomes
considered desirable in rehabilitation, independent
living has emphasized the importance of living arrange-
ments, consumer assertiveness, outdoor mobility, and
out-of-home activity. In some instances the IL para-
digm would reject the significance of self-care as an
outcome variable. The fact that a disabled person needs
more assistance from a human helper does not neces-
sarily imply that he/she is more dependent. If a person
can get dressed in 15 minutes with human assistance
and then be off for a day of work, that person is more
independent that the person who takes 2 hours to dress
and remains homebound.

The challenge for disability researchers is to oper-
ationalize the concepts introduced by the IL paradigm.
In particular, we need to operationalize both the
outcomes and intervening variables deemed important
by the IL paradigm. In terms of outcomes we need to
identify and weight a set of variables that are most re-
flective of IL values. In terms of intervening environ-
mental barriers we need to define meaningful measures
of environmental constraint.

One might ask whether the consideration of environ-
mental variables belabors the obvious. “Ask any dis-
abled person,” one might say. While the importance of
environmental variables appears to be self-evident, we
are not certain about the relative contribution of each
environmental constraint in explaining IL outcomes.
Nor do we know the collective importance of these
environmental variables relative to individual char-
acteristics. We need to go beyond mere statistical sig-
nificance to show what percentage of the variance in
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outcome can be explained by variables considered
important by the IL paradigm.

But there is a more important reason to consider the
impact of environmental variables. There is a growing
public debate about the extent to which society should
subsidize the removal of environmental constraints—
inaccessible public transportation, architectural barriers,
unmet personal care needs, and others. If it can be
empirically demonstrated that these barriers are pre-
dictive of disability outcome, then the IL movement
will be considerably strengthened in making its case

before various public forums.
Environmental variables, unlike individual char-

acteristics, can be rectified through legislative and ad-
ministrative action. In his follow-up study of spinal
cord injured veterans, Eggert, in an unpublished dis-
sertation, makes this observation:
Environmental and individual characteristics. . .
have qualitatively different degrees of potential
manipulation. Demographic characteristics such
as age, sex, and race cannot be altered. Other in-
dividual characteristics, such as degree of inde-
pendence in ADL are subject to slight modifica-
tion through a program of physical therapy. The
nature and level of veterans benefits, an environ-
mental variable, is subject to drastic alteration by
the stroke of a pen on a piece of federal legis-
lation.3?
Traditional rehabilitation research that belabors the
significance or insignificance of individual patient/
client characteristics has little policy relevance—and
in many instances, has little clinical relevance as
well. As a paradigm of research, independent living
offers us an opportunity to steer away from the
myopic preoccupation with unalterable individual
characteristics that divert our attention from the
larger institutional and environmental context in
which disabled people live. The institutional and
environmental context has for too long been ac-
cepted as given.

THE FUTURE
In a mere 7 years, the IL movement has grown
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from a small band of disabled persons struggling for
simple rights to a significant political force shaping
the future of disability policy. With its meteoric
rise, can we predict how the movement is likely to
shape the future of disability policy? Can we pre-
dict what the movement will look like in another
decade? While these questions cannot be answered
directly, we can discern some trends and issues.

The Role of the IL Paradigm

The concept of paradigm can be useful in pre-
dicting how the IL movement is likely to affect dis-
ability policy. Paradigms are more than analytic frames
of reference; they also serve important latent social
functions. They prepare students, scholars, and prac-
titioners for membership in a particular discipline, help
to define the boundaries of professional practice, and
help to confer legitimacy upon professional groups.

Up till now the field of disability policy (for physi-
cally impaired persons) has been the captive of the
rehabilitation paradigm and rehabilitation professionals
whose limited frame of reference in many ways nar-
rowed the options available to disabled persons. The
emphasis on one-to-one clinical practice often excluded
the contributions of other disciplines. By broadening
the problem of disability to include a wide variety of
environmenta] variables, the IL paradigm is opening the
field of disability policy to other disciplines. The
emphasis on rights and entitlements is encouraging the
participation of legal professionals; the matter of
architectural barriers is stimulating new interest on the
part of architects; and the problem of work disincen-
tives arising from various public assistance programs is
sure to invite economists who have plowed similar
ground in income transfer programs geared to non-
disabled groups.

Furthermore, the infusion of new perspectives
precipitated by the IL movement will undoubtedly
invigorate the field of rehabilitation and enlarge its
awareness of related areas. For example, it may lead
vocational rehabilitation counselors to learn more
about the rest of the human service system with
resulting benefit to their clientele.

The Role of Able-Bodied Persons

One of the most vexing issues in the future will
be the role of able-bodied persons in the movement.
In some quarters, there are strong feelings that only
disabled “‘consumers™ should hold the majority of
leadership positions. The issue is reminiscent of the
civil rights movement when whites were asked to
relinquish their leadership roles in black-advocacy
organizations. The debate on this issue is likely to
intensify over the next few years. The issue of con-
sumer involvement will become less controversial as
able-bodied persons begin to realize the significant role
they have outside movement organizations, especially
in the development of public policy affecting disabled
persons.

Another unresolved issue is the question of who
is a “consumer.” This question is particularly rele-
vant to parents of disabled children. Parents have
often identified themselves as surrogate consumers
on behalf of their children. The movement has been
somewhat anti-parent, since parents of disabled child-
ren often perpetuate childhood dependency into adult
life. The movement has often viewed parents as a major
barrier to independent living.

New Legislation

The new authorizations for IL services under
PL95-602 present both opportunities and risks for
the movement. The new law gives an opportunity to
strengthen existing IL programs and to extend IL
services to parts of the nation where none exist. The
new law also affirms the political credibility of the
movement. The risk is that new funding could bureau-
cratize the movement and blunt its cutting edge as it
becomes involved in organizational maintenance
activities at the expense of advocacy. Moreover, IL
funds may be diverted into activities that are only
marginally associated with independent living, thus
diluting the meaning of what independent living is all
about. Finally, since new funding will come through
the Rehabilitation Act, there is the danger that the
movement may become a captive of the rehabilitation
establishment.

We can also expect new legislation on other fronts.
Legislation has been pending in the Congress to remove
certain work disincentives for disabled persons receiv-
ing benefits under the Social Security Disability
Insurance and the Supplemental Security Income
programs. Disincentives under these programs are most
serious for severely disabled persons, who not only lose
their income benefits but also their related medical and
social service benefits when becoming gainfully em-
ployed. If passed, the legislation should enable many
disabled persons to become more independent through
gainful employment. As of this writing, it appears
likely that Congress will pass some legislation in this
area. This problem has been in existence for some time
and has compromised the ability of state vocational re-
habilitation agencies to move severely disabled per-
sons toward gainful employment. Yet, rehabilitation
professionals have, till recently, ignored the disin-
centives problem as a serious disability policy issue
—even though the disincentives facing disabled per-
sons have been far more serious than those facing
persons participating in other more controversial
welfare programs. The disincentives issue illustrates
how the IL movement may liberate the formation
of disability policy from the assumptions that have
governed the rehabilitation establishment.

CONCLUSIONS

The IL movement represents a new chapter in
American disability policy. Considering its brief history,
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its accomplishments in legislation, services, and raising
of consciousness have been truly remarkable. But the
movement has only begun. We can expect it to reach
out to new disability groups and to enlarge its base as
its initial adherents grow older. We can also expect
it to produce a growing and sophisticated disability
literature as it continues to redefine its concepts, pro-

grams, and services.
The movement’s most significant contribution is
that it has given disabled persons a voice in their own

future and has fostered a new sense of dignity and

pride that for too long has been denied them. This will
continue to be its most important contribution in the
years to come.
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Federal Legislative History of Independent Living
Programs

Richard E. Verville, LLB

ABSTRACT. Verville RE: Federal legislative history of
independent living programs. Arch Phys Med Rehabil
60: 447-451,1979.

e In some respects, passage by the US Congress of
the 1978 Amendments to the Rehabilitation Act
(PL95-602) marked the beginning of federal involve-
ment in the independent-living movement. For the 1st
time a program was created whose primary goal is to
help disabled persons to live independently; previous
programs have been designed to help such persons
become employable. This paper briefly examines the
roots of PL95-602 and identifies how this new law
represents a major new direction in the rehabilitation
movement. The purposes and goals of the advocates
of independent living have changed in the past decade
and the new law reflects those changes.

A productive discussion of independent-living pro-
grams must, like any discussion of a complicated
matter, begin with some elaboration of the concepts,
terms, and issues involved. In the context of the vo-
cational rehabilitation laws and programs of the past
60 years, the term “independent living” has generally
referred to attempts to establish programs of rehabilita-
tion services with the purpose of improving the dis-
abled individual’s ability to function independently
to the extent possible. The disabled person would not
have to have a reasonable likelihood of being employed
as a result of the services provided but would have a
reasonable likelihood of being able to live outside of
an institutional setting.

Confusion has existed as to whether the independent-
living program and policy are conceptually based on
the goal of the services provided, the types of services
financed, or the type of individual eligible for services.
Often, all 3 concepts have been involved, but basically
it is the first which distinguishes independent living
from other rehabilitation policies or programs. How-
ever, because the goal is to enable the patient to
function independently, the individuals eligible are
likely to be different from persons eligible for tradition-
al vocational rehabilitation services. The difference
may be in age as well as in the severity of the disability.

In addition, the services may also vary between an
independent living program and a vocational rehabilita-
tion program, although both are comprehensive service
programs in that any health, social, psychologic, voca-
tional, or other services or aids can be provided to meet
the established goal. Comprehensive services for inde-
pendent living are defined in PL95-602 as all services
provided under the vocational rehabilitation program
plus any other services necessary to achieve the goal

of independent living. However, in an independent-
living program, social services may be the primary
service element, with health services next and vocational
training services being the least utilized. In vocational
rehabilitation, the order might well be reversed.

BACKGROUND HISTORY

In reviewing the literature dealing with the history
of rehabilitation legislation, one finds only an occasional
reference to independent living as a part of the arsenal
of rehabilitation programs. In an article marking the -
50th anniversary of the vocational rehabilitation
program, Smith! observed: “There has been, at various
stages in the program’s history, discussion of changing
the program to one in which services could be given
for the purpose of improving the disabled individual’s
functioning to make it possible for him to gain the
status of independent living other than mere economic
independence.” A main thesis of Smith’s article is
“the consistency with™ which the Congress and the
different administrations have, through the years. . . ,
maintained the goal of employment for the persons
found eligible for the services.”

Thomas, in 1970, was unable to cite an instance
prior to that year of expansion of nonvocational
programs of rehabilitation, but he did suggest that a
possible trend for the 1970s would be the provision
of “life enriching experiences to all handicapped
people, whether related to employment or not.”? In
that same edition of the Journal of Rehabilitation,
Mary Switzer and E.B. Whitten, two of the intellectual
and political leaders of rehabilitation during the 1950s,
1960s, and early 1970s, attempted to forecast the
future of rehabilitation, with no mention of inde-
pendent living. Perhaps the most revealing commentary
of all on independent living programs is the thoughtful
paper of Mary Switzer,3 on the need in the decades
after 1970 to constructively reform the rehabilitation
program to provide vocationat opportunities for
classes of people overlooked traditionally by rehabilita-
tion: public offenders, alcoholics and drug addicts, and
welfare recipients. Her major point was that the reha-
bilitation program always maintain its vocational ob-
jective:
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“The challenge of the future will be to maintain the
dual characteristics of rehabilitation as we have
known it for they are the essential ingredients of its
success. First, the personal, committed, devoted
relationship of the counselor to the person being
served; and second, the service to be directed to the
goalof work.” (Emphasis supplied).
That statement was made 2 years before President
Nixon vetoed HR8395 and the S7 on the grounds,
among others, that the bills strayed too far from the
essential vocational objective of the program.

Perhaps the best account of the history of rehabili-
tation legislation is Russell Dean’s book New Life for
Millions.* In the account of the history of the reha-
bilitation movement and federal legislation there is no
mention of independent living programs as important
federal legislative considerations.

The 1st rehabilitation legislation involved vocational
rehabilitation for World War I veterans and then similar

legislation for civilians. The focus of both laws was so

narrowly vocational that physical restorative services
were not included in either law as rehabilitation
services.* While the fear of socialized medicine had
something to do with this reaction, it also reflected the
very narrow focus of the new laws. Not until 1943 was
restorative medical care a service for which rehabilita-
tion agencies could pay with federal funds. However,
there were some, such as Douglas McMurtrie, head of
the Red Cross Institute for Crippled and Disabled
Men, who argued even at the beginning for broader
programs.* But according to Dean,® even the flexible
definitions and programming recommended by
McMurtrie in 1918 were related only to services to
those having prospects for ultimate employment.

Some. general consideration of social goals for
rehabilitation was given by President Hoover and
his staff in 1928 during a national conference on the
health and protection of children.4 In the President’s
opening speech, he classified the 3 major problems of
children as “the protection and stimulation of the
normal child; second, aid to the physically defective
and handicapped child; third, the problem of the
delinquent child.”* Obviously, aid to handicapped
children would not be assistance of a vocational
nature primarily. Rather, it would be health, social,
and educational services. However, no new federal
laws developed to provide programs for these problem
areas. It was not until the enactment of titles IV B and
V of the Social Security Act that social and health
services to children, including handicapped children,
were authorized, and these were not established,
organized, or provided as part of rehabilitation.

In 1943, the amendments to the rehabilitation
legislation added physical restorative services, or
medical rehabilitation, to the program. Congressman
Walter Judd, a Minnesota physician, was most respon-
sible for this major achievement. The concept of reha-
bilitation services was becoming more comprehensive,
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but the goal was still clearly a vocational one. With
respect to rehabilitation, the 1940’s were clearly most
notable for the major expansion of medical rehabilita-
tion programs. While the 1943 amendments to rehabili-
tation legislation (PL78-113) were being developed, Dr.
Howard Rusk was developing medical rehabilitation
care in the military health system.5 Also, the Baruch
Committee on Physical Medicine was established by
Bernard Baruch and had immediate effect on the ex-
pansion of this field of medicine.5 Dr. Paul Magnuson
led a major overhaul in the VA health system which
emphasized rehabilitation care.5

The amendments of 1954, PL83-565, added
research, training, and facility grants to the array of
programs in rehabilitation. legislation but did not deal
with questions of direction or goals for rehabilitative
services. These amendments, as did the 1943 amend-
ments, expanded the programs available in rehabilita-
tion. PL83-565 did not expand the services which reha-
bilitation could finance, for the 1943 amendments had
essentially made the program comprehensive with
respect to the scope of services,? but the 1954 amend-
ments made rehabilitation a multiprogram approach by
adding research, training, innovation, and facility
support to the federal-state service program.5

THE 1960s

In the late 1950s, the rehabilitation program came
under the exciting and creative leadership of Mary
Switzer, whose background had been in the Public
Health Service. By 1960, the program was one of the
major social programs financed by the federal govern-
ment. We had not then yet witnessed the growth of
federal social programs which later produced Medicare,
Medicaid, major federal aid to elementary and secondary
education, social services for the elderly, and title XX
of the Social Security Act. The rehabilitation program
had by 1960 developed most of its major elements
except independent living: comprehensive services,
innovation grants, research and training programs, and
facility support. At the same time, substantial growth
in federal programs and responsibility for the poor was
clearly in evidence. The effect on vocational rehabili-
tation was a broadening of its clientele without change
in its program goals. In fact, when major social pro-
gramming was enacted for the disabled in the 1960s,
vocational rehabilitation was not the legislative or
program instrument utilized.

Under President Kennedy in 1960, the nation was
urged to focus upon the problems of perhaps the most
neglected of disabled citizens, the retarded. In 1963,
the Mental Retardation Facilities and Community
Mental Health Centers Construction Act of 1963 was
enacted. It established the foundation for what is
presently the Developmental Disabilities Act. The
goal of the effort for the retarded or those with de-
velopmental disabilities was not and is not limited to
vocational activity. Assistance in improved independ-
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ence of function was, at least implicitly, an important
policy of the law. These programs were not enacted as
part of rehabilitation legislation, nor was the Rehabilita-
tion Services Administration (RSA) the administering
agency. Thus, when a social, nonvocational goal and
program was developed for a group of severly disabled,
it was clearly not established as part of the rehabilitation
program structure, though it might have been.

The major issue of rehabilitation policy in the 1960s
did, however, relate to the populations served. This is
evidenced by the 1970 paper by Ms. Switzer, cited
above.3 The book, 50 Years of Rehabilitation in the
US.A., 1920-1970, put it aptly:

“Now the vocational rehabilitation program faced a

challenge of unprecedented size—of bringing to the

problems of the poor and disadvantaged the con-

cepts, philosophy and the methods on which voca-

tional rehabilitation had grown. . .. "3

The decade of the 1960s reflected an extraordinary
concern at the national political level for the poor and
economically disadvantaged, not evidenced since the
depression when there was no alternative but to be
concerned and act. In the 1960s the poverty programs
of the Office of Economic Opportunity (OEQ), aid to
disadvantaged children in the schools (title 1 of the
Elementary & Secondary Education Act), and Medi-
caid, were all enacted to assist the poor. Rehabilitation
was expected to fulfill a role as well. It was placed or-
ganizationally in a new federal agency, the Social
and Rehabilitation Service (SRS).* The name of the
agency is reflective of the view of the times., Ms.
Switzer’s role as first SRS Administrator is evidence
of not only her skill but the importance Wilbur Cohen,
then secretary of HEW, placed on vocational rehabilita-
tion in dealing with the poor and their needs. But, as
Ms. Switzer wrote in 1970, the rehabilitation program
was a vocational one and she intended it to remain
that way.3

Another noteworthy event of 1968 was the comple-
tion of a study of rehabilitation programs, first called
for by Congressman Fogarty in 1963 and done by a
prestigious National Citizens Advisory Committee
(NCAC) on Vocational Rehabilitation which began its
work in 1966.4 The 1968 Report was similar in tone
and theory to Ms. Switzer’s 1970: paper. Its thrust was
on the need for broadening of vocational rehabilitation
to serve the disadvantaged of all types.5 It also called
for a special program aimed at correctional institutions
and special local centers for rehabilitation in poor
urban neighborhoods.5 These findings were perfectly
consistent with the general political climate of the
1960s. According to the NCAC, the focus of rehabili-
tation was still to be on vocational goals.

THE 1970s

Most histories of rehabilitation end at about 1970
but personal recollections generally suffice for a period
as recent as 10 yeatrs. The st years of the Nixon

Administration saw continued interest in the problems
of poverty which concerned prior administrations, but
the program response to those needs focused essen-
tially on income support and jobs. The Adminstration
began phasing out the social service programs of OEO.
Rehabilitation was given a leadership role in providing
vocational training and jobs for welfare recipients as
part of major welfare reform initiatives. However,
while this may have been consistent with the 1965 and
1968 amendments, reflecting a need to provide ex-
tended evaluation and work adjustment services and
broadening the focus to the behaviorally handicapped,
many people in the field believed that the effort on
behalf of the physically disabled was being vitiated.

The Congressional hearings of 1972 on rehabilita-
tion and related deliberations raised 2 major questions
about the vocational rehabilitation program: (1)
“creaming,” or taking easy cases to develop good
statistics; and (2) serving those without real physical
or mental handicaps in the traditional sense. Both these
criticisms led to concern with tightening the law to
require vocational rehabilitation service primarily to.
those with the most severe handicaps, a trend notice-
ably incorisistent with Ms. Switzer’s and the NCAC
views.

In 1972, the Administration submitted its rehabili-
tation legislation, which did not propose any major
new programs, only technical amendments. The House
Committee on Education & Labor did recommend
major reform and new programs in its bill HR8395,
sponsored by Chairman Carl Perkins and John Brademas.
That bill included a proposed major program of com-
prehensive rehabilitation services for those who might
not reasonably have a vocational goal in life, but for
whom rehabilitation would be of assistance in living
independently. In large part, this idea arose because
of concern that some severely disabled individuals
who might benefit from vocational rehabilitation

services were so disabled that a vocational goal seemed
unlikely, at least in the short term, and they were there-
fore not served at all. Like much of the history of the
1970s and 1960s, this philosophy was a vocational one.

The Administration attacked this independent-living
proposal on the ground that it diverted rehabilitation
from its quantitative and measurable goal of vocational
outcomes, thereby weakening the program, and be-
cause there were social services available to the handi-
capped under title IVA, now XX, of the Social
Security Act. It was also argued that HR8395 would
create 2 program tracks and divert the severely handi-
capped to a 2nd track, which did not offer vocational
services, thereby defeating the purpose of serving that
population when work was feasible. HR8395 and its
successor, S7, which included the same independent
living program, were both vetoed for the above reasons.
and because of cost.

The Senate Committee Report on S1875, the reha-
bilitation legislation enacted as PL93-112 in 1973,
Senate Report 93-318,% clearly evidenced the fairly
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narrow Congressional view of independent living as'a
vocational program for the severely disabled. It sum-
marized the problems highlighted by the 1972 hearings
as: (1) failure of vocational rehabilitation to respond to
the needs of the severely handicapped and (2) lack of
services in the community for those who might not
presently have a vocational potential “but who would

‘be brought to that point through the provision of self

help services and training”. © (Emphasis supplied.)

The legislation finally enacted, S1875, resulted in
the Rehabilitation Act of 1973, PL93-112. While it
did not include the independent living program that
had been title II of HR8395, it did have some pro-
visions of great significance to nenvocational services to
the severely handicapped: (1) the civil rights provi-
sions of title V or PL93-112;(2) special projects for cer-
tain classes of severely disabled such as the spinal cord
injured where the emphasis was upon nonvocational
services; and (3) special demonstrations to determine
the total needs of severely handicapped individuals.
PL93-112 als0 required vocational rehabilitation
services to be targeted on the severely handicapped.

The pressures for independent living programs
seemed to change substantially from 1970-1972 to the
years 1974-1978. Between 1974 and 1978, 2 major
movements are noteworthy in the rehabilitation field
that also affected independent living programs: the
consumer movement, including the White House
Conference on the Handicapped, and civil rights for the

. handicapped. Civil rights issues often focused on trans-

portation, housing, and living arrangements, matters
essential to independent-living programs. Also, the
consumer movement resulted in the establishment
of consumer:managed centers for independent living
throughout the United States, whose focus was more
social than vocational.

In addition, a major national movement largely un-

related to rehabilitation but affecting it directly de-
veloped in the years just after 1972: the concern with
deinstitutionalization. This concern arose around the
needs: of the mentally ill, but rapidly spread to include
those of the elderly and eventually physically severely
disabled people. It created pressures for community-
based living arrangements and social services for the.
severely handicapped. These pressures and concerns
were not necessarily with the future employment of
the individuals needing such community-based services,
but rather with their independent function. Unfor-
tunately, behind this movement of deinstitutionaliza-
tion there was also the deft hand of budgeteers who
saw deinstitutionalizationi as a cost-saving device for
federal and state governments.

The major interest of consumers and the White
House Conference on the Handicapped was with the
full scope -of needs of handicapped people: trans-
portation, housing, health care, income support, and
civil rights. While employment was still important, the
consumer miovement, the civil rights movement for
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the handicapped, 'and the deinstitutionalization doc-
trine served more than anything ¢lse to emphasize pro-
gram needs which were not traditional to vocational
rehabilitation. This effectively laid a foundation for
a fully new approach to independent-living activity.

LATER DEVELOPMENTS

With the coming of the late 1970s, the pressure was
off from rehabilitation to serve all of the disadvantaged,
as the Johnson 'and Nixon Administrations, Mary

Switzer, and the NCAC had all urged. New programs -

had been authorized of expanded to meet the needs of
the disadvantaged, such as title XX of the' Social
Security Act, the Older Americans Act Amendments
of 1973 and 1974, and programs in alcoholism and
drug abuse at the National Institute on Mental Health.

However, the pressures of severely handicapped people

for expanded service had grown immeasurably dufing
the 1970s, as evidenced by the effective formation of
the American Coalition of Citizens with Disabilities
and the White House Conference on the Handicapped,
which were as much for social goals and programs as
vocational ones. Also, the 1973 PL93-112, had already
targeted vocational rehabilitation services on the severe-
ly handicapped. As a result, the focus swung drastically
from expanding the persons served by bringing new
groups of needy into the traditional vocational re-
habilitation system, to expanding the sefvice goals
and programs available, but limiting those served
to only the severely disabled. The 1973 Act had

narrowed the target group and the 1978 Act would |

expand the service program to include independent-
living services and centers.

Thus, in 1978, PL95-602 produced title VII of the
Rehabilitation Act, “Comprehensive Services for In-
dependent Living,” the 1st major, nonvocational pro-
gram of federal rehabilitation legislation. Its details
have been elaborated many times. At this time, RSA is
struggling with regulations for the program. That
struggle makes Sisyphus look like a great achiever.
While the regulations are being worried over, HEW is
requesting only $10million to finance a program
authorized for funding at $150million. A $150million
program cannot possibly achieve its objectives when
financed at $1Omillion. The serious general budget
situation generally leads most knowledgeable people to
conclude that while Congress will be more generous
than HEW, it will not provide anything near $150mil-
lion. It is likely then, that the program will begin as
one of support to centers for independent living on
a small scale and not expand-into a major national
service program for some ‘years.

CONCLUSIONS

The history of 60 years of rehabilitation legislation
indicates an inexorable movement to expand services in
this field: from strictly vocational services in 1920; to

" comprehensive medical, social, and vocational services

’j
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but all with a vocational goal in 1943; to vocational re-
habilitation services directed toward independent living
as a program goal in 1978. However, the first 50 years
of the program were all concerned only with employ-
ment as the goal of the services and programs. Only in
the past decade have nonvocational goals become
especially significant to the leadership of the rehabilita-
tion movement. Even in this decade, the concept of
independent living has shifted in a dramatic way from

essentially one of expanding vocational rehabilitation

services to those with severe handicaps and unlikely
employment goals, to providing primarily social
services to those, including the aged and children, who
may never work. .

The lesson of this history is whether, in such a short
time, a very old program with all of the inhibitions of
age can respond constructively to a major new program
area, While independent-living activity has been under-
way in a few states for the past 5 years, it in no way
has been a major national program such as that called
for in PL95-602. If funding consistent with the author-
ity and scope of PL95-602 is provided for independent
living, the challenge will be significant; if it is not, the
frustration for handicapped people will be equally
significant. The challenge will be to demonstrate that

rehabilitation agencies and professionals can organize
and deliver rehabilitation services to effectively and
measurably improve independent function and living
for those for whom work is a far-removed, if not
impossible, goal. Many people, from President Nixon
and his OMB to Mary Switzer and other great leaders
of rehabilitation, have had their doubts.
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Helpmg One Another. ‘A Speculative Hlstory of the
Self-Help Movement

Irving Kenneth Zola, PhD

ABSTRACT. Zola IK: Helping one another: speculatlve
history of self-help movement. Arch Phys Med Rehabil
60: 452-456, 1979.

¢ The Independent Living Movement represents a di- .
rect challenge to current notions of rehabilitation (see
the article by Gerben DeJong in this issue). It is a -

unique challenge, spearheaded not by new technical
advances but. by a new social awareness, and not from
within by medical personnel but from without by lay
groups: In another sense, however, it is but the latest
evolution of an old theme in American life—the notion
of self-help. This paper traces the history of self-hélp,
to illuminate the problems and prospects of the Inde-
pendent Living Movement. -

The roots of mutual-aid groups harken back to the
frontier days of the United States. As early as the st
part of the 19th century, Alexis de Toqueville noted
the American penchant for joining groups,! and by
1900 a d1rectory listed over 250 independent national
voluntary lay organizations. For most of these organi-
zations, be they men’s service clubs, women’s clubs, or

. others, the goal of helping, though often central to

their avowed reason for being, was rather external to
the members themselves. Those to be helped were the
community in general or some specific cause or disease.

The shift from voluntary associations for helping
others to mutual-aid organizations to help each otheér
was, however, not an easy one. Though some have

found exarples of such activities in early agricultural

cooperatives,? the mass waves of immigration of the
late 19th and early 20th century were the cleatest
stimuli to their proliferation.® Thrust into a nation in
which there were few formal services to aid.in their
survival, the new arrivals turned to one another. Their
response was the creation of mutual-aid societies where
meinbership was based primarily on sharing some
explicit social characteristic: race, religion, country of
origin. Interestingly, by far the most “popular” of their
services, though basic to life, came at the end of it:
namely burial and funeral rites. A far-distant 2nd
service was the lending of money. Thus, in these early
self-help groups, the aid given to one another was of
the most material sort. From this tangible kind of
service, aid of a more social or psychologic nature was
truly a giant step.

The difficulty -of this step is illustrated in the his-
tory of that best-known of illness-oriented voluntary
organizations: The March of Dimes. For here, where
the rehabilitation problems of young children were
enormous as well as controversial, there was no “com-
ing together” of the afflicted. When it is remembered
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that polio patients were not isolated from one anotberf

and even had clinics, wards, and hospitals devoted to™" "
their exclusive treatment, then the fact that no support-~
organization, however informal; ever arose or was efi- .« -
couraged is even more surprising. In retrospect it seems-- -
that there was a ‘kind of undertone that such activity -
might be considered inappropriate. Everything -that

could be done was being done for you. In a-distortion

“of the recent slogan, “Do your own thing,” it became, - .
“Do your.own suffering and managrng, a_nd keep your; .

problems to yourself ”

Three Barriers To SeIf Help

From such examples I infer that there must have‘
been a number of barriers which impeded the develop-n" :
- ment of medical self-help organizations. Three barriers

that seem most basic were: 1) the nature of the prob-

lems to which such groups were devoted; 2) the nature
of the help required in dealing with the problems;dnd = |
3) the nature of the personnel best suited to give that o

help..

On several levels the diseases with which mutual- a1d-',; :
societies dealt were long considered socially unaccept- o
able. Most concretely the groups dealt with issues of ./« "y
“loss” and “‘deficiency,” from a missing body part or;

function—the ability to walk, te see, to hear, to speak

to urinate, to defecate—to the most taboo of psycho- . - °
loglc tralts the inability to control cértain aspects of . '
onie’s behavior, such as gambling, drinking, drugs, sex-. ~
‘uality, mental illness, obesity. There is no doubt a
continuum of taboo problems, with several, such as

hearing, seeing, and walking, being far less stigmatized

* than others, such as facial disfigurement or colostomy. .
But toleratlon for being less than perfect even m‘_‘
these respects is a very recent phenomenon. Only in-

the current generation of teenagers is the taunt, “Boys
never make passes at gitls who wear glasses,” a 1ud1-

~ crous one, On the other hand we, the older generation,

are still: “hung up” on even the “most aécepted” of
handicaps: We speak louder to the. deaf, avoid men-

tioning the beauty of scenes to the blind, and reprimand -
our children for staring at someone with a limp. All of .

this is complicated by our country’s commitment to a

belief that there is 7o problem that cannot bé ultifate- .

ly overcome. Thus unsolved problems or. diseases come
to represent a failure, and the bearers or survivors be-

From the Department of Sociology,"Bran_deis University,

‘Waltham, MA, and the Boston Self Help Center, Brookline, MA.

Accepted for publication July 31, 1979.

R e A




HISTORY OF SELF-HELP MOVEMENT, Zola 453

come constant reminders of this inadequacy. As such, a
general response was to put them as far as poss1ble out
of sight and out of mind.

A 2nd barrier, the nature of the help that such
problems entailed, was also threatening. For the idea
of being in need of help is not an accepted theme in
the Western world. No aphorism regarding help is
known so well as “The Lord helps those who help
themselves.” Independence was the byword. Achieve-
ment against all odds and all comers was the measure
of success. Horatio Alger was for many years the
embodiment of the American ideal—a person who over-
came his background to attain success. So too the folk
heroes of chronic disease were not the millions who

~came to terms with their problems but those few who

were so successful that they passed—the polio victim
who broke track records, the one-legged baseball
pitcher who made the major leagues, the great com-
poser who was deaf, the famous singer who had a
colostomy. They were all so good that no one knew,
and therein lay part of their glory.

In fact, it may be that the emphasis on such suc-
cesses has done more harm than good for the majority
of people with disabilities. For it masks the real kinds
of help that the sufferers of chronic conditions need.
Management in daily living does not involve doing
dramatic tasks, but mundane ones. And these examples
of someone overcoming a handicap once and for all
certainly masks the time element required for such
help. Most of this aid can neither be given nor utilized
in a single encounter or short series of encounters. And
the problem is not, for the majority, a temporary one
but one that will last for life. That is what chronic
means! How uncomfortable this makes people feel is

~ frequently seen in the negative response to mutual-aid

organizations which state this lifetime commitment
explicitly, such as Alcoholics Anonymous, Synanon,
Re-Evaluation Counseling, and the current Indepen-

- dent Living Movement.

" The 3rd barrier to any widespread acceptance of
mutual aid was the nature of the personnel involved in
giving help—our enormous worship of the technical
expert, especially the physician. For modern medical
care has been, and to a large extent still is, the exclu-
sive province of the physician. It has been hard enough
for the physician to give up tasks, and inevitably some
responsibility, to a growing army of allied health pro-

.. fessionals. But these were at least nominally under his

authority. Self-help organizations, on the other hand,
were essentially lay groups and as such were Iargely
outside medical control. As a result, any good that
they could do was scarcely examined. Even when posi-
tive results of mutual aid were reported, as in group
therapy and encounter groups, they were given little
professional recognition and were dismissed as second-
choice alternatives. At best they might be viewed as
nice things for patients to do to keep themselves occu-
pied and out of trouble. Such forms of help repre-

sented self-treatment and this, next to the use of chiro-
practors, was regarded by the ordinary providers of
medical care as perhaps worse than no help at all,

Ameliorating Factors

With such formidable forces ranged against the
mutual-aid organizations, how did they ever get off
the ground? There is no single answer, but a number of
events certainly pried open the door. For example,
World War II had an enormous impact upon our
ability to ignore the seamier aspects of life. Once and
for all our insulation was broken. All of us, but partic-
ularly those in the Armed Services, confronted differ-
ent cultures and thus different ways of defining as well
as handling problems. In short we saw viable alterna-
tives. Certainly one could argue that the civil rights
movement truly got under way here as blacks and
whites were forced to come to new definitions of
themselves and others. (One might have expected this
to have taken place much earlier with the great waves
of immigration which inundated our country, but their
influence was mitigated both by the vastness of
America which permitted great isolation of most
“natives” from these groups and by the philosophy of
Americanization, which, accepted by the immigrants
and encouraged by the residents, consciously attempt-
ed to extinguish all salient aspects of the heritage from
which they came.)*

World War II, however, did more than this. It forced
a confrontation with the most massive job of rehabili-
tation we have ever faced and this made certain kinds
of physical handicaps no longer a personal but a
national responsibility.

The A-bomb itself and its successor, the H-bomb,
provoked the deepest questioning of who we were and
what life was all about. At least 1 outcome of this
searing of our social conscience was a financial com-
mitment to the solving of life’s problems. So in the
postwar era, the National Institutes of Health flourish-
ed and some form of national health insurance became
increasingly inevitable.

The change in the nature of help that might be
needed was being challenged also by certain undeniable
realities. With a host of infectious diseases coming
under control, more and more people were surviving to
middle age and beyond. Thus many latent or previous-
ly “numerically insignificant” disorders became more
manifest—arthritis, diabetes, mental illness, heart
disease; multiple sclerosis, stroke, cancer. Moreover,
these were disorders which were more often disabling
than immediately fatal, and for which no “magic
bullet” either in prevention or in care was forthcoming.
In short, they were problems which should require
medical management for extended periods of tlme
some for life.

But there was something more to these disorders;
they fundamentally altered the doctor-patient relation-
ship. There was a shift from cure to care. No longer did
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treatment take place with the doctor doing and the
patient receiving. To succeed at all, the patient had to
help and, as in psychotherapy, to be an active partici-
pant. In short, treatment was something in which the
patients themselves had a role—something that had to
be recognized by them as well as their former “care-
takers.”

The Advent of Psychiatric Impact

The coming of age of psychiatry had another impact,
for it made abundantly clear the importance of behav-
ior in all aspects of disease—from how one gets sick to
whether or not one recovers. In a sense it reemphasized
the oneness of a person’s mind and body—a phenom-
enon so evident in the almost ever-expanding category
of disorders called psychosomatic. Thus, terms like
“support” and “relationship” could no longer be some-
thing in medical care to be done if one had the time,
but were at the very core of helping. And yet this was
not an activity for which many health personnel felt
trained or inclined. Even were they willing to actively
undertake such a role, it is not clear that numerically
they would ever fill the need.

For given the current demand, the shortage of
physicians is insurmountable and we are too com-
mitted to a line of scientific inquiry and specialization
to ever turn back. No matter how many doctors now
choose the path of primary care or community medicine,
doctors in general continue to be more specialized
rather than less. Thus partly by default and partly by
delegation, many medical tasks—from history-taking
to prescribing drugs, from giving injections to perform-
ing certain forms of surgery, from teaching to counsel-
ing—ultimately came to be done by people who were
not MDs. The biggest jump, however, was not in the
delegation of responsibility to less-trained personnel
but in the taking over of many therapeutic tasks by
people who had “been there” or were still “there.”
In short, the “expertise” of patients to help themselves
and others began to be recognized.

The recognition of such expertise is at best a strug-
gle. The world in general and the medical world in par-
ticular still too often feel they are in the best position
to know what is in the best interests of the disabled.
Often they contend it is their years of experience and
lack of personal involvement which makes them see
our needs more clearly. A personal experience shows
how occasionally ludicrous this claim can be:

I entered the workshop of a prosthetist who
had been in the business for over 50 years. Not-
ing that I had had polio and use a cane to walk,
he motioned me to come near.

He: “I wonder if you’d try this cane.” I did
$O.

He: “Well, what do you think?”

IKZ: “It seems solid enough.”

He: “Now watch this.”” He then proceeded to
take the cane from me and pushed a little button
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about 3 inches from the handle, and out popped

a 12-inch blade.

Before I could say another word, he went on:
“This one is even handier; look!” Taking another
cane, he also pressed a button and now bran-
dished what might be called a 10-inch iron black-
jack. “You know,” he went on, “in times like
these, crime in the streets and all, things like
this self-defense cane should be pretty handy.”

IKZ: “Yes,” (in my best tongue-in-cheek
fashion) “‘particularly if the thief lets me lean
on him for support while I dismantle my cane.”

In a certain basic sense I feel that no matter how so-
phisticated or even understanding the unafflicted
become, the sufferers will ultimately have to see to
their own needs by banding together and pushing. This
is not merely because the general public does not care
but because, in a real sense, they do not know. It is not
accidental that major changes in the architecture of
public buildings have been pushed by paraplegics,
reduction of drug maintenance costs by “mended
hearts,” extension of medical insurance coverage by os-
tomates, new speech therapies by the laryngectomies,
or a new profession, enterostomal therapy, largely
created and staffed by former patients. Thus public
interest is not stirred by large members of “problem-
bearers” alone. There have always been millions of
poor, of black, and of consumers, as Michael Harring-
ton has pointed out in “The Other America.”> It has
always taken something more to stir society to action.

Thus while there is some recognition of the legiti-
macy of the self-help movement and the people it rep-
resents, the acceptance of the voices of the disabled is
grudging at best. Even with the greater attention to
problems of chronic disease and disability, there is a
way society speaks of them which perpetuates a sep-
aration and a distancing. It seems that, to justify rising
health costs as well as the financial expenditure that it
will supposedly take to remove current architectural
and programmatic barriers, we must quantify the
extent of the problem. And yet in so doing we distort
an important reality. By trying to find strict measures
of disability we make into dichotomous categories
what are indeed a series of blurry, continually changing
continua. By agreeing that there are 20 million disabled
or 36 million, or even half the population, in some way
affected by disability, we delude ourseélves into think-
ing there is some finite (no matter how large) number
of people. In this way, both in the defining and in the
measuring, we try to make the reality of disease, dis-
ability, and death problematic, and in this way make it
at least potentially someone else’s problem. But it is
not, and can never be. Any person reading the words
on this page is “at best” momentarily able-bodied. But
everyone reading them will, at some point, suffer from
at least one or more chronic diseases and will be dis-
abled,- temporarily or permanently, for a significant
portion of his or her life.




That we persist in this denial means that the neces-
sary steps to undo this process are likely to be difficult
to acknowledge as well as to undertake. But at least 3
steps suggest themselves. First, we with handicaps and
chronic disabilities must see to our own interests. We
must free ourselves from the “physicality” of oiir con-
ditions and the dominance of our life by the medical
world.6 In particular, I refer to the number of times
we think of ourselves and are thought of by others in
terms of our specific chronic conditions. We are polios,
cancers, paras, deaf, blind, lame, amputees, and strokes.
Whatever else this does, it blinds us to our common
social disenfranchisement. Our forms of loss may be
different, but the resulting invalidity is the same.

While organizing around specific diseases may
have great benefits for raising research monies, it has
divided our strength and pitted one disease group
against the other. Not only has this led to an over-
specialization of services but to an underdevelopment
of our consciousness. It has made us feel so dependent
on others (the medical world for treatment, the general
public for money) and so personally accountable that
it has madeé us feel that we have no rights. We, patients
all, perhaps the last and potentially the largest of
America’s disenfranchised, must organize on our own
behalf, Cutting across specific disease entities, we must
create advocacy, consciousness-raising, counseling,
resource groups.” And wherever and whenever possible,
staff members alike must have a chronic disease and/
or physical handicap. I am not claiming that no one
else can help or understand, but that, as with women
-and blacks, we are at a point in history where “having
been there” is essential in determining where to go.

The self-help movement is, however, but 1 part of
the struggle. It is a prerequisite for change, but neither
the sole nor the sufficient avenue. We must deal as
much with social arrangements as with self-conceptions;
one, in fact, reinforces the other. Thus the problems
of those with a chronic disability should be stated not
in terms of the individual defects and incapacities
affecting our physical functioning, but in terms of the
limitations and obstacles placed in the way of our daily
social functioning. What should be asked is not how
much it will cost to remake a society completely, so
as to be accessible to all with physical difficulties but
rather why a society has been created and perpetuated
which has excluded so many of its members.

There is a growing awareness that this exclusion is
not an accidental byproduct of industrial society.
There is an ideologic compatibility bstween the rise
of capitalism and certain Western religions which have
continually justified the hierarchical arrangements of
people through “hard work™ or “the grace of God.”
When the notions of religion and law were beginning to
lose their power as absolute arbiters of important social
values, Darwin, perhaps unwittingly ushered in the
age of biologic determinism. One critic of the times
realized the social import of his work by exclaiming in
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surprise: “‘Sir, you are preaching scientific Calvinism
with biological determinism réplacing religious pre-
destination.” The fixity of the universe and/or hierarch-
ic relations once attributed to God was now being justi-
fied by scientific inevitabilities. In the ensuing hundred
years, there has been an expansion of the influence of
science in general and in particular of “medical science,”
until they have in some ways replaced religion and law.
Where once a social rhetoric made reference to good
and evil, legal and illicit, now it is to ‘“healthy” and
“sick.”

We are now experiencing a medicalization of society,
and with it medicine as an agent of social control. And
while some have argued that this is a more humane and
liberal way to deal with social problems, the notions of
health and illness still locate the source of trouble and
treatment in individual capacities, not social arrange-
ments,8

In the most concrete terms, to have a portion of
our population declared physically unfit serves many
important social functions. In still another way it is
important to recognize in this country that health oc-
cupations are the fastest growing category of employ-
ment, the medical world is in the highest income
bracket, and health-related industries are amongst
the most profit making.? Crassly put, “Some people
are making money off of the sufferings of others.” In
these 2 ways, economic and political motives of the
society have come to reinforce one another. And until
the day that no one benefits economically, socially, or
psychologically from someone else being beneath
them, there will always be categories of exclusion.

CONCLUSIONS

Regardless of whether we join activist groups,
support those who do, or seek in other ways to change
the sociopolitical-economic structure of America, we
must at the very least look into ourselves. For if moral-
ity or justice is not sufficient as a motivating force,
perhaps personal survival will be. All of us must con-
tend with our continuing inevitable vulnerability. Not
to do so can only make us further unprepared for the
exigencies of life. For when we grow old, and with
today’s technology “survive,” sick and disabled, for
increasingly longer periods of time, we will experience
a triple sense of powerlessness: First, because of our
very condition, we will indeed be more physically
and socially dependent. Second, through our previous
denial, we will have deprived ourselves of the know-
ledge and resources to cope. And third, from the reali-
zation of what we will have done to those who have
“aged” before us, we feel we have lost our right to
protest.

To the extent that we at all feel we are receiving our
“just deserts,” it is very hard to demand any redress of
the situation. We are left to the largesse of others to
forgive us and to help us. Is it thus any wonder that
study after study reports many of the elderly as
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feeling that their life has been worthless? A sour ending
to any story cannot help but result in a depreciation
not only of the present but of the past.

In this light, it is especially important to remember
what Erik Erikson said1® about society’s continual
denigration and isolation of the aged:

Any span of the [life] cycle lived without

vigorous meaning at the beginning, in the middle,

or at the end, endangers the sense of life, and the

meaning of death in all whose life stages are

intertwined.
So too what we do the physically handicapped and
chronically ill, we do only to ourselves.
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Independent Living Programs:
The Role of the Able-Bodied Professional

Sheldon Berrol, MD

ABSTRACT. Berrol S: Independent living program,
role of able-bodied professional. Arch- Phys Med
Rehabil 60: 456-457, 1979.

e The Independent Living Program movement was
created by the disabled community. It has established
a broad coalition of diverse disabilities functioning to
provide services on a broader scale than has been tra-
ditionally offered by the rehabilitation community.
The effectiveness and the strength of the movement
lies in consumer control. The able-bodied professional
can provide expertise, balance and a vital link with
established rehabilitation programs. The integrity of
the independent living program movement can only be
maintained and developed if these basic concepts are
respected.

The disabled movement which emerged in the early
1970s had its origins in the civil rights movements, the
free speech movements, and college activism in the mid-
and late 1960s. This social ferment provided a fertile
breeding ground for the development of self determina-
tion in the disabled minority. In reflecting on their
own experiences with traditional rehabilitation service
delivery models, disabled activists concluded that they

Arch Phys Med Rehabil Vol 60, October 1979

were not sufficiently visible or involved in the rehabili-
tation process. There existed at that time the medical
rehabilitation model and the vocational rehabilitation
model. It was evident that no system was present to
bridge the gap between the two.l

The disabled had clearly experienced multitudinous
barriers to psychosocial integration into the able-
bodied community. They had experienced the archi-
tectural barriers, the educational barriers, and the at-
titudinal barriers which had been given lip service only
at that point, More significantly, however, there was
the almost total absence of services designed.to allow
one to integrate into the community.

The basic premise of the movement is that the
disabled should be integrated as fully as possible into
their communities, and that the needs of the disabled
can be met most effectively by comprehensive pro-
grams which provide a variety of services which do not
necessarily include medical or vocational rehabilitation.
An innovative feature of the movement is the premise
that independent living for the severely disabled is not
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only feasible, but is their basic right even in the ab-
sence of vocational goals. The independent living move-
ment established the concept of a coalition of persons
with disabilitites working toward a unifying goal of
permitting an individual, regardless of impairment, to
participate to the maximum extent possible in normal
activities of everyday life.

The independent living movement was created and
nurtured by the disabled community, and the success-
ful programs are governed and directed from within
this community. There have been several attempts to
establish independent living programs under the aegis
and guidance of medical rehabilitation institutions,
state vocational rehabilitation programs, and single dis-
ability volunteer agencies. The majority of these pro-
grams have not achieved the success of consumer based
organizations.?

Traditional rehabilitation programs are directed by
administrative and governing boards that are primarily
concerned with a positive public image, a need for
service development and cost effectiveness. These goals
are frequently barriers to the aggressive advocacy nec-
essary to an independent living program (ILP). Few
institutions would provide a visible advocacy image in
the face of potential adverse publicity.

The development of the ILP requires the identifica-
tion of service deficiencies. The basic premise is the ex-
pansion of existing services to meet the needs of the
individual. Traditional rehabilitation models are pri-
marily concerned with the development of new services.
The ILP movement has demonstrated a more effective
expenditure of dollars in securing services from existing
community agencies. A realistic fear of the ILP move-
ment is the open attempt at assimilating the programs
in an effort to gain increased funding for the institu-
tion,

The disabled community must have a primary role
in the disposition of monies created by new legislation
or the basic premise of self determination as a primary
motivating factor will be eliminated. This would pre-
sage the demise of the ILP movement. The able-bodied
professional can provide expertise to the program, but
cannot provide the essential motivation or role model-
ing necessary to initiate progress toward independent
living,

In the past, professionals have had a limited view
of the potentials of the severely disabled, and we have
unfortunately defined limits for various disability
categories. For example, many textbooks are available
that set limits for spinal cord injured patients depend-
ing upon their levels of injury. However, we have all
seen exceptions to each of these limitations. How
many more exceptions would there be if we did not
daily define such limitations? In fact, as professionals,
we need to help our patients redefine their expecta-
tions upward.

The able-bodied professional working with an II:P
needs to believe in the philosophy of self-determina-

tion and to promote the basic dignity of worth of each
individual. Services need to be developed that will
allow for upward mobility and access to the commun-
ity at large. Traditional rehabilitation models have de-
fined programs around dependency rather than inde-
pendence and the direction for change must occur with:
the aid of the rehabilitation professional. It is essential
that a major thrust be directed toward balancing the
opportunities for the able bodied and the disabled as
the latter emerges into the status of the professional. It
is unfortunate that within the field of rehabilitation
many professionals have a distorted view of disability
by never having worked with or for people who present
successful disabled role models,

We must not confuse the concept of transitional
living with the ILP. The development of basic living
skills in a transitional facility requires professional de-
velopment. The acquisition of independent living skills,
however, requires the development of community re-
sources, a variety of potential living situations, and the
facilitation of adaptive coping and confrontation
strategies. These issues can best be addressed by skilled
peer professionals unhampered by institutional pres-
sures.

The able-bodied professional must participate in
promoting the expansion of services to the disabled.
Changes in local services, such as the disastrous limita-
tions of attendant care responsibilities in California,
has significantly altered the ability of the disabled to
purchase services with existing dollars. Yet no profes-
sional organization lobbied the legislature or the
governor; only the disabled were heard from. To
develop a true collaborative relationship, we, as able-
bodied professionals, must speak out publicly for those
we serve.

In summary, the able-bodied professionals must
provide leadership in their areas of expertise without
dominance, they must provide services, they must be
active advocates, they must share their unique skills,
and they must provide training. They must assure that
there are the same opportunities to develop positive
role models as are available to the able-bodied popula-
tion. For successful involvement in the development of
an independent living program, the able-bodied profes-
sional must allow the direction of the ILP to occur
from within the disabled community, reflecting the
unique needs of that communiity and its members.
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‘ What’s New About Independent Living?”

Jean A. Cole, PhD

ABSTRACT. Cole JA: “What’s new about independent
living?”’ Arch Phys Med Rehabil 60: 458-462, 1979.

e The major purpose of this article is to examine
important differences between independent living and
traditional rehabilitation models of service provision,
including comprehensive medical rehabilitation pro-
grams, state vocational rehabilitation agencies, and
group homes designed to deinstitutionalize develop-
mentally disabled individuals. The article is introduced
by an overview of types of independent living programs
in this country and their evolution. Goals, methods of
service delivery, and program management techniques
in independent living programs are contrasted with
those of traditional models. Finally, trends that may
develop as independent living becomes a standardized
service entitlement are addressed, and the potential
usefulness of some independent living concepts and
methods in traditional rehabilitation programs are
suggested.

Since passage last fall of the Rehabilitation, Compre-
hensive Services and Developmental Disabilities Amend-
ments of 1978 (PL95-602), I have met with many
pérsons interested in independent living at 5 bi-regional
meetings around the country. At every conference a
frequent comment has been “Independent living as
described in the new legislation is really nothing new. . .
our agency (or facility or program) has been providing
these kinds of services all along.”

The issue of whether independent living really is
something new deserves serious reflection. This addi-
tion to the field of rehabilitation challenges each of us,
whether part of a state agency, medical or vocational
facility, program for developmentally disabled persons,
or voluntary association, to rethink our goals and to
question whether our actions actually foster the kind
of independence of handicapped individuals that we
all subscribe to philosophically.

In the past few years the growth of independent
living has been dramatic. Five or 6 years ago only a
handful of independent living programs had been
developed, largely by groups of young disabled uni-
versity students in scattered areas such as Champaign-
Urbana, Berkeley, Houston, and Boston. At that time
a few demonstration efforts in independent living were
being funded with federal grants or state Innovation and
Expansion money. As the efforts of pilot projects gain-
ed recognition, regional level planning for independent
living began to emerge in some parts of the country in-
cluding California, New England, Michigan, and Colo-
rado. With passage of the Rehabilitation Amendments
of 1978, independent living officially became a stan-
dardized service entitlement, available in theory to
handicapped citizens in all parts of the country.
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MODELS OF INDEPENDENT LIVING

To contrast independent living with more tradition-
al programs of rehabilitation service, it may be useful
to begin with an overview of current independent living
organizations. The Independent Living Research Utili-
zation Project at The Institute for Rehabilitation
and Research (TIRR)! conducted a national survey of
such programs in 1978 and identified about 60 to 70 in
the United States. An independent living program can
be defined as a nonprofit program which is controlled
or substantially influenced by disabled consumers and
which provides a constellation of services including
attendant, reader and/or interpreter provision or
referral; peer counseling; financial and legal advocacy;
housing provision or referral; and community aware-
ness and barrier removal programs. In addition to these
comprehensive programs, there are numerous smaller
organizations that provide one or a few services related
to independent living,.

Each independent living program is different from
the others in terms of services and patterns of organi-
zation, but 3 major models can be identified. One is
the community-based service model designed after the
Center for Independent Living in Berkeley. The other
2 models differ from the first in that they provide
residential facilities, one for relatively extended periods
and the other on a brief transitional training basis.

Some of the oldest and best-known examples can
further clarify these models.

The Center for Independent Living (CIL) in Berke-
ley, California, is the prototype of the community-
based program. It was probably the first organization
operated by disabled consumers to be established in
the United States. CIL is not a residential program, but
a multifaceted program of referral services, support
services, and research and advocacy projects directed
toward removing architectural and attitudinal barriers.
The goal of the organization is total integration of
people with severe disabilities into community life by
providing various kinds of counseling, independent
living skills training, and other supportive services.
Whenever possible, existing community resources are
used, so CIL also refers many people to agencies that
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provide such assistance as vocational counseling, train-
ing and finaricial support. '

The Boston Center for Independent Living2 (BCIL)
is a well-established example of a residential program.
BCIL was founded in 1974 as a consumer-run self-help
community where severely disabled individuals could
develop independent living skills. Since then it has
evolved into a nonprofit corporation that coordinates
3 different forms of independent living in the Boston
area. Since its inception BCIL has made transitional liv-
ing facilities available to interested severely disabled in-
dividuals. The program includes skills training to prepare
participants for independent living in the community.
For participants with more developed independent
living skills who desire a more private lifestyle, BCIL
has located an apartment building that makes cluster
housing available in modified apartments with a pool
of personal care assistants. BCIL has also been working
to locate facilities and funding for individuals who wish
to share an accessible apartment with a personal care
assistant and live independently.

New Options in Houston3 is an example of a
transitional training program that provides information
and first-hand experiences to prepare participants for
independent living in a short period of time. The resi-
dential program includes a 6-week cycle of instruc-
tional modules emphasizing the skills needed to live
and work with a minimum of assistance.

Participants can enhance their personal, physical
and functional skills through the New Options Program.
They learn to work with personal care assistants, are
introduced to educational and vocational opportunities
and alternative living arrangements, and experience the
community through fieldtrips. New Options also has an
extensive independent living research project which is
used to trace the influence of the program on former
participants.

Just under half of the respondents to the Research
Utilization Project survey fit one of these comprehen-
sive models. The remainder were classified as “Indepen-
dent Living Service Providers”—organizations that offer
one or more relevant services, but that fail to meet the
criteria for a comprehensive independent living pro-
gram.

More than 50% of all respondents provided the fol-
lowing services:

Independent living skills training 71%
Transportation 67%
Residential provision/registry 62%
Attendant services/registry 60%
Social/recreational services 57%
Financial counseling 52%
Community counseling services 52%
Peer counseling 52%
Client advocacy services 51%

There was no discernible pattern in the combinations
of services, suggesting that the needs of the program
clientele are diverse and heavily influenced by existing

community services and support. The rank ordering of
services suggests their relative significance to the pro-
grams and participants. Independent living skills train-
ing, transportation, and residential provision or registry
are the 3 services most frequently offered by the re-
sponding programs. It is interesting to note, however,
that when the programs were asked directly to rank
services in order of importance they chose independent
living skills training, residential provision/registry, and
attendant services provision/registry.

DIFFERENCES BETWEEN INDEPENDENT
LIVING PROGRAMS AND TRADITIONAL
REHABILITATION MODELS

Independent living programs differ from most tra-
ditional rehabilitation programs with respect to their
goals, their methods of service delivery, and their style
of program management.

Goals

The Independent Living Research Utilization Proj-
ect at TIRR has made a substantial effort to distill
from published literature and from personal contacts
with leaders in the field a concise statement of what
independence means in the independent living move-
ment. The answer seems to include 2 essential elements:
1) assuming responsibility for directing one’s own life,
and 2) participating actively in the day-to-day life of
the community. These 2 elements constitute funda-
mental goals of the services provided by all successful
independent living programs.

On the surface these goals seem to correspond to
the stated purposes of traditional programs in the field
of rehabilitation, including, for example, comprehen-
sive medical rehabilitation programs, state vocational
rehabilitation agencies, and group homes designed to
deinstitutionalize developmentally disabled individuals.
However, thoughtful examination demonstrates that in
most cases these traditional programs say to their clients
“We are here to help you become more independert. . .
so long as your definition of independence agrees with
our definition.” In most medical rehabilitation pro-
grams, independence is defined as maximum physical
functioning. In state vocational rehabilitation agencies,
independence is defined as being employed. In group
homes, independence is defined as group living in a
community setting. This statement is not intended to
suggest that comprehensive medical rehabilitation pro-
grams focus exclusively on physical functioning or
that vocational rehabilitation agencies focus exclusively
on employment. The fact remains, however, that the
funding bases of these medical and vocational rehabili-
tation programs dictate a preponderant emphasis on
goals within their designated domains. The move-
ment to deinstitutionalize developmentally disabled
individuals has likewise placed primary emphasis on
group living as the major alternative to institutional-
ization.
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In contrast, independent living programs say to
their clients “You choose your own goals and life-
style.” Acceptable choices may include deciding to
learn to dress oneself OR choosing to save time and
energy by having an attendant assist with dressing; de-
ciding to seek job training and eventual employment
OR choosing not to work; deciding to live in a resi-
dence shared with other handicapped individuals OR
choosing to live in a regular apartment within a typical
neighborhood social system.

This insistence on client self-choice rather than in-
corporation of the client into a set of goals established
by program managers, service professionals, or funding
mechanisms constitutes a fundamental difference in
basic ideology. The sources of these differences in
ideology are examined by DeJong?* and Varela.’

Methods of Service Delivery

Achieving the 2 fundamental goals of independent
living, self-direction and active participation in the
community, often entails styles of personal interaction
and methods of service delivery different from those
typically found in traditional rehabilitation settings.
Letting clients select their own goals, make decisions,
and take risks is often easy to verbalize as a program
philosophy and difficult to adhere to in practice. In the
New Options transitional living project, for example,
staff members often find it difficult to watch program
participants make what staff feel are unwise decisions
and experience negative consequences. However, learn-
ing from mistakes is a process all persons experience
as they assume adult roles. Determining the boundaries
of risk that can be supported by staff in an independ-
ent living program is a difficult issue that requires
careful consideration for each client.

Allowing clients to assume responsibility for man-
aging their own lives is also difficult at times because
their self-management skills may not be well-
developed. It is often tempting for a rehabilitation pro-
fessional to make arrangements, coordinate resources,
or solve problems on behalf of clients because the pro-
fessional can accomplish these tasks much more
quickly and easily. The greater skill of the professional
is often due to the fact that the client has never had
opportunities to practice. Independent living programs
place great emphasis on allowing and expecting the
handicapped person to function as autonomously as
possible, even though progress may initially be slow
and laborious and greater creativity may be required
from staff.

These issues of client self-direction will undoubtedly
assume even greater significance as independent living
programs expand from their early focus on highly intel-
ligent physically disabled university students to include
developmentally disabled clients and others who may
have less intellectual capability and background exper-
ience in making decisions, assessing reasonable risks,
and dealing with problems and crises on a day-to-day
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basis. Brown¢ alludes to this concern in working with
a new population of clients whom he terms ““less ready”
for assuming the responsibilities of independent living.

The emphasis on a philosophy of client self-direc-
tion has led to the development of several new types of
staff roles in independent living programs. Perhaps the
most widely discussed of these is the role of peer
counselor. Peer counselors often function as role
models, educators, advisers, sources of emotional
support and friendship, contact brokers, and in some
cases as therapeutic counselors. The possible develop-
ment of a therapeutic relationship between peer coun-
selor and client is an issue of serious concern to many
persons in the rehabilitation field because peer counsel-
ors do not necessarily have formal training or exper-
ience in using therapeutic counseling techniques. In
some independent living programs such as the New
Options project, therapeutic counseling is done only by
persons with professional training.

An important consideration in the concept of peer
counseling is the meaning of the term “peer.” In many
programs a peer is strictly defined as a person with a
disability similar to that of the client. In my opinion the
essential issue is rather the development of a counselor-
client relationship in which the counselor does not
impose his or her opinion based on formally acquired
expertise on the client. In such a peer relationship the -
counselor and client jointly define goals and make
plans, with the client in a position of control over
decisions.

Another nontraditional role frequently utilized in
independent living programs is that of personal care
assistant. This role differs from that of aide or nurse
in a health care setting in that the personal care assistant
is directed by the handicapped individual.

In addition to new types of staff roles, another
major difference in the service delivery strategies used
in independent living programs is a commitment to the
functioning of handicapped persons in actual com-
munity settings that maximize the inclusion of the
handicapped individual as a regular member of society.
This means avoiding segregation of handicapped clients
in special places that isolate them from the general
public. This issue leads proponents of an independent
living philosophy to disagree strongly with the practice
of placing handicapped individuals in special group
residences built specifically for them. Such residences,
whether group homes for developmentally disabled
clients or special residential accommodations for
physically handicapped persons, tend to create a “sep-
arate but equal” environment that decreases opportun-
ities for full inclusion in society.

Program Management

A final important area of difference between inde-
pendent living and traditional rehabilitation models is
the substantial involvement of consumers in the opera-
tion of independent living programs. In some programs
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“substantial involvement” is formally defined to mean
control of the board of directors and reservation of
certain staff positions for consumers. In other cases
“substantial involvement™ may be less formally defined
but still include an important influence of consumers
on the policies and service delivery style of the program.

Consumer involvement in the management of inde-
pendent living programs has followed an interesting
evolutionary course. As most independent living pro-
grams began, they were developed and managed with
great personal commitment and contribution of time
and effort by a small group of very competent disabled
individuals. Now that these programs are growing and
independent living is becoming a standardized rehabili-
tation service, the management of programs will inevit-
ably require more formalized procedures and sophisti-
cated management skills. The need to provide manage-
ment training for consumers to run independent living
programs was articulated at the Second National Con-
ference on Independent Living in Houston in Septem-
ber 1978. Making technical assistance available to inde-
pendent living programs is now required in the state
planning sections of the new Rehabilitation Amend-
ments of 1978. The further development of indepen-
dent living programming will thus provide unique op-
portunities to observe various ways of integrating con-
sumer participation and professional managerial
methods in program management.

WHAT CAN WE LEARN FROM
INDEPENDENT LIVING PROGRAMS

The previous section has pointed out some of the
basic differences between independent living programs
and traditional rehabilitation models such as medical
programs, state vocational rehabilitation agencies, or
group homes. Careful reflection on these differences
may prompt us to raise important questions about our
comfortable and familiar ways of doing things. Perhaps
there are useful lessons to be learned about the way
client goals are defined, about service delivery styles
and roles, and about overall program management. This
is not to suggest that all rehabilitation programs should
be operated like independent living programs. There
are many reasons why this is neither desirable nor
workable. But the emergence of a successful new
strategy of rehabilitation offers many valuable oppor-
tunities to examine and explore our own philosophies
and actions and to adopt what seems genuinely useful
into other contexts. There are traditional rehabilitation
programs in the- country today that are now experi-
menting with incorporation of some independent living
methods into traditional service delivery mechanisms.?
This trend of incorporating useful new ideas and strate-
gies will hopefully continue and expand. It is also im-
portant that in traditional rehabilitation programs we
seek a real understanding of the purposes and concepts
of independent living and become familiar with the
services typically provided by independent living pro-

grams. This depth of understanding is essential if we
hope to form good working relationships with inde-
pendent living programs to work cooperatively in
assisting handicapped individuals function as full
members of the community.

FUTURE ISSUES AS INDEPENDENT LIVING
BECOMES A STANDARDIZED SERVICE
ENTITLEMENT

The Rehabilitation Amendments of 1978 offer great
opportunities but also pose serious concerns for the
future evolution of independent living in this country.
With formalization of planning and control on a state-
wide basis and generalized entitlement to services will
come issues of program accreditation, eligibility de-
termination, standardization of the case management
and monitoring functions, and bureaucratic elaboration.
Some of these changes can perhaps be anticipated
through the experience of states and regions that have
already developed “second generation” programs.6:7

Many important challenges continue to face the
independent living movement, including ways to
serve rural populations and ways to meet the needs of
previously unserved groups such as persons with head
injuries who may lack some of the self-management
and decision-making skills of the physically disabled
students in early programs.

It is important as we seek to foresee and manage
changes that many of the strengths developed by inde-
pendent living programs be preserved. These include
the ability to be genuinely responsive to goals and
needs as defined by the client, flexibility to coordinate
existing community resources efficiently, and an inno-
vative spirit that fosters a variety of creative solutions
without premature closure on adopting one way of
doing things.
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International Efforts in Independent Living
Denise G. Tate, PhD, Robert L. Jarvis, MA, Gerald D. Juhr, MA

ABSTRACT. Tate DG, Jarvis RL, Juhr GD: Inter-
national efforts in independent living. Arch Phys Med
Rehabil 60: 462-467, 1979.

o Several nations currently share a major concern for
provision of services to severely disabled persons. The
focus of this concern has been upon those services
which promote maximum integration and independence
of severely disabled individuals in the community.
Recent efforts in this direction by governments,
private citizens, and handicapped-consumer organiza-
tions in Sweden, The Netherlands, Denmark, England,
Canada, and Australia are discussed. Developments in
housing and environmental modification, transporta-
tion, and self-help training are reviewed for their po-
tential interest to advocates and practitioners of reha-
bilitation for independent living.

Providing assistance to severely disabled persons has
become a universally recognized need. The concept of
rehabilitation as a medical and/or vocational training
process is being expanded to include provisions to help
the severely disabled live and function more indepen-
dently in society. In the United States the concept of
independent living has been defined as the ability to do
things physically alone, and to make independent de-
cisions. This concept addresses the right of severely dis-
abled individuals to participate to the fullest extent
desired in the normal activities of daily living (ADL).!

A recent inventory by the Clearinghouse on the
Handicapped indicates that currently there are approx-
imately 74 Independent Living Center programs in the
United States.? Handicapped-consumer groups have
advocated that such programs should ideally offer a
wide range of services: ADL, architectural barrier-free
design, attendant services, coalition development,
communications, community organization, consumer
affairs information, economic support services, edu-
cational liaison, employment services, equipment
repair, personal care and home health aides, home-
making, housing development and adaptation; in-
dependent living training, information services, mobil-
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ity skills, outreach and recruitment, public relations,
education, recreation, rehabilitation services, sex edu-
cation, social services/state agency liaison, transporta-
tion and vocational liaison.3 The majority of these
services have been incorporated in the Rehabilitation
Amendments of 1978 (PL 95-602), which mandate
comprehensive services for independent living for
severely disabled individuals.

Besides the United States, several other nations have
been making significant efforts to provide assistance to
severely disabled individuals. Many Western European
countries, notably Sweden, Denmark, The Netherlands,
and England, have since 1960 attempted to address the
needs of such individuals in the areas of housing and
environmental adaptations, transportation, and self-
help training. Australia and Canada are among the non-
European nations which have also been active in this
endeavor.4 This article reviews the most current infor-
mation presently (1976-1979) available in the USA on
independent living in the nations mentioned above.

Integrated living in the community has become an
important concept in many of these countries, as a
general drive is currently underway to move the
severely disabled out of institutions. Obviously, the
process of helping the disabled to become an integral
part of the community will depend on the culture,
attitudes, and economic and technical resources in the
community where they live.5

SWEDEN

Sweden has been recognized as one of the most
advanced countries in providing services for the severely
disabled. For the past several years, the Swedish gov-
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ernment has designed and constructed housing and
communities that integrate disabled and nondisabled
persons.

The National Housing Board, which reports directly
to the federal government, is responsible for the prep-
aration and implementation of guidelines for the use of
state loans and subsidies for housing. These guidelines
are developed to insure accessiblity of public buildings.
Assistance is available also to individuals who wish to
make their homes more accessible and usable by handi-
capped persons.?

The National Board of Urban Planning has the re-
sponsibility to implement Swedish building laws. The
Board insures that the mandatory requirements for
accessibility in living units are developed and carried
through completely.

Two attempts to improve living conditions for the
disabled in Sweden are the Faltoversten and Husby
projects. Faltoversten is a small, town-like project
built on 3 levels. A subway station is located in the
lowest level, while the middle level has a service and
shopping center area. On the upper level are five 8-
story apartment buildings totalling 536 apartments,
including 50 units for the elderly and 14 for the handi-
capped. These 64 units communicate with a service
unit on the shopping arcade level by means of an alarm
system. All needs for food, clothing, shelter, medical
care, social supports, and recreation can be met on site.

The Husby project, which consists of a large number
of apartment blocks, is another integrated housing
effort. Each building has 12 stories and contains 100
units. Housing for disabled individuals is interspersed
with normal family housing, while housing for the
elderly is in a separate building connected to a service
suite near the town center. The site includes shopping
and recreational facilities, all of which are completely
accessible. As in Faltoversten, most units are very
large, and are designed to accommodate disabled
persons who can manage on their own most of the time
and need only occasional assistance from staff attend-
ants.

Perhaps the most developed effort toward inte-
grated living in Sweden is reflected in the projects of
the Fokus Society. Although the Society was dis-
banded in 1974 due to lack of funds, its pioneer con-
cepts are valued by many in international rehabilita-
tion.4® These concepts were based on the principle that
housing for the disabled should be located in regular
residential areas near cultural, shopping, and business
centers and in communities with relatively good em-
ployment opportunities and educational programs.
Organized around a central directorate and a local
executive committee, the Society included representa-
tives of government, disabled-consumer organizations,
local social, medical, and welfare services, and tenants.

Two Swedish research projects guided the develop-
ment of the Fokus Society. First, a survey of the pop-
ulation and housing needs of severely disabled individ-

uals aged 16-40 revealed that over 2,000 severely or
moderately handicapped people could use adapted
housing facilities. Second, a special task force including
architects, rehabilitation experts, consulting engineers,
and disabled individuals investigated solutions to pro-
viding the required housing. The task force considered
buildings of 6-8 stories with 1 apartment on each story
reserved for the disabled and other flats planned for
nondisabled individuals as the best solution for inte-
grated housing. It was the viewpoint of the Society
that technology represented an important means of
helping the disabled to function independently.? This
was reflected by specific adaptations and modifications
such as adjustable and detachable furnishings, technical
devices to control panels, and extensive intercom
systems in development of the housing project.

A special transportation system, “Fardtjanst,” con-
tributed to the success of the Fokus Society.4 This
system provided a dial-a-ride bus or taxi service for
severely handicapped persons who could not use
public transportation. Buses to transport residents for
work, church, or recreation were available either free
of charge or at the same fare charged the public for
train or bus.

Employment had to be obtained outside of the
housing area, on the open market, or in the sheltered
workshop. Rent and personal services were paid by
all tenants, disabled and nondisabled,® except that
if a person’s only income derived from a premature
retirement pension, these services were free. The total
monetary cost of a Fokus apartment, including rent
and service, was approximately one-half that of care in
a Swedish nursing home, despite the fact that most
Fokus Society residents had severe disabilities such as
cerebral palsy, muscular dystrophy, or spinal cord
injury.

The Fokus Society was to be regarded as a comple-
ment to the work of the community. It demonstrated
to the community that even the severely disabled could
live a normal life if they received technologic and per-
sonal assistance when needed.

THE NETHERLANDS

The Netherlands has been concerned for many
years with rehabilitation and housing for the disabled.
Probably one of the most well-known projects through-
out the world is Het Dorp (The Village), a community
of 400 dwelling units built on 44 acres of wooded and
hilly land near Arnhem, in eastern Holland.6® Origin-
ally developed by a private nonprofit organization, the
Ist buildings were erected in 1964, after more than
25 million guilders ($10 million) had been raised
through a television and radio appeal.# The conception
of the project and the basis of the "appeal were to
demonstrate that when inappiopriate institutionaliza-
tion is replaced by accessible facilities which promote
self-care, the physically disabled can grow in indepen-
dence, productivity, and self-esteem.
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Het Dorp has been compared to a large, modern
American motel complex. A mixture of 2-, 3-, and 4-
story units is occupied by the handicapped residents,
with each building carefully situated so as to be access-
ible from the outdoors. A system of elevators facilitates
internal mobility. Contemporary design and warm
colors impart a cheering impression.4

Floors of the buildings are organized in groups of
10 individual units, each of which is accessed via a
single glass-panelled corridor, so that the units are
approached as though on a sheltered street. Nine resi-
dents and 1 staff attendant comprise a living group,
whose social contact is focused by its own large living-
dining room, equipped with kitchenette. Three such
groups share laundry-rooms, reading and music rooms,
and facilities for guests and attendants for day and
night. Marriages among residents have been more
frequent than originally envisioned, necessitating the
removal of walls between adjoining units.

At the onset of the project, interviews were con-
ducted with disabled persons to determine their spe-
cific needs in construction and design of the buildings.
As a result a sophisticated hardware approach has been
implemented, making use of such conveniences as
radio-controlled door-openers, electric wheelchairs, and
specially designed kitchen and accessible bathrooms
with modified shower, toilet, and washbowl.? Each
unit is a self-contained apartment with separate outside
door; mailbox, and bell, and a separate street address.
Each resident has a telephone with an individual listing
in the municipal directory.

Commercial and service facilities have been situated
with 2 purposes in mind: to be accessible by the resi-
dents and to encourage interaction with outsiders,
primarily the citizens of the nearby residential districts.
Consequently, the majority of services, including med-
ical clinic, library, management and administrative
center, church, and theater are centrally located. At
the periphery of the village, which is bordered by a 4-
lane highway, are a gas station, restaurant, and shop-
ping center. These facilities are also used by members
of the outside community who, however, rarely ven-
ture into the central area or become involved with the
daily activities of the residents. The villagers are able
to travel to Arnhem, either in their electric wheelchairs
(which frequently break down) or on small buses sup-
ported by the project. However, as cost of the bus
service is prohibitive to those who have not previously
contributed to social insurance plans and are thus not
adequately covered, the amount of integration achieved
has been less than injtially intended.4

Het Dorp is financed by the Dutch government and
provides support for residents unable to work. Those
who can work are employed in the village workshops,
which produce toys, clothing, ceramics, and braille and
talking books.

Although Het Dorp appears to provide an opportun-
ity for the severely disabled to live and work indepen-

Arch Phys Med Rehabil Vol 60, October 1979

dently and to enjoy the outdoors, the project has been
criticized because its design and size do not facilitate
integration and interaction between handicapped resi-
dents and the surrounding community. Dutch govern-
ment officials assert that these may be viewed as
serious drawbacks and are not consistent with the
current government policies, which encourage distri-
bution of hardicapped persons through integrated
housing projects, with special convenience, accessibil-
ity, and safety provisions.* New experimental develop-
ments of single dwelling units are presently being estab-
lished at different places throughout the country in
contrast to collectively based units such as Het Dorp.

DENMARK

In Denmark, integrated living for disabled persons
appears to be best demonstrated by the establishment
over the past 15 years of a series of “collective houses”
by the National Association of Disabled.® In 1971 this
agency, through the Cripples’ Building Society in
Copenhagen, established 9 collective houses through-
out the country, containing 1100 flats. Eight additional
buildings with 900 flats were being planned and
negotiations were in progress for 5 more buildings with
700 flats. The Danish strategy is to concentrate in
collective houses those persons with severe physical
disabilities who need clinical support and who are not
managing in family housing.® As with the Fokus
Society in Sweden, one of the primary objectives of
the collective houses is physical and social integration
with nonhandicapped peers.

The 13-story collective house at Hans Knudens
Plads in Copenhagen, completed in 1959, was the first
of its kind in the world, and exemplifies the collective
house concept,b with 170 apartments adapted for the
disabled. Integrated living with nondisabled peers is
attained by virtue of the fact that one-third of the
flats are reserved for the disabled, while the remainder
house the orthopedic hospital nursing staff and the
general public. In addition to a special nursing home
for persons disabled by polio who require respiratory
equipment, this collective house also contains a hostel
for younger disabled singles, workshops, and a com-
munal restaurant.

Essential differences between the collective house
and the Het Dorp ethic have been observed. Where
both agree that normal society has failed to cope with
severely disabled people on their own, and that effi-
cient clinical servicing is best achieved when the disabled
population is concentrated, the collective house
attempts integration with non-disabled persons, where-
as Het Dorp opts for more segregation. One recent
observation, however, has questioned the social integra-
tion that actually occurs in the collective house setting.?

In addition to the collective house concept the
Danish government has developed other significant pro-
grams to promote independence of the severely handi-
capped. For example, as an incentive to adapt housing
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for the disabled, the Ministry of Housing covers the
extra expenses of special equipment in the collective
houses, and public loans are made available for the
adaptation or conversion of apartments or houses as
necessary. In addition, disability allowances are paid
to those who cannot work, and a special grant is also
paid to employed individuals who have serious medical
difficulties, as an incentive to work despite troubles
encountered in maintaining employment.6

Another meaningful experiment on the part of the
Danish government has been the training and employ-
ment of a family member by the government to care
for the severely disabled relative. The employed
family member is given specific hospital training and
is subsequently paid according to the family’s financial
status. This plan has proved effective both in keeping
the family together and in saving public funds that
would have been spent if the disabled person had
required maintenance in a hospital or residential
setting.®

ENGLAND

The movement for independent living in England
has received much of its impetus from a publicity- and
policy-wise handicapped-consumer organization, The
Disablement Income Group, which mounted a very
effective campaign culminating in the passage of the
national Chronically Sick and Disabled Persons Act of
1970.6 This Act made it mandatory for local author-
ities to (1) determine the number of disabled people
in their community and assess their individual and col-
lective needs; (2) provide an effective information ser-
vice; and (3) extend the range of their services for the
disabled. One of the major current lifestyle preferences
of these consumers, according to surveys reported in a
Design Guide of the British Centre on Environment for
the Handicapped, was the desire to have the opportunity
to choose their own home. Few felt that they would
enjoy a special village like Het Dorp, while many
regarded as ideal the principle of Sweden’s Fokus
housing.

New housing developments for the disabled in Great
Britain reflected the aforementioned preferences of
consumers. Custodial residential care in country man-
sions is being superseded by adapted housing within
ordinary housing projects or adaptations to existing
housing, with supportive services brought to the
project or home. Some of the organizations and
projects involved in this new direction are the Cheshire
Foundation for the Sick and the Spastics Society.

The Cheshire Foundation for the Sick, a pioneer in
providing residential care for the disabled, has recently
pursued more innovative developments such as “bread-
winner bungalows” for couples on the grounds of
residential facilities, and ground-floor apartments for
disabled students at Oxford who require personal
assistance.

The Spastics Society has since 1952 provided senst-
tive, enlightened service to cerebral palsied individuals.

Gradually shifting its focus from custodial care to inte-
grated independent living, it now sponsors such re-
sources as a traveling exhibit of aids demonstrated by
an occupational therapist, toy libraries, weekend con-
ferences including disabled persons and staff members,
accommodations for severely disabled married couples,
and a training college for professional and voluntary
staff.6

The Spastics Society has also sponsored the Habinteg
housing project, which provides integrated housing for
elderly and disabled individuals in North London. Al-
though the proportion of disabled residents is limited
to 25%, all units are accessible. This project has been
so successful that the Habinteg Housing Association

has planned 26 additional projects throughout the

country. Similar projects have also been privately
developed by the Inskip St. Giles Housing Association
and John Groom’s Association for the Disabled.

Local government has also begun to play an im-
portant role in providing housing opportunities to the
disabled and elderly who require noninstitutional ADL
assistance, primarily in the form of sheltered housing,
These facilities have been built and maintained by the
housing autherity, with the welfare authority contrib-
uting to the staff’s salary.10

CANADA

In Canada direct responsibility for administration ot
health services lies primarily with the provincial and
federal governments’ Assistance Plan. The provincial
and federal governments essentially share the costs of
assistance to disabled persons, However, the local
provinces have primary responsibility for eligibility
and support determination and provision of vocational
rehabilitation services.

Over the past decade significant efforts have been
undertaken throughout the country to make the con-
cepts of normalization and integrated living an integral
part of service provision to the handicapped. Normali-
zation implies that the handicapped are to be integrated
into the socijal and economic stream alongside the able-
bodied, and that facilities and resources are to be pro-
vided such that in the future the handicapped will
cease to form a separate group.!!

One significant development in normalization is
represented by a demonstration project in Montreal,
whose primary focus was to promote awareness of
municipal, provincial, and federal governments to the
“normalized” needs of the disabled, and ensure that
the public sector provide appropriate resources to these
persons.12 Public agencies responsible for housing,
welfare, home-care, education, manpower, and trans-
portation have all provided significant input into the
overall goals of the project. Since 1975 the Montreal
Municipal Housing Bureau has regularly provided ac-
cessible and functional dwelling units in their high-rise
projects. The redesign of social service and health
delivery in Quebec has included proposals for decen-
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tralized consultation and home services to disabled
individuals living in the community. The Department
of Education has adjusted student scholarships for the
handicapped so that funds are available for living
expenses to quadriplegic students outside an institution.

Numerous agencies throughout Canada have in the
past few years been involved in the development of
integrated living projects which provide disabled per-
sons with comprehensive rehabilitation services. The
Canadian Paraplegic Association, with a division in
each of the provinces, for example, operates one of
the world’s largest comprehensive rehabilitation
systems for the spinal cord injured. The Association
supplies and maintains equipment, provides counseling,
employment guidance, vocational training, educational
supervision, and assistance with housing and home-care
services. The Handicapped Resource Centre in British
Columbia is another example of the cooperation and
coordination of numerous agencies in the development
of lifestyle alternatives for the physically disabled.

Numerous transitional homes and apartments to
assist disabled persons discharged from long-term in-
stitutional settings have been established over the past
10 years. Examples are the Paraplegic Lodge in Van-
couver, British Columbia; the Wheelchair Housing
Centre in Winnipeg, Manitoba; and the Point Pleasant
Lodge in Halifax, Nova Scotia.

The Cheshire Home Foundation, originally founded
in England and chartered in Canada in 1971, operates
numerous long-term group homes in Ontario and Sas-
katchewan to provide a normalized home environment
for physically disabled adults. The way of life is as
close to normal living as possible, with residents being
free to come and go. Work opportunities are arranged
where possible, and social activities are organized by
the residents.6

AUSTRALIA

In Australia a stronger emphasis has been placed
upon physical rehabilitation per se rather than upon
the broader context of independent living. Although
Australia, unlike the United States, has no legal pro-
vision which mandates specific services for the severely
disabled, Australian consumers and professionals have
been significantly influenced by the developments of
the independent living movement in the USA.13 The
development and delivery of comprehensive rehabilita-
tion services is primarily provided by the Common-
wealth Rehabilitation Service with support from other
government and nongovernment agencies in the areas
of sheltered employment, activity therapy and training,
and home-care services.

A network of independent living centers is being
established across Australia to display and provide
information about orthoses, prosthetic equipment, and
aids to daily living. The 1st center was opened in 1977
by a voluntary agency, the Yooralla Society of Victoria.
These centers emphasize display of information relat-
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ing to physical aspects of disability. Services currently
offered to severely disabled individuals appear limited,
although some counseling is given in the areas of
mobility, communication, self-care, home adaptations,
and recreation.!3

Because of the country’s size and relatively small
population, consumer activity tends to be fragmented
and isolated. Thus the projected independent living
centers seem an excellent vehicle for enhancing con-
sumer involvement. Several programs have been estab-
lished throughout the country to assist severely dis-
abled persons to develop more independent lifestyles.
In addition to establishing an independent living center,
the Yooralla Society also provides a wide range of
services and facilities to assist with rehabilitation.
These include parent and family counseling, short-term
care, vocational training, employment in workshops,
activity therapy programs, recreation and accommoda-
tion programs.

The House With No Steps, New South Wales, initially
established as a sports and social club for the handi-
capped in 1962, has evolved into a network of resi-
dences, workshops, and training centers. In 1966 the
vocational training center was opened, providing an
array of vocational and independent living services.
In 1969 the project established 20 independent living
units for individuals able to live without assistance.

The Phoenix Society, Inc, South Australia, provides
employment under sheltered workshop conditions and,
if opportunity exists, in the regular job market. It also
offers professional assessment and training in areas
of personal care, interpersonal competence, com-
munity survival, and work skills, Recreational, social,
and cultural activities are also offered.

The Regency Park Center for Physically Handi-
capped Children, South Australia, exemplifies an inte-
grated vocational training/independent living model
which includes intensive training in those skills required
to enter either open or sheltered employment. Empha-
sis of the program is upon frequent, on-going evaluation
of progress, and integration of work, social, and inter-
personal skill training.

CONCLUSIONS

The concept of independent living as applied to the
international efforts reviewed here is probably best
represented by the expression “integrated living” and
has resulted directly from widespread movements for
deinstitutionalization and normalization. These move-
ments have only recently included the severely physi-
cally disabled, whose progress toward independence in
noninstitutional communities requires significant en-
vironmental and housing modifications.

The extent to which various alternatives to insti-
tutionalization satisfy the needs and preferences of dis-
abled persons has yet to be comprehensively evaluated.
Likewise, the question of trade-off between degree of
integration and adequate proximity to medical care
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cannot be expressed in a generally valid equation, but
can only be weighed for each individual. Regardless
of individual need and preference, presently available
information indicates that community placements,
even those requiring a full range of modifications and
services, invariably prove to be less costly to the
community than institutional placements. From this
perspective it is possible that both handicapped con-
sumers and the communities in which they live may
benefit from further exploration of international activ-
ity in rehabilitation through independent living,
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The Environment as a Support System for
Independent Living

Raymond Lifchez, MA

ABSTRACT. Lifchez R: Environment as support
system for independent living. Arch Phys Med Rehabil
60: 467-476, 1979.

¢ In extended interviews and visits with 150 physical-
ly disabled young adults living independently in
Berkeley, CA, the author studied the environment as
they experienced it and evaluated its accommodation
to their special needs. The environment in this study
is considered in physical and psychosocial terms, that
is, as a support system for the multifaceted needs of
the whole person. The framework for organizing the
data was Mayer Spivak’s construct of “archetypal
Place” in which he defines 13 fundamental places
in terms of the behaviors they support: shelter, sleep,
mate, groom, feed, excrete, store, territory, play,
route, meet, compete, and work. For purposes of the
present work, shelter and mate are discussed—shelter,
because of the clarity of its relationship between exist-
ence and physical form, and mate because of its more
abstract relevance to physical form.

Until recently, accessibility of the physical environ-
ment to handicapped persons has been at most a pe-
ripheral matter in the practice and teaching of architec-
ture. Environments have been designed primarily with
able-bodied persons in mind and the consequences of

this narrow point of view confront us today: the en-
vironment is largely inaccessible and few, if any, design
methods recognize the needs of the handicapped user.
Recently, however, federal legislation and the active
role taken by handicapped persons have resulted in a
growing awareness of these needs among architects and
architectural educators. A climate of great concern
and some confusion has resulted.

Generally, in their efforts to solve the problems of
accessibility, architects and educators (as well as recent
literature on barrier-free design) have placed undue
emphasis on dimensions and abstract performance
criteria. But such emphasis only transforms handi-
capped persons into objects, for example, into wheel-
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chairs with specific measurable requirements. These are
important criteria, but only as adjuncts to broader
questions about life as a handicapped person in a world
constructed for the able-bodied. Understanding these
issues requires knowledge and empathy on the part of
designers and handicapped clients, as well as a willing-
ness to learn about the range of disabilities and their
environmental consequences.

For several years the author and his colleagues have
been working to understand the needs of disabled
individuals within the environment. Rather than
focusing on the activities that are unique to people
with severe disabilities, we have studied the wide range
of everyday activities common to all people. Through
extended interviews and visits with 150 disabled indi-
viduals living in Berkeley, we have sought to learn how
they experience the physical environment and how
they modify it in order to live in noninstitutional
settings in the society at large.

" From among the many disabled individuals inter-

viewed, 7 were designated as key informants, and they
are quoted by name in this article. They are a diverse
group in terms of personality and lifestyle. This is not
surprising since disabled people are more like a cross-
section of our population than a homogeneous minor-
ity. The key informants are alike in at least 1 major re-
spect, however, in that they are all actively pursuing
and accomplishing personal goals.

Our study examined the environment at 3 levels:
the intimate, the dwelling, and the community. This
framework allowed us to draw some distinctions be-
tween the types of supports disabled people require
at each level and to better understand the kinds of
interactions that occur there. The intimate environ-
ment might include the disabled person and his bed or
wheelchair or the disabled person in some of his inter-
actions with his attendants. The dwelling environment
might include the actual place of residence or places
within the community that serve residential functions—
the place of work, education, or ongoing contacts for
social, or political, or recreation activities. The com-
munity environment. includes both the physical en-
vironment of the community—the extent to which it
is accessible, for example—and the services and sup-
ports it provides to the disabled population. This 3rd
scale is especially noted as the environment in which
the disabled person is least likely to effect permanent
changes suitable to personal needs.

Commonly, people who are disabled, ill or poor
exist in a restricted environment at all levels. The scope
of their community may be limited due to lack of
transportation and inaccessible buildings. Personal and
intimate environments are likely to be affected as well,
and the occupants often lack the money and power
necessary to achieve desired changes.

Since behavior exists in an environmental context,
the fullest kind of human existence is impossible in a
severely restricted environment. Mayer Spivak! has
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given us an important and useful concept for evaluating
the environment in these psychosocial terms. His
concept of archetypal place links together the human
experience with the environment of that experience:

When. . . people live in environments restricted to a
severely limited range of settings in which to carry out
all the behavior that constitutes the human repertoire,
their ability to function as individuals and family
groups, and the integrity and quality of their society
may be impaired. People fail to maintain deep lasting
interpersonal relationships, they may suffer in their
ability to work, provide or eat food, to sleep in deep
renewing comfort, play, raise children, explore and
protect territory, to meet with their peers, and make
decisions which control the shape and quality of life.
Each of the foregoing functions, and others, are associ-
ated with thirteen characteristic settings in the physical
environment, with the rooms and furniture which
focus and support behavior patterns in specific and
appropriate ways. Such settings, taken together in their
smallest irreducible group, are archetypal places.

In our study, we found Spivak’s view useful in assur-
ing that there would be breadth to our inquiry that was
compatible with our search. Therefore we chose the
concept of archetypal places as an organizing schema.

Spivak’s system (fig) permits a great number of
environmental needs to be organized under a relatively
small number of basic human requirements, so that the
former can be seen as nuances of the latter. Thus, for
example, the need for security, in its many forms, can
be discussed under the more general rubric of “shelter”;
in this way the breadth of requirements the residential
environment must meet in order to adequately satisfy
this basic need can be indicated.

Of Spivak’s 13 archetypal places shelter and mate
present 2 very different sets of issues. Shelter is so
commonplace a need that it is here we normally focus
our attention in achieving an accessible environment
and it is here that some of the most interesting innova-
tions are made which tune personal space to meet
personal needs. Mate, on the other hand, is a difficult
concept because able-bodied people do not usually
think of physically disabled people as sexual beings.
This misunderstanding or stereotyping has had negative
repercussions on the way physically disabled persons
see themselves. Therefore, it was important to us to
present to others the whole-bodied perspective of those
who have physical disabilities.

SHELTER

Shelter can be broadly viewed as a place of retreat;
a place to escape from aggression, stimulation, threat, -
social contact, and the elements; a place for nesting
activities. The behavioral needs that are met by shelter
are for physical comfort and for security. These needs
exist on a continuum from the intimate to the com-
munity level and must be satisfied on each level.

The Developmental Implications
An important aspect of growing up and developing
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a full set of environmental expectations is the evolu-
tion of a concept of personal shelter. From infancy
children begin to seek a “shelter,” first by crawling
into and under things, hiding in small places, and

THE TOTAL SET OF BEHAVIORALLY DEFINED ARCHETYPAL PLACES
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. - -
2 SLEEP Neurophysxologlcal processes; recuperation. rest reduced stimulation;
labor and birth,) postnatal care of mother aad child; death.
3 MATE Courting rituals‘: pair-bonding; coé:u]atlon; aﬂeétiohate behavior;
"' | communication.! !
4 GROOM Washlng, mutual grooming. A ) ) E
. - :
5 FEED gEatmg, slaklng thirst; communication; soclal gatherlng, feeding others.
i | i
6 EXCRETE Excretlng; .territorial marking.

7 STORE :’Hidiné of .fdod iand other propert?r, storage; ﬁhoarding.

8 TERRITORY : Spying; conlemplahon medltatmg. planmng, .wamrg; territorial

sentry. defendmg, observing. ; )

g PLAY Motor sat:sfachons role testing; rule breaking; fantasy, exercise; :

i creation; dlscovery, dominance testing; synthesis.
10 ROUTE | Perimeter checkmg, territorial con 1rmanon, .motor sat|sfactions; - i

social and_ commumty control. A ! I P
11 MEET Commumcatmn, dominance testlng, governing; education, worship . ’ ' i !

socialization; meditation; cosmic ‘awe; morat.concerns. . st E
12 COMPETE i Agonistic ntual domlnance testnng. ecologlcal competition; inte_r-spgcfes . '

defense; intra-species defense and aggression; mating; chauvinistic conflict.
13 WORK Hunting; gathergng. earning; buﬂdmg, makmg. a

i i

A 1 Protection from elemental extremes; explore dwelling. A:2 Recognize
bed; learn daily rhythms. A:3 XX A:4 Lose fear of wet face, sudden tem-
perature change; regular grooming as primary contact ritual. A:5 Regulate
feeding satisfactions. A:6 Discover excretion as separate from self; associate
with setting and time. A:7 Acquire confidence in food abundance. A:8 ldentlfy
bed as primary secure place, A:9 Explore close envir t;
lative, cognitive skills. A:10 Route connects parts of shelter structures.
provides orientation & change; motor satisfaction. A:11 XX A:12 Master
frustration in ith w/sibli for & toys. A:13 (See A:9).

1 Differentiate subsettings; retreat from overstimulation, threat; emotional
recuperation. B:2 Associate bed w/fatigue; learn volitional control of sleep;
|l|nass and recuperation. B:3 XX B:4 Learn to bathe, dress oneself. B:5 Co-
feedi tools; ication; differentiate food from symbiotic
source in mother. B:6 Autonomously control excretion. B:7 Learn to prepare
food. B:8 Establish play “turfs'; orient to neighborhood; play protect territory
from lookout; plan, wait. B:9 Role modeling; inteiact w/peers; fantasy,
exercise, exorcism, creation, discovery, dominance testing. B:10 Enlarge route
maps; differentiate settings, provide social encounters; learn safe wandering
limits. B:11 Regular play/meeting rituals & places; abuidate tunctions;
dominance testing. B:12 Games; fight; agonistic ritual; “ominance testing.
B:13 Acquire intellectual, motor skills.

c 1 Find alternate private shelter: auto, attic, stairwell. C:2 XX C:3 Meet
w/opposite sex in private, public settings; obtain sexual privacy anywhere:
autos, barns, etc. C:4 Groom for mating encounters. C:5 Communicate w/peers
over food & drink. C:6 Privacy in excretion. C:7 XX C:8 Expand territory into
intellectual domains, job. C:9 Learn C:10 F i social
contact w/opposite sex. C:11 Meet w4peers, both sexes; establish new rituals.
C:12 Sexual display: cars, sports, clothes (see C:3). C:13 Refine work skills.

1< hohhi

1 Find new shelter. D:2 Share bed w/mate. D:3 Select mate; achieve

couple privacy. D:4 XX D:5 Share food w/mate; increase food abundance.
D:6 XX D:7 Enlarge larder for family. DB Expand territory to include mate.
D:9 (see D:12). D:10 Mai of D:11 Meet w/couples.
D:12 Personal display; ecological, mating competition. D:13 Apply skills to-
ward life support. '

E 1 Expand shelter for offspring (see E:5). E:i2 Maintain sexual privacy
against invasion by new young family. E:3 XX E:4 XX E:5 Increase

abundance; feed family; gather, communicate w/family. E:6 XX E:7 Increase

capacity & variety of food. E:8 Expand territory to include young & check

frequently. E:S XX E:10 XX E:11 Expand functions, contacts, governing, edu-

cating, mystlcal awe. E:12 Display in values;

tion. E:13 Improve capacities, performance.

F 1 Shelter contracts as young leave. F:2 through F:7 XX F:8 Territorial

needs contract as young leave shelter. F:9 through F:13 XX

1 Maintain location or adjust to il d ch ; adapt sur di to

needs. G:2 More time in bed, sleep less; passnble confinement, compres-
sion of world to bedside. G:3 Adjust i h il libido;
iliness or loss of mate (see G:2). G:4 Possible mabnllty to care for self. G:5
Arrange special diet; reduction of taste, smell spectra. G:6 Possibly require
aid and equipment; lowered mobility may reduce functional dependability.
G:7 Possibly require assistance gathering & preparing food. G:8 Passive ob-
servation of archetypal actlv:tles performed by others. G:9 New leisure activi-
ties to fit G:10 Reducti in home range scale; fear of
exposure to attack. G:11 Need for contact w/& support from peers. G:12
Probable withdrawal from competition/defeat by young; defensive, evasive
postures. G:13 Less active roles w/in former context; fend off retirement.

Spivak’s schema of architypal places. (From Spivak M: Architypal places. Architectural Forum, October, 1973.

Reproduced with permission of The Whitney Library of Design.)

Arch Phys Med Rehabil Vol 60, October 1979



470

scents express their developing independence by
seeking an alternative shelter; the car or van, the attic
or basement room, the distant city to which one runs
away in fantasy or reality are substitutes for the
rejected shelter offered by. and tied to the family.
Ultimately, leaving the family home to live alone or
with a mate is a cultural signal of independence;
it is a sign of being “grown up” and assuming the rights
and responsibilities of adulthood.

Each of these maturational experiences is laden with
symbolism. Both in the mind of the maturing child and
in the eyes of the world, the gradual development of
independence is tied to the expression of a separate
shelter. Confidence in the ability to “do it myself” is
built by gradual successes in the effort to make a place
of one’s own; personal as well as geographic boundaries
are developed by the possession of a space whose ac-
cess can be controlled by the individual.

Those who are disabled from early childhood often
miss or only partially experience these activities. They
may be so “sheltered” by concerned parents that there
is no need or opportunity for them to develop a con-
cept of shelters of their own. Playing outdoors without
attendance is almost impossible in a wheelchair. Those
classic child-made environments, forts, are generally
inaccessible, and treehouses are hopelessly out of
reach. The severely disabled child, under the best of
circumstances, may be excluded from the play with
others which creates shelters. Alone, the effort re-
quired, the difficulty of handling materials, and the
need for assistance are enough to overwhelm most
efforts.

Shelter is often viewed by the disabled child as the
protection and comfort that is provided by others. He
is likely to view himself as having little influence on his
surroundings; adaptations and changes are made by
others. Because the spaces he occupies are rarely his
own, the disabled child often lacks privacy. There are
no places in which to hide, no retreats from everyone.
Mary Ann recalls her childhood as a time of always
being protected and sheltered, looked in on and cared
for. Confined to a wheelchair that she could not move
herself, Mary Ann could never retreat. The expressions
of distress so common to the escaping child—slamming
the door, hiding behind the furniture, locking youself
in your room—were not avajlable to Mary Ann.

Adolescence is usually a time of testing. Many small
separations are undertaken in preparation for the larger
separation to come. Among able-bodied people, resolu-
tion of the endless and inevitable conflicts of this age
is often reached by separation. The adolescent finds
alternate places with an identity that belongs to him
and perhaps his peers. The room is only 1 alternative
among many. Teenagers frequently choose to be absent
from the home to find alternative environments. For
some disabled teenagers their room may begin to serve
this function. One young disabled woman describes
her room as her “home base.” She spends all her time
there surrounded by her own things, maintaining her
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privacy by escaping into continuous schoolwork, an
escape acceptable to both ‘herself and her parents.
However, there are inevitable difficulties in changing
the image of a room that has functioned as a symbol of
unity with the family into one that symbolizes inde-
pendence. These problems are heightened if the room
must also serve as the scene for family assistance in
moving about, transferring, bathing, and so on.

As adults, most people have the experience of select-
ing, acquiring, modifying, and occupying a home or
shelter of some form. This home is important not only
for all the practical functions of shelter that it serves
but also as a symbol of self in Clare Cooper’s? terms,
an image of its occupant that is constant in his own
eyes and in those of the community. For the disabled
individual there has been little opportunity historically
to create this symbol. Houses or institutions were
selected, built, and adapted to meet the needs of care-
takers. With increasing numbers of independent dis-
abled people, however, the situation is changing.

Numerous severely disabled Berkeley residents own
or occupy homes alone or with others and find it
rewarding. John takes an active role in planning and
controlling his personal environment and relates this to
good health, building self-confidence and discovering

himself,
Conflicts sometimes arise from the necessity for

environmental “appendages,” which assure access
to a home but also declare the disability of the occu-
pant to the world. Carmen’s house has 2 large and
essential ramps to permit wheelchairs to travel from
the house to the garden and from the garden to the
street; both ramps are disguised as part of the garden
itself, invisible from the street. The reasons are both
practical: the police recommend locating ramps where
they will not call attention to the increased vulnerabil-
ity of the occupants; and psychological, Carmen wants
the house to look as normal as other houses in the
neighborhood. Ramps do not fit the image of normalcy.

The problem of selecting, adapting, and occupying a
house of one’s own is further complicated for the
individual who has been disabled from birth or early
childhood. Lack of experience in controlling the sur-
roundings, either directly or by directing assistants,
presents major difficulties for home seekers who are
newly independent individuals armed only with a brief
experience at a rehabilitation center or with no experi-
ence outside of the family home or convalescent
hospital. They must deal with an unfamiliar and com-
plex set of realities in their search for shelter. Housing
must be found that is accessible. Too often a lack of
understanding of all aspects of accessibility, such as
room and door sizes, counter heights, or turning
radiuses, prevents even essential needs from being met.

Finding and adapting acceptable housing that inte-
grates with the network of community associations and
services and that provides security and elemental pro-
tection can offer psychologically rewarding experiences
on both the personal and interpersonal levels.
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The Intimate Environment

The most intimate forms of shelter occur within the
personal-space bubble. Clothing and protective devices,
such as umbrellas or sunglasses, offer both elemental
protection and some shelter from psychological in-
vasion. For disabled people, these devices are supple-
mented by prosthetic devices and equipment. The
wheelchair is so closely related to its occupant that it
extends both the physical and psychological space
occupied by the individual. While it provides a pro-
tective metal shell in the material sense, it also makes
the occupant more visibly distinct and psychologically
accessible to those who do not see disabled persons as
people with the same rights to privacy as others.

The basic needs at a personal scale are related to
physical and emotional security., The immediate sur-
roundings of most disabled individuals include a variety
of devices—manual, mechanical, and electrical—that en-
able them to meet their basic needs, Varying in nature
from catheters and legbags through wheelchairs and
mechanical beds to electric door openers and voice-
responsive phones, these devices cooperate with
the person’s.existing abilities and furnish the assistance
he requires to make possible an independent life. If
these devices fail, many disabled people are liter-
ally helpless. Late-night wheelchair breakdowns have

- left many stranded on the street, immobile and vulner-

able.

Electrical failures can both immobilize electric
wheelchairs and deactivate voice-responsive telephones.
The most minor accident, such as dropping the slide-
board used for transferring, can isolate a disabled
person in a situation that he is unable to leave. Physical
security at the personal scale implies the need for back-
up systems for any electric or mechanical device that
can fail. This need is frequently met by the presence
of other people who can assist in emergencies. The
preference for living in close proximity to others,
particularly able-bodied individuals, is 1 response to
this need. Being dependent on attendants or machinery
and being helpless for those hours of the night when
there is no one around to help decreases feelings of
security. A fear of Mary Ann, who has a disabled
roommate, is “You think about being alone at night,
thinking that if something happens at night, you can’t
get yourself out of bed, like in a fire or something.”

Physical security for the disabled person can mean
more dependence on elemental control than it does for
the able-bodied person. Spinal-cord injury frequently
affects the metabolsim; the body is less able to adjust
to temperature change and may be unable to sweat.
The usual responses of exercising to warm up and of
sweating to cool down are not available, so comfort
is possible only when the temperature is within a re-
stricted range. Tom’s room is always kept in the upper
seventies (20-30C); his windows are not open on even
the hottest days, due partially to the great difficulty of
opening the windows without assistance. Lennis can

frequently be found sitting in the full sun, often wear-
ing a sweater and a slight sunburn, For him, a concern
in choosing a place to live is that the windows should
face south or west so that he can sit in the sunshine.
For individuals with metabolic dysfunction, it is essen-
tial to provide a heating system that permits each
individual to control the temperature and ventilation
of the space he occupies.

Other disorders, such as multiple sclerosis, tend to
reduce the body tolerance for heat; comfort may be
possible only in spaces that are cool and breezy. Two
male informants, both afflicted with multiple sclerosis,
have chosen apartments with large windows that can be
fully opened. They prefer natural air currents to the
chill of air conditioning,

For individuals with temperature sensitivity, a major
requirement is flexibility and the opportunity to per-
sonally control comfort. Responses to this need vary
from being prepared with extra sweaters and jackets
kept within easy reach and carried on all excursions, to
keeping the body constantly supplied with liquids ( a
water bottle or glass and straw are permanently affixed
to many wheelchairs), to restricting the selection of
sapces in which to live and work to those with access-
ible and flexible temperature-control systems.

The need for elemental protection is often increased
by various factors related to disability. Asked about
how she deals with the elements, Mary Ann responded,
“I hate them all. Rain makes your wheels and brakes
slip, and it’s hard for cars to see you. Cold makes your
circulation poor.” In Berkeley, the weather is usually
mild, there is never snow, temperatures are moderate,
and rains are confined to a few months of the year.
A common approach to elemental protection here
tends to be passivity. When the weather is inclement,
activities that necessitate going outdoors are simply
postponed.

Lennis, who describes himself as a “flexible survival-
ist,” says, “I deal with the problem by ‘contingency
planning.’ For instance, if I need to miss a class, I make
sure I have all the books and there is someone there
who will take notes for me. I just have to switch gears,
not let the situation bring me to a grinding halt.”

Other souls can be seen in the midst of rainstorms in
a wide assortment of protective coverings. Hoods,
capes that cover the back of the chair and keep the seat
as well as the driver dry, and umbrellas that are fitted
into special slots on the back of the chair are common.
During the rainy seasons, two of our informants de-
scribed “devices I would most like to see invented™ as a
hood similar to that on a baby carriage, which would
fold away but was always there when needed, and a
“golf cart-type cover, a canopy which would keep the
whole chair dry.”

John finds the elements a pleasing aspect of the
environment. “Berkeley is an accepting place. It has
places of power. The bay is like open arms to fog,
ocean, the elements. I see more people enjoying the
rain here than in other places.”
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Security from the threat of physical harm by others
is a constant concern for many wheelchair occupants.
They feel that the chair itself is an advertisement of
their vulnerability and inability to resist attack, and
many regard themselves as “moving targets” for purse
snatchers and muggers. A less obvious threat is posed
by the unconscious fears and hostilities many people
have toward disabled people. While typical street
violence may be avoided by careful selection of times
and routes, the danger of unpredictable violent assault
by an individual who feels threatened by disabled
people can inhibit making potentially rewarding con-
tact.

Peter stresses that while security is an important
consideration, and one that he is constantly aware of:

Danger is just a part of it all; part of being disabled is
accepting that a lot of things are going to be harder,
more time consuming, less safe. Most of us are very
accustomed to being in some form of danger. We are
susceptible to infections, injury, and so on; but you
can’t let that get in the way of leading your life. So, you
just accept the danger, and if you want to do something
enough, you do it.

One can never be certain about security from attack.

Most disabled people are extremely careful in their
planning to avoid areas that have a dangerous reputa-
tion, time periods during which streets are likely to be
deserted, situations in which they are likely to be
isolated with an unknown individual. The desire to
avoid difficult situations, however, may result in spend-
ing more time at home than is actually desired.

The Dwelling Environment

The dwelling provides the primary shelter; it offers
a retreat from all hostile forces and provides comfort.
For most disabled individuals the dwelling is the only
environment in which a real sense of both physical
and emotional security is possible. The importance
of direct control of the surroundings is a critical
element in this feeling. The home of the disabled
person is generally more specifically adapted to the
needs of the individual than that of an able-bodied
person.

The dwelling must serve as a sure “escape route”
from threatening situations. This implies ramps to
entries that are easily maneuvered, no barriers like
curbs at streetside, and door hardware that is workable.
Handles with lever-type action, keys on extenders, ade-
quate space for wheelchair manipulation to open and
close door, good lighting, and accessible doorbells are
some common adaptations. Special devices such as
intercom locking devices controlled from the bed are
also in use.

Once indoors, the dwelling must offer security from
invasion. Locks must be effective and easily operated.
Many of the best locks in terms of security are depend-
ent upon small-muscle control for their operation;
large-scale versions which are more manageable or
different designs are preferable. One informant noted:
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When I go out, I lock everything—every window. When
I come back it’s really hot, but it’s better than being
ripped off. I'm not as worried about being ripped off in
this place, *cause while this place is accessible, I really go
to great pains to see that it doesn’t happen; and after
I've done all I can, if it happens, it happens, and well,
I am insured and I do have my stuff marked with my
name. I am usually out with someone, but if I'm around
at home, I will keep my doors locked if I’m not expect-
ing anybody. And the whole thing behind that is that
I have taken a self-defense course, and I would give
somebody a pretty good battle. I'm most vulnerable
when I am lying down, it’s sort of like someone pulled
the plug on me. But it’s not one of those things that I
can just sit around and worry about all the time.

Windows that permit the occupant to see the visitor
before admitting him are important. They must be low
enough to be used from a wheelchair and located so
that the chair can be moved into an effective viewing
position. For those who are restricted to a single room,
a voice-activated entry communications and access
system may be desirable.

To find an effective balance between security and
social isolation is a problem for those who need to
spend long periods of time in bed and cannot leave the
bed without assistance. Admitting visitors personally is
impossible. Various approaches are taken. Peter often
leaves his door open; visitors and attendants come and
go freely, and he counts on the constant flow of a
number of people through his home to provide security.
His apartment is located in a building in which neigh-
bors can hear any disturbance, which supports this
approach, as does his decision to share his apartment
with another active disabled. man, who also bringsin a
steady stream of visitors into the space.

Carmen handles this issue by sharing the space with
a number of able-bodied people who can respond to
visitors. Regular callers are given keys and the doors are
open during active hours. Mary Ann and her roommate
solve the problem by giving keys to attendants and
other frequent visitors. They schedule all other visits in
advance so they are prepared to greet the guest. Due to
the high attendant turnover and the dangers inherent in
having distributed many keys, this approach requires
periodic lock changes.

The security problems posed by the necessity of hir-
ing attendants and providing them with access before
their reliability has been proven is a constant worry for
disabled people. Attendants are often hired from
among the “street people.” Most are conscientious,
reliable, concerned, and value working with people.
However, others are untrained, irresponsible, or simply
out to take advantage of an easy victim. Stories are
told about homes robbed after attendants were hired,
given keys, and then never seen again. Screening pro-
grams and referral systems attempt to control this
problem, but the undeniable vulnerability of those
who are dependent on assistance is a continuing
problem that even the security of the dwelling cannot
overcome,




ENVIRONMENT AS IL SUPPORT SYSTEM, Lifchez 473

A sense of security is sometimes enhanced by the
presence of a telephone, another means of communi-
cating with people. This link with help, however, is not
always reliable, particularly when it cannot be easily
or quietly employed. Lennis described an uncomfort-
able situation in which he heard someone in the next

room at about 3 o’clock in the morning. It turned out .

to be his attendant, but Lennis had some uneasy mo-
ments; he hesitated to use his phone line to call for help
because when it is activated, anyone in the next room
can hear the operator come on the line. When asked if
he would feel more secure if there were a lock on the
door between the bedroom and living room and on the
door between the bedroom and bath, he answered that
if he started putting so much hardware on the doors,
there was the danger of being locked in. He felt
security was, to a large extent, within his own head.
Too often such concerns as effective security or
adequate protection from the elements while entering
or departing a dwelling must be relegated to the status
of “luxury items.” Merely finding a building with an
accessible entrance and adequate space in the interior
poses monumental problems. Gary has experienced
many difficulties simply finding minimally acceptable
housing.
Most apartments, particularly in the newer buildings, are
cramped. There’s just not enough room to move around.
The biggest hassle has been hallways and making turnsin
hallways. This place that I'm living in now, the hallways
are relatively wide in comparison to the other 2 places
that T lived in. I guess that’s the first thing; basically, if
you can find an apartment that is in an older building,
like this, you've got half a chance. If you’re going to be
moving in with another crip, you’d best get 2 bedrooms,
particularly if there are 2 electrics; otherwise it’s just
too cramped. As far as closet space and stuff like that,
this is the 1st apartment where I could even get near
the closets. .. .
We’d looked at 3 or 4 places, and we said, well, okay,
this place is still cramped, but we can do it. For almost
a year we did it. And for me, I guess, I'm in a better
position to try out things like that, because I'm not,
say, a quad or someone who has lirhited use of their
hands. I have good use of my hands and arms, and
considering that you develop all kinds of weird-ass
ways to get in and out of doorways. I mean, I can
remember times when I would use my head to help
myself get out of a doorway if I had to put some
extra push on the chair. I would get myself up against
the chair and try to push myself out of the door,
and maybe one end would go and the other end would
get stuck, so maybe I would have to use another portion
of my body to either open the door or something like
that. When you’re in a cramped environment, you learn
to use everything you’ve got, and that can be anything
from 1 extra finger that you didn’t think you’d have to
use to using your leg to kick something.

Shelter has strong psychological overtones. As well
as offering security and access, it must provide the
symbols of comfort. Returning to the hearth is more
than a literary cliche!, the presence of a visible heat
source like a fireplace or a sunny, protected patio is an
important element in the concept of dwelling. Heating
systems that offer even and controlled temperatures

are important for the maintenance of physical comfort.
Heat sources that offer varying degrees of warmth and
the opportunity to adjust to the source are emotionally
important. Any heating system to be used in the homes
of the disabled person should be designed to be easily
operated with minimal muscle control. In addition,
surfaces that can become hot and cause burns must
carry visual warnings as some disabilities destroy those
sensations that warn of burns or other injury.

In extreme climates, metabolic problems may tend
to confine some people to the home unless temperature-
controlled access to transportation is available. Shelter-
ed access to the garage or a heated garage may be a
necessity rather than a luxury. A sheltered front entry
is important for those who require time to operate
locks and opening devices, and nonskid surfacés on
outdoor paving may be necessary for those who do go
out in rainstorms.

The Community Environment

At the community level, one of the most important
aspects of shelter is its environmental messages. A town
like Berkeley, which has demonstrated its concern for
the welfare of the disabled population with visible acts
such as curb cuts, timed stop lights, and ramps, sends
a message to disabled inhabitants and visitors that
clearly says, “You are welcome here; this place offers
shelter and concern.” The physical environment was
frequently the Ist subject mentioned by the inform-
ants in discussing Berkeley. It induced an immediate
sense of security for many upon their arrival. “If they
care enough to make things physically accessible,
which was never true anywhere else I lived, then
probably they will also be more accepting of me
personally.”

Berkeley also offers shelter for a wide range of
public and semipublic activities. Most restaurants are
accessible and have come to function as common
gathering places in which one can find shelter from the
elements and social companionship. While the private
homes of the vast majority of the population cannot
be entered, such public facilities play a particularly im-
portant role in social interactions among able-bodied
and disabled people. They provide both an arena in
which to meet and a ground upon which the 2 popu-
lations can participate equally.

MATE

The rituals of mating include courting, pair bonding,
expressions of affection, communication, sexual ex-
pression, and. child care. The formation of intimate
relationships and the expression of the feelings gener-
ated in these relationships are an important dimension
in the lives of disabled people.

Perhaps the most important aspect of mating or
courtship is the validation it offers of a person’s worth
and the meaning it often appears to impart to life. A
paraplegic man says, “Being disabled, I feel alienated.
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I want to be—I like to feel I'm still sexually attractive,
seductive. How can I be appealing if I'm still in a chair?
Ive come to realize life has to offer something more
than sex. I'm now searching for that meaning. I want
to feel alive.”

The Developmental Implications

Children pattern their play and their plans for the
future after the behavior of the adults around them.
One of the most important aspects of this patterning
is the concept of family, of ultimate marriage and
possibly having children, as an expression of adulthood.
This process is as important in the development of most
disabled children as it is in the lives of their able-bodied
peers. They grow up as part of a family, and their ex-
pectations for the future may include the development
of their own family. While this may be accepted within
the families of disabled people, who see them as
whole persons, it is frequently a difficult idea for
outsiders to grasp. For some disabled children, there
is a false expectation that they will remain a “child,”
cared for by the same family group through adulthood.
A few anticipate institutionalization.

Major problems for many disabled people occur as
a result of society’s unwillingness to view them as
sexual beings and potential mates. Institutions tradi-
tionally treat them as children, separating the sexes and
regarding expressions of affection as a perversion or
inappropriate behavior that must be discouraged.
Troubled by this negative image, the disabled person
must also deal with the cultural images that associate
sexuality with physical perfection and beauty. As Tom
says: “I see myself as having sexual potential, as having
marriage potential, but if you took 12 women off the
street and lined them up to look at me, I wonder what
they would see?”

One effect of this prejudice can be seen in the con-
tinuing efforts of the informants to change attitudes.
As Peter says, “If there’s a little kid on the street and
he asks, ‘What’s wrong with you? there is a certain
responsibility to educate him in disability, The answer
must be calm and direct and honest. You are always
sort of a representative, and you can influence his
attitudes in later life.”

In Berkeley, some change in attitudes can already be
seen, John says: '

Before I came to Berkeley I had career potential and
I've realized it. Berkeley told me I had sexual potential
as well, which means that in some way the community
must recognize it. Career potential is always there, but
before coming here I was confronted by an attitude
toward me of my being asexual. It goes along with the
stereotype. The best sex comes from the best looking
people! Righteous turn-on! Rehabilitation center turn-
on! People see a disabled person least of all as an ideal
society member. It is only since coming to Berkeley
that I can see myself as a person important to society.

Developing reasonable expectations of the self and
finding potential lovers are difficult tasks for all ad-
olescents. The teenager who has been disabled from
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birth must throw off a lifetime of societal assumptions
as well as battle the physical difficulties of making
contact. Newly disabled people must reassess their
own value system, which had awarded points for
beauty and athletic prowess. Peter uses the term
physicalism to describe the value structure that must
be overcome; like racism and sexism, it is often particu-
larly important in relationships between the sexes.

The Intimate Environment

Privacy is essential for the development of close
open relationships and for sexual expression. The prob-
lems of working things out so that it is possible for a
relationship to begin, develop, and possibly become
intimate are particularly difficult when environmental
barriers close other doors to you. Tom describes his
frustration in pursuing relationships that seem to show
promise:

I used to live in a 1st-floor apartment with David. The
woman upstairs and I were very close. We spent a lot of
time together, but there was no elevator so I never saw
her apartment, and I had a roommate so we were never
alone. There was just nowhere to go. Maybe it wouldn’t
have worked out anyway, but it never had a chance.

The adolescent years for disabled people can be
particularly difficult in this respect. Most teenagers are
in pushchairs and are dependent upon the aid of
parents or friends to move around. Making acquaint-
ances under these conditions is difficult, pursuing them
impossible. The acquisition of an electric wheelchair
can radically change the life of a person who has rarely
had any real privacy; it offers the opportunity to go
somewhere alone, to make one’s own choices, to con-
trol one’s mobility. Once involved in a relationship, it
can permit a relatively equal status among partners for
even the severely disabled. When both partners can
move about independently “taking care of themselves,”
there is less necessity for the more able-bodied partner
to assume a caretaker role. One Berkeley woman who
is slightly disabled herself recently returned from a
vacation with a more severely disabled friend. From
her unique viewpoint on “both sides of the fence,”
she expressed her understanding of the difficulties of
sustaining a relationship complicated by disability:
“If you’re the person causing the problem, you feel
responsible. It can complicate relationships. In some
ways, our vacation was a hassle just keeping from be-
coming upset or making him feel like a burden; yet I
had one of the better times of my life just because of
who I was with.”

The issue of dependency in a marital or romantic
involvement is a serious problem for many disabled
people; even in situations in which the disabled partner
has led a fairly independent life prior to involvement
there is a constant danger of falling into patterns
that lead to dependency. Tom, divorced after 8 years
of marriage, is now amazed by the extent to which he
had become dependent with no understanding of the
destructive effects it was having on his relationship
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with his wife. A “strong quad,” Tom now does every-
thing for himself; he cleans, cooks, drives, works,
bathes, and writes without assistance. When he needs
help with tasks requiring special dexterity, he hires
someone to perform them. Yet, during his marriage,
his ability to “take care of himself”” was so eroded
that his wife’s most serious concern when she left
was that he would be completely incapable of manag-
ing the simplest tasks alone.

The major factor in the development of this
dependence was a failure to adapt the environment to
his needs.

It just didn’t seem necessary. She drove the car, and as

long as I was a passenger and had some help we managed.

She did most of the cooking and so forth, It was easier

for her and we couldn’t change things easily. If she

helped me get dressed and pushed me to the bus stop,
we could both sleep longer.

The importance of organizing the environment so
that each disabled person can meet his needs without
burdening a relationship cannot be stressed enough.
Attendants who have become emotionally involved
with their employers universally emphasize the impor-
tance of terminating the professional relationship if
they wish to maintain the emotional one. The intensity
of physically caring for someone has a dual character;
it leads to the development of attractions and closeness
and then destroys the same closeness when the caretak-
ing is a necessity, neither a free choice made from love,
nor a job which can be completed and left, both
physically and emotionally.

Carmen says, “You should never make a lover out
of an attendant. It’s true about the mystery—familiarity
does breed contempt. On the other hand, it is good to
have as a lover someone who has been an attendant to
someone else. They understand.” When an attendant
does become a lover, however, the role must be rede-
fined.

The Dwelling Environment

The homes of disabled people are often the homes
of a family—houses containing children, friends, pets,
and mates, in addition to the disabled individual. There
has been a prevailing tendency for designers to view
disabled people as isolated from social contacts and
associations. When disabled people are regarded as
members of a family, a tendency remains to treat them
as a special case, providing them with a specially
equipped sick room. A space is provided near the
kitchen so the homemaker can also function as a care-
taker. The rest of the family lives upstairs and lives
apart.

While this pattern is not appropriate for anyorne
who is truly regarded as a family member, it is still a
spatial necessity in many homes. Two-story houses
make up a large part of the residential stock of this
country, and the upper half is usually inaccessible to
the disabled person. When a family member becomes
disabled, and the existing home has no accessible

475

private space, arrangements are often made that are
difficult for everyone. In 1 case, the dining room is
the only possible place for a disabled young man. His
room functions, however, as a corridor to the kitchen,
denying him any real privacy. Furthermore, it cannot
be closed off completely from the living room and
lacks a full bathroom. He is in the unfortunate position
of both feeling guilty for the inconvenience of his
presence and resenting the lack of any real comfort.
The likelihood of a member of any family suffering
a temporary or permanent disability is high, and should
be considered in planning any home.

For the many disabled individuals who do lead
active sex lives, both the environment and the personal
support system must be arranged to make lovemaking
comfortable and convenient. Often, there are compli-
cations of prosthetic devices and transferring, which
require the aid of a skilled attendant. Carmen, describ-
ing the problems she finds in lovemaking, says:

Most men don’t know how to get past the wheelchair,
and I don’t know how to get past the iron maiden my-
self. Making love with me is a real trapeze act—the first
time is uncomfortable, a little frightening. A lot has to
do with bladder problems and my catheter. And there’s
the time thing: you can’t just jump up, take a shower,
and douche, and be done, You need all those other
hands. By the time you’ve taken care of 1 night, you’re
into the next.

Mary Ann commented on the added complications
when the relationship involves 2 disabled people in
wheelchairs. Like many other facts of life for the dis-
abled, lovemaking cannot be totally spontaneous. “You
have your plan when you want to go to bed;it can be
worked out. It can be any kind of situation when 2
people become interested in each other. It might be
2 disabled people with an attendant.” Arranging
a bedroom space so that it permits sexual relationships
to take place with whatever assistance is required, and
with privacy as well, is essential.

The Community Environment
The tendency to view disabled people as leading

-rather isolated existences, or at least relating primarily

to other disabled individuals, is reflected at the com-
munity level in seating arrangements for disabled
people ‘that ignore the presence of a partner. One
young woman, frustrated by attending numerous
movies and concerts separated from her date, pro-
posed a folding seat for the side of her wheelchair
which would permit her date to sit close at hand. “As
it is,” she says, “when I go out with someone, we are
so separated by the chair that he never even gets to
put his arm around me. There is no easy sort of pro-
gression,”

When a couple who are both in wheelchairs are on
the sidewalks, a different spatial problem occurs. Two
chairs are frequently too wide to travel side by side and
when they follow each other, communication is im-
possible. The most comfortable position for talking
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appears to be side by side, but facing in opposite di-
rections—an arrangement that also tends to block side-
walks unless a widened area is provided.

The community also tends to express its reluctance
to accept disabled people as sexual individuals in the
design and operation of hospitals and care facilities.
Rooms are rarely provided that have space for a mate
to visit for even temporary stays. Beds tend to be
single, and privacy is often limited. “For the patients’
protection,” bedrooms can rarely be locked from
within. Such “don’t touch” messages sent by the
environment are reinforced by policy.

CONCLUSION

In reading about archetypal places from the point of
view of those with physical disabilities, one must not
only focus on information, one must also read be-
tween the lines. For the individual environment to work
well—that is, the dwelling, work place, communal space
and so on—there must be a much broader context to
support these settings. For the dwelling or workplace
to be truly accessible the town or community must
have a critical mass of physically disabled residents, a
cohort, who recognize and support their connected-
ness. Out of this connectedness comes, at the 1 ex-
treme, the small, discrete acts between people who
understand one another—neighboring, sharing, even
friendship—because they share experiences in life and
the goal of independent living. On the other extreme,
there is the awesome potential for political activism,
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which if need be can ensure the rights and privileges
of those with physical disabilities.

Out of this critical mass, networks are formed in
response to the individual’s and the collective needs.
Legal assistance, medical and attendant care referrals,
equipment service, transportation, housing, jobs,
recreation and other social services are tailor-made to
work within the town and to be highly responsive to
the special needs of those with physical disabilities.
Like pioneers in a new territory, the physically dis-
abled often discover their connectedness and collective
vitality in building these critical networks which will
be major supports in each person’s effort to live inde-
pendently.

It is, therefore, only within a broad context of
social supports and life opportunities that the physical
environment per se is truly a setting for independent
living.

ADDRESS REPRINT REQUESTS TO:
Raymond Lifchez, MA

Room 332, Wurster Hall

University of California

Department of Architecture

Berkeley, CA 94720

References

1. Spivak M: Archetypal places. Architectural Forum,
October, 1973, pp 4348

2. Cooper C: House as symbol of self. In Lang I, et al (ed):
Design for Human Behavior: Architecture and the Behav-
ioral Sciences. Stroudsburg, PA, Dowden, Hutchinson, and

Ross, 1974, p 144




477

Attendant Care as a Prototype Independent
Living Service
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e Of all the services and programs associated with the
movement for independent living, attendant care has
particular symbolic significance for the movement’s ad-
herents. Because it is a self-directed service, attendant
care can be contrasted with home health services which
are directed by professionals and agencies. This article
demonstrates how attendant care mirrors key inde-
pendent living values and concepts, partially by evaluat-
ing the provisions of attendant care services under
titles XIX and XX of the Social Security Act. An anal-
ysis is made of how selected states have used titles
XIX and XX authority to make self-directed attendant
care services available. Consideration is also given to
how selected eligibility criteria for titles XIX and XX
create serious work disincentives that compromise the
independent living goals implicit in self-directed attend-
ant care services. Funding prospects and their effect
are on the future of attendant care also are discussed.

Attendant care is one of the services most closely
associated with the movement for independent living,
especially for severely physically disabled persons, for
whom it is most essential. The self-directed nature of
attendant care services has made attendant care a
model independent living service.

Simple as it is, attendant care is not a well under-
stood service. The provision of attendant care services
cuts across at least 3 major sectors of the human
services system—health care, income assistance, and
social services. To understand how a relatively straight-
forward service such as attendant care is now (or
should be) provided sometimes requires the perspective
of a human services renaissance person. Such a global
perspective is rare these days when proliferating cate-
gorical grant programs and the like confine most of us
to our own niche in the system.

One purpose of this article is to cut through the be-
wildering complexity surrounding the public funding
of the attendant care services. The article does so by
first considering the simple elements that make up the
attendant care model, which is contrasted with the
home health model. Home health services are an alter-
native source of in-home services for persons with
severe physical disabilities. Our intent in contrasting
attendant care and home health services is to demon-
strate how the attendant care model reflects key values
and concepts espoused by the movement for inde-
pendent living. However, the attendant care model
seldom exists in its purest form. The public provision

of attendant care services makes it necessary to
accommodate the model to the requirements of majot
funding sources such as title XIX (Medicaid) and title
XX (Social Services) of the Social Security Act.

This article also examines how states have used
titles XIX and XX to provide attendant care. Compro-
mises in the independent living goals of the attendant
care model, caused by the employment disincentives
arising from the criteria used to determine eligibility
for income and medical assistance benefits, are ana-
lyzed. We conclude by observing some of the trends
that are likely to shape the future of attendant care.

DEFINITION

Attendant care services are those tasks performed
by an attendant when assisting a severely disabled per-
son in bathing, dressing, grooming, toilet care, and
other activities of daily living. If needed, an attendant
also helps with meal preparation, food shopping,
and household chores. The cost of attendant care
varies from minimum wage to $5 to $6/hour. The need
for an attendant varies from about 2 to 6 or more
hours/day depending on the severity of the person’s
disability. An attendant is recruited, hired, trained,
supervised, and if necessary, fired by the disabled
consumer. The provision of care is directed by the
consumer, not the provider. This is the distinguishing
feature of the attendant care model.

NEED

From time to time, the Social Security Administra-
tion, the National Center for Health Statistics and
various university-based research organizations have
conducted surveys on the incidence and prevalence
of disability. These surveys!# indicate that about 1.1%
of all working-age adults and about 6.5% percent of all
elderly need some assistance from another person with
personal care. Given the age distribution of the popula-
tion in 1977, we estimate that about 2.9 million adult
Americans need such assistance.
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According to a study conducted by Brandeis Univer-
sity,> the need for attendant care is considerably more
limited than that suggested by these national data. The
attendant care model assumes a greater amount of
daily assistance than that reported in national surveys.
Extrapolating from state and national data presented in
the Brandeis study, we estimate that about 160,000
working-age adults and about 250,000 elderly are
functionally dependent enough to require the scope of
assistance rendered by a paid attendant.

CONTRAST WITH HOME
HEALTH SERVICES

The attendant care model assumes that disabled
individuals who are well versed in their own health
care needs have the necessary ability and skill to direct
and monitor their own personal care. The concept
of self-direction is not widely accepted or supported
by health professionals. Presently, opportunities are
rare within the health services system for severely
disabled individuals to assume a leadership role with
regard to their own health care. The conventional
approach is just the opposite, as illustrated in the
delivery of home health services.

In the home health system, a disabled person
does not direct his own care. Instead, care is pro-
vided by an agency-supervised home health aide.
The home health agency functions as the manager in
the provision of personal care services and carefully
specifies the duties to be performed by the home
health aide. Furthermore, the aide’s duties are super-
vised by an agency-employed registered nurse. The dis-
abled person is a passive recipient of services—in
essence, a patient.

Minnesota

|L +

Since Medicare is the main source of reimbursement
for home health services, most such agencies shape
their operating policies after those of the Medicare
program. Unfortunately, the disabled individual’s abil-
ity to direct his own care is very much restricted by
Medicare requirements. For example, the Medicare
program requires that home health services be rendered
in keeping with a physician plan of treatment, be super-
vised by a skilled nurse, and be reviewed every 60
days.6

Professional intervention and supervision are at the
core of the home health model. However, ongoing re-
assessment by health care professionals tends to
undermine an individual’s confidence and inde-
pendence. Such professional control can unintention-
ally reinforce dependent behavior. The attendant care
model rejects the submissive, compliant patient role
inherent in the home health model of in-home support
services. In the attendant care model, independence is
fostered by holding the disabled individual responsible
for managing and reimbursing his attendant.

The comparison between the home health and
attendant care models also illustrates significant differ-
ences in role behavior. In the former, the disabled per-
son is a patient; in the latter he is a consumer. Yet,
both models are needed. The home health model is
intended to provide acute, restorative care during a
period of illness or recuperation immediately following
hospitalization. The attendant care model is intended
to provide ongoing routine care as an alternative to
long term institutionalization (figure)." Consider-
ing the polarity of their respective goals, these 2 service
delivery models should also be expected to have
equally disparate methods to be responsive to the
needs of the persons they serve.

Massachusetts

A

California

=l

“ Dependence =

mme Health / Medical Modil

® Provider direction

® Physician plan of treotment
e Nurse supervision

¢ Aide recruited by agency

® Payment to provider

¢ Accountability — physician
e Patient role

e Acute condition

¢ Restorative / episodic care
* "Health care” benefit

» |ndependence ‘

[Aﬁendanf Care / Independent Living ModeTI

e Consumer direction

® No physician plan of treatment

® No nurse supervision

e Attendant recruited by consumer
e Payment to consumer to provider
® Accountability —» consumer

e Consumer role

e Chronic condition.

e Maintenance / continuous care

e " Social service ' benefit

< Continuum of Attendant Care Programs >
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SYMBOLIC SIGNIFICANCE

Of all the services and programs associated with the
movement for independent living, attendant care has
acquired unusual symbolic significance. It has become
a premier issue for independent living advocates be-
cause this model incorporates many of the values and
concepts cherished by the movement. Elsewhere in this
issue, we have noted how the movement for indeperi-
dent living has been indebted to the contributions of
other social movements—the civil rights, the consumer,
the self-help, the demedicalization, and the deinstitu-
tionalization movements. The attendant care model,
incorporates the values and assumptions that character-
ize each of these movements.

In our society survival needs such as food, shelter,
and health care are often elevated to benefit rights or
entitlements. Attendant care is viewed as a survival
right, a benefit necessary to the physical survival of
the individual, since a severely physically disabled
person cannot participate in school, work, recreation,
or the political life of the community without it. Be-
cause of its indispensable nature, attendant care takes
on the character of an inalienable right with status
comparable to a civil right.

According to the consumer movement, the con-
sumer, not the provider is best able to judge the
adequacy of services and products. Thus, as a consumer
of attendant care, the disabled individual is best able
to monitor the adequacy and quality of the care
he receives. Having several years or more of experience
with the idiosyncrasies of his own disability, the dis-
abled individual is often better qualified to evaluate
the care he receives.

The self-help movement goes beyond the assump-
tions of the consumer movement in that the former
assumes that the individual is not only capable of
evaluating service quality, but that he is also able to
manage and direct the services he needs. Likewise,
the attendant care model assumes that the disabled
individual is best able to manage and direct his own
care provider.

The demedicalization debate centers around the
concern that there is too much unnecessary medical
intervéntion into various problems and life conditions
whose etiologies are social and economic rather than
medical. In the case of physical disability, the move-
ment for independent living asserts that a continuous
medical presence is unnecessary once an individual
is medically stable. The role expectations of the
attendant care model are in marked contrast to the
behavioral assumptions of the medical model and
the sick role that come with medical intervention.
In the attendant care model, accountability is centered
on the consumer, not the physician. The attendant care
model assumes that he does not require the acute/
restorative care assumed in the medical model or in
home health services. Disabled persons are assumed to
be sufficiently experienced to monitor their own

physical condition and to seek additional care when
needed. Disabled persons are not “sick,”do not wish to
be exempted from various social and civic responsibili-
ties and do not wish to be deprived of their person-
hood.

The features of the medical model that induce
dependence are sometimes most evident in large-
scale institutional programs managed by medical
personnel. Attendant care is viewed as an alternative
to institutionalization. It allows relatively low skilled
individuals to provide personal care services in a com-
munity setting that would otherwise be provided
in an institutional setting. Often a person is institution-
alized because there are no attendant care services
available in the community.

The attendant care concept touches nearly all the
themes considered dear to the independent living
movement, and the convergence of all these themes
and values have helped to elevate attendant care to
symbolic prominence. Attendant care is viewed in
some quarters as a bellwether service to determine
whether public officials and others truly understand
the needs and aspirations of persons with severe
physical disabilities. In short, attendant care is con-
sidered a litmus test service by independent living
advocates.

SERVICES UNDER TITLE XIX

The Medicaid program has become one of the main
sources of funding for participant-directed attendant
care services. This has been made possible by a rela-
tively obscure federal regulation (42 CFR 440.170(f))
that perrhits personal care services to be provided in
a person’s home “by an individual, not a member of
the family who is qualified to provide such services,
where the services are prescribed by a physician in
accordance with a plan of treatment and are supervised
by a nurse.” Although this regulation contains many of
the trappings characteristic of the medical model in
home health services, the regulation does not specify
the amount of nurse supervison required, allowing a
great amount of consumer discretion and direction. A
person who is medically stable and has acquired
the necessary health maintenance skills would require
only distant and minimal nurse supervison under the
Medicaid regulations.

At least 8 states have used the Medicaid program to
finance attendant care services. These include Massa-
chusetts, Minnesota, Montana, Nebraska, Nevada, New
York, Oklahoma, Wisconsin and the District of Colum-
bia. Massachusetts and Minnesota have had contrasting
experiences with this program.

Massachusetts

The Massachusetts attendant care program began in
1975 when the state Medicaid program contracted with
the Boston Center for Independent Living to arrange
for the provision of attendant care services. Since then,
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3 other independent living centers have contracted
with the Medicaid program—Worcester Area Tran-
sitional Housing, the Southeastern Massachusetts Inde-
pendent Living Program, and the Franklin County
Home Care Corp. The basic premise underlying the
Massachusetts attendant care program is that many
severely disabled individuals are well aware of their
own health care needs and do not need the degree of
medical intervention common to other home health
service programs.

To be eligible for attendant care services in Massa-
chusetts, a person must be 18 years or older, limited in
his upper extremities, psychologically and medically
stable, and eligible for Medicaid. Medicaid eligibility
is determined by the public welfare department;
attendant care needs are determined by the independ-
ent living program. A registered nurse and an occupa-
tional therapist from the independent living programs
complete an on-site assessment of attendant care needs
with the prospective consumer. Reassessments are
made at least once per year and sometimes more often
depending on the medical condition of the consumer.
The Medicaid program reimburses need assessment ser-
vices on a fee-for-service basis.

Should an applicant be lacking in any skills related
to the utilization of attendant care services, the inde-
pendent living program provides training to enhance
the applicant’s ability to manage his own personal
affairs. This service is also reimbursed by the Medicaid
program.

The responsibility for recruiting attendants falls
mainly on the consumer. After the initial assessment,
the independent living program acts mainly as an inter-
mediary in the payment process. Time sheets, signed
by both the attendant and the consumer, are submitted
by the consumer to the independent living program,
which in turn sends the bill to Medicaid for payment.
The independent living program issues a check to the
consumer who in turn pays the attendant.

The hourly wage for an attendant in Massachusetts
is set by the state Rate Setting Commission and is
presently set at $3.50. The typical consumer needs
about 4 hours of attendant care/day divided between
the morning and evening hours. If needed, a night-time
attendant is available to turn an individual in bed to
avoid pressure sores. A night-time attendant (who
frequently lives with the consumer) receives $5.00/
night. The Massachusetts Medicaid program does not
provide 24-hour, live-in attendant care services.

About 175 individuals participate in the Massa-
chusetts Medicaid supported attendant care program.
In addition, about another 25 individuals participate in
an attendant care program supported by the Massachu-
setts Rehabilitation Commission. This second program
is available to individuals who are employed and
not eligible for Medicaid. It is supported entirely with
state funds and administered through the various in-
dependent living programs in a manner similar to the
attendant care program funded by Medicaid.
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Minnesota

The Minnesota program is centrally administered
through the state Medicaid program, not through local
independent living programs as in Massachusetts.
Current enrollment is 100 participants and 130 attend-
ants. The Minnesota program pays for both live-in and
part-time attendants. Medicaid pays up to a maximum
of $800/month/eligible participant. Many severely
disabled individuals choose to split this sum between
several attendants to assure regular care.

The participant is responsible for recruiting an
attendant and a registered nurse to supervise his care.
But for the most part, the Minnesota program is a
provider-based as opposed to a consumer-based system.
The attendant and not the consumer bills the Medicaid
program and provides the necessary documentation
(eg, ensuring that the treatment plan is on record and
certified by the physician every 90 days). The physi-
cian determines the services to be provided, the expect-
ed duration of service, the frequency of nurse visits,
and the qualifications of the attendant.”

Thus, the Minnesota attendant care program leans
more to the home health or medical model, making the
physician rather than the consumer the principal de-
cision-maker. Moreover, the duties of the attendant
compromise the self-direction -goals of the attendant
care model in the Massachusetts program,

In Massachusetts, both personal care and housekeep-
ing services are funded by Medicaid. In Minnesota,
there is a delineation between personal care services
considered to be medical and housekeeping services
considered to be nonmedical. The attendant must thus
submit a separate bill for housekeeping tasks to the
state’s title XX Social Services program.

SERVICES UNDER TITLE XX

A second major source of funding for attendant
care services is the social services authority under title
XX of the Social Security Act, which allows states to
fund various in-home services without the medical
supervision required in the Medicaid program. California
offers an example of how title XX is utilized to fund
attendant care services.

California

The California program began in the late 1950s8
when disabled persons were given a “‘special needs”
allowance to supplement their public assistance grant.
When the Supplemental Security Income (SSI) pro-
gram came into being in 1974, the attendant care pro-
gram was combined with California’s new In-Home
Support Services (IHSS) program, supported in part
with federal funds under title IVA, the precursor to
title XX.

Unlike the Massachusetts and Minnesota programs,
California’s program is administered through county
departments of public welfare. The hours of attendant
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care needed by a disabled person are determined
mainly by the county social service worker based
on a personal interview. The social service worker may
call upon the expertise of an occupational therapist.
The consumer may solicit the statement of a physician
in documenting his need for attendant care. The final
number of attendant care hours agreed upon is to some
degree negotiable. The attendant care needs of an indi-
vidual are re-evaluated every 6 months or sooner de-
pending on the nature of the disability.

Hourly compensation for attendant care is set at the
minimum wage in California. At present, the total cost
of attendant care for any one individual may not ex-
ceed $621/month. Thus, the maximum number of
attendant care hours that an individual can receive is
to some extent determined by this monthly ceiling.
Moreover, the disabled individual must take into
account outlays for social security payroll taxes and
other fringes when computing the cost of attendant
care.

The consumer is very much in the driver’s seat.
He recruits, manages, and pays his own attendant(s).
Neither a physician’s plan for treatment nor a nurses’s
supervision is required. Because of the absence of
medical intervention, the California program incor-
porates the attendant care model in its almost purest

form.
It is difficult to determine how many individuals are

participating in California’s attendant care program.
Because it is administratively blended into the state’s
larger IHSS program, to distinguish between individuals
receiving attendant care and those receiving other
forms of in-home care such as chore and homemaker
services is difficult. Current estimates suggest that
several thousand or more disabled individuals receive
attendant care services in California.

WORK DISINCENTIVES

One of the most vexing issues accompanying the
provision of attendant care services is the work disin-
centive problem. Simply stated, under current eligi-
bility rules for publicly financed attendant care services,
a person loses several thousand dollars worth of attend-
ant care benefits when accepting gainful employment.
Most jobs, especially entry level positions, do not pay
enough to allow a disabled person to pay for his own
care. Thus, when accepting employment, an attendant
care consumer works to his economic disadvantage.
The irony is that the eligibility criteria to receive aid
for independent living contain the very elements that
undermine the independent living goal. Why?

The source of the problem is that a person’s eligibil-
ity for Medicaid and social services is closely linked to
a person’s income maintenance status. To be eligible
for Medicaid or social service benefits such as attendant
care, a person must be eligible for the SSI program, or
at least meet the categorical requirements for it. To
meet: these requirements, a person must (1) have a

medical impairment and (2) be unable to participate in
a “substantial gainful activity” (SGA), ie, be unable
to work. However, as soon as a disabled person earns
$280/month ($3,360/year), he is no longer considered
unable to perform gainful work and therefore is no
longer considered disabled for purposes of the SSI
program. Once working, disabled persons not only lose
their SSI benefits but also their Medicaid and social
service benefits, including attendant care. The combin-
ation of all these benefits—with medical and attendant
care being the most important—adds up to a significant
dollar amount which a disabled person, even with an
above average income, cannot afford to replace from
his own earnings. The disincentives involved in the
Social Security Disability Insurance (SSDI) and Medi-
care programs are slightly different, but the dynamics
are similar.

The loss of medical and attendant care benefits
can be delayed if a person is participating in a 9-
month “trial work period” (and an additional 3-
month grace period) or if a person has a time-imited
“self-support plan.” The purpose of the trial work
period is to encourage and allow a disabled person to
test his work ability without loss of benefits. This
delay is a once-in-adifetime allowance, however, and
after it has been used, the disincentives still operate
forcefully. Both California and Massachusetts have
passed legislation allowing disabled persons to accept
gainful work and retain attendant care benefits. Fi-
nancing is borne entirely by the states and there is
not federal participation.

Though the disincentive problem has been known
for some time, it has not captured the attention of
Congress and the Administration until recently. As
of this writing, several bills have been introduced in
the 96th Congress to remedy the problem. Most bills,
including the administration’s proposal, make special
provisions for the disincentives arising from the financ-
ing of attendant care. Specifically, these bills propose
to exclude attendant care costs and other work-related
expenses from “countable income” when determining
whether a person’s income exceeds the SGA limit.
Moreover, some of these bills propose to raise the SGA
income limits to more realistic levels.

THE FUTURE OF ATTENDANT CARE

One important solution to the problems of attend-
ant care delivery and disincentives is to divorce eligibil-
ity for attendant care from eligibility for income
assistance. A persistent feature in the American system
of delivering publicly subsidized health and social
service benefits is the manner in which these benefits
are linked to the receipt, or potential receipt, of
income assistance benefits. The receipt of attend-
ant care services should not be related to a person’s
income maintenance or vocational status, Instead,
attendant care should be an entitlement service that
is related to a person’s functional status or capacity.
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The new independent living authority under PL
95-602 offers a modest opportunity for states to
provide attendant care services without regard to
income maintenance or vocational status. However,
funds to implement the new independent living pro-
visions are likely to be so limited in the foreseeable
future that pressures will mount—as they already
have—to have states continue their attendant care
efforts under their respective title XIX and title XX
programs. The fear is that relatively costly attendant
care services would leave few independent living
dollars left for innovative programs geared for a
broader segment of the disabled population.

If anything, pressures will continue to grow to
finance more attendant care services under the Medi-
caid program. Federal appropriations for Medicaid are
open-ended; appropriations for title XX and other
programs are closed-ended. Most states have already
exhausted their federally established title XX allot-
ments, which encourages them to refinance services
under the Medicaid program whenever possible. Attend-
ant care is one of those services that can be financed
under either Medicaid or title XX.

In the near future we can also expect attendant
care services to be pushed in the direction of the
home health or medical model, in part, as a byprod-
uct of Medicaid funding. But more important, the
démands for “quality assurance” are likely to impose
new requirements for training and supervision that
are more in keeping with the home health model.

This direction is most evident in the “HR 3 Report™
prepared by HEW? in response to Congressional con-
cern over the lack of accountability and coordination
in federally subsidized home care services such as
home health and attendant care. Because the attend-
ant care model is in conflict with traditional quality
assurance standards which emphasize the training
and supervision of care providers, the authors of
the HR 3 Report recommended that the current
Medicaid regulation allowing federal funding for
attending care be rescinded. Instead, the report recom-
mends that attendant care be financed under the title
XX program, ignoring the restrictive income limits
imposed by most states to contain costs within fed-
erally established state expenditure ceilings. The
report does not adequately reflect the self-determina-
tion goals of disabled persons.

The HR 3 Report demonstrates the widespread
assumption, held by agency professionals and policy-
makers, that disabled persons are not self-directed.
The efforts of the home health industry to eliminate

attendant care services constitute a trend to be avoid-
ed. Yet such a trend becomes difficult to resist when
heralded under the politically popular banner of
“‘quality assurance.” Given the pressures of provider
interests, only consumer vigilance will enable the
attendant care model to remain intact.

Personal care is one of the first areas of human
activity through which an individual learns to become
independent. Yet, it is still one of the last areas in
which a severely physically disabled individual learns
to become truly independent. To be dependent in
the care of one’s own body is to renounce much of
one’s personal autonomy. The management of one’s
personal care is critical to one’s sense of self-worth
and independence.
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Transportation: A Key to Independent Living

Frank G. Bowe, PhD

ABSTRACT. Bowe F: Transportation: key to inde-
pendent living, Arch Phys Med Rehabil 60: 483-486,

1979. )
» Accessible transportation is essential if people with

disabilities, particularly persons who are severely dis-
abled, are to live independently in the community. The
development of transportation services has moved from
a focus upon special and separate “dial-a-ride” pro-
grains to an emphasis upon making fixed-route, main-
stream systems accessible. The current state of the art,
supported in large part by federal regulations, features
a combination of mainstream accessibility and supple-
mental special services. Future progress in transporta-
tion for disabled people depends largely upon resolu-
tion of complex, politically explosive cost-benefit argu-
ments on the federal and local levels, and on com-
munity acceptance of disabled persons as people
deserving a spectrum of transportation services.

Transportation has been recognized as a critical
component of independent living from the onset of
serious. discussion on deinstitutionalization of severely
disabled individuals. This debate has continued, some-
times waxing and at other times waning, for nearly
2 full decades before making its 1st appearance in fed-
eral legislation.!

The concept of independent living surfaced in the
testimony presented in the US House of Representa-
tives and the US Senate during consideration of voca-
tional rehabilitation legislation in the early 1960s, but
the term itself was not used. More specific, detailed
agendas appear in some of the Kennedy Administra-
tion’s legislative proposals for research and treatment
for mentally retarded individuals. The Urban Mass
Transportation Act (PL88-365 Umt Act) set a policy
that would require more than 10 years to mature into a
program of activities when it announced, “It is hereby
declared to be the National policy that elderly and
handicapped persons have the same right as other
persons to utilize mass transportation facilities and
services. . . [and] that special efforts shall be made in
the planning and design of mass transit facilities and
services so that mass transportation, which they can
effectively utilize, will be available for the elderly and
handicapped.”

The Umt Act was ahead of its time in making this
declaration and 3 others. It defined independent living,
again without using the term, as encompassing senior
citizens, physically disabled persons, and retarded indi-
viduals. It stressed the mainstream ‘“mass™ program at
a time when disabled and elderly persons were restrict-
ed in virtually all areas of public services—education,
housing, treatment—to segregated, “special” programs.
And it tied independent living directly and inseparably
to transportation.

When 4 severely disabled students at the University
of Illinois moved from a nursing home to a barrier-free
apartment in 1969, and when several mobility-impaired
students at the University of California at Berkeley be-
gan an equipment repair and peer-counseling program
in 1970, it was natural for them to look to the policy
statement for support in their demands for
transportation services allowing them to live “inde-
pendently.” The efforts they initiated stimulated
similar programs in Boston, Houston and other urban
areas across the country, and, in 1972, the Rehabili-
tation Act authorized a program of “independent liv-
ing,” thus introducing this term in the political arena.
When President Richard Nixon vetoed the bill, this
language was dropped from the subsequent bill, the
landmark Rehabilitation Act of 1973 (PL93-112),
which he signed. It was not until 1978, in the Rehabili-
tation, Comprehensive Services, and Developmental
Disabilities Amendments (PL95-602) that indepen-
dent living finally made its appearance in federal legisla-
tion, culminating 20 years of effort by disabled people
to establish independent living as a supported rehabili-
tion objective.

The Department of Transportation (DOT), in re-
sponse to the Congressional mandates, initiated a 9-
year, $27 million program to develop “Transbus,” an
accessible standard-size bus. DOT also funded a large
number of demonstration projects to provide special
“dial-a-ride” services for use in the interim before
Transbus became available and to supplement this bus
for the severely disabled who would be unable to use
even accessible mass-transit systems. DOT Secretary
Brock Adams announced in May, 1977 that only the
Transbus would be funded by the department after
September 30, 1979. One year later, after his order had
been challenged in the Congress by representatives of
the bus manufacturing industry, he reasserted the
“Transbus mandate.”

The stage seemed set, then, by late 1978 for a con-
vergence of the 2 threads of federal policy, one provid-
ing for fully accessible transportation programming and
the other authorizing a broad range of other programs,
including housing, peer counseling, and advocacy for
independent living. So promising did the developments
appear that one veteran of the disability-rights move-
ment exulted: “We have seen the future, and it works,”

From the American Coalition of Citizens with Disabilities,
Inc., Washington, DC.

Preparation of this manuscript was supported, in part, by
grant 79-D-30229 from the Community Services Adminstra-
tion.

Accepted for publication July 31, 1979.

Arch Phys Med Rehabil Vol 60, October 1979



484

Scarcely 6 months later the flame that once burned
so brightly flickered badly. Both threads appeared to
be unraveling. To understand what happened, we
must understand the importance of transportation to
independent living, which will provide us with a clue
as to what the future holds.

A HUB AND A SPOKE

Accessible transportation serves both as a practical
necessity and as a philosophical basis for independent
living. Without means of transportation to educational,
vocational, cultural, recreational, and commercial facil-
ities in the community, it is virtually impossible for
most severely disabled people to live outside an institu-
tional environment, In this sense, transportation is the
hub of independent living. Its availablility expands the
alternatives from which a disabled individual can design
his or her life; accessible transportation makes possible
creativity and spontaneity, training that qualifies the
person for employment commensurate with his abil-
ities, provision of life-support functions and services
including medical care and daily sustenance, feasibility
of employment remote from the place of residence.
Yet transportation is a spoke in the independent
living wheel, too, because it both reflects and sustains
the very philosophy of living “in” the community,
providing the handicapped with the same services and
facilities accessible to others, allowing the handicapped
to pay neither more nor less than they do, and requir-
ing neither obeisance to others nor dependence upon
them. '

Pressed by these considerations, the leaders of the
burgeoning independent living movement stress the
design, where possible, and the retrofit, where neces-
sary, of the mainstream, fixed-route system as the
major thrust in transportation for disabled and elderly
people. The alternative, segregated, “special” services
restrict the range of choices available and, conse-
quently, limit the ability to live independently in the
community, ‘“Dial-a-ride” services must be planned
24- to 48-hours in advance, cannot be changed en
route, and cost too much—fares go as high as $50 for
a one-way, one-stop trip. These services, then, do not
offer the hub needed for independent living. Nor do
they provide the spoke: the very concept of accepting
services no one else in the community uses violates the
entire spirit of independent living.2

So the leaders of the movement designed “centers
for independent living” that offer a broad variety of
support services, including wheelchair maintenance,
financial counseling, advocacy in the search for bene-
fits, and other forms of assistance which are tied to
political activities designed to produce, in time, a more
accessible community in which to live, a community
featuring mass transportation disabled and elderly
persons could use. This was to be the “future” that
“works.”

And it could—in the right environment. The mid-60s
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might have been such a setting, one in which this
movement could have flourished. America then seemed
willing to tackle large social problems with equally
large expectations of success; we declared “war” on
poverty and on racial discrimination. But the spring
and summer of 1979 was not the right kind of environ-
ment. People were more interested in rapid and pain-
less solutions than in longterm ones, more interested
in themselves than in others, more interested in saving
than spending, and more interested in turning inward
to pursue happiness than in relying on government and
institutions for this end. When Tom Wolfe called the
1970s the “Me Decade,” he had in mind a despairing
belief that many problems could not be solved, regard-
less of how much money was thrown at them, but he
saw, too, a self-protecting retreat from these problems,
as though we felt that they would somehow go away if
only we would not look.

The prevailing attitudes toward disabled and elderly
people—most Americans still do not accept the idea
that these people can and should be independent—com-
bined with the anti-spending and isolationist waves
crystallized in California’s “Proposition 13” stayed the
bold thrust toward accessible mainstream transporta-
tion and the independent-living movement itself.

AN “EMOTIONAL BLOCKBUSTER”

Transbus stirred massive, prolonged controversy.
B.R. Stokes, executive vice president of the American
Public Transit Association (APTA), a national organiza-
tion of transit authority officials, called Adams’ man-
date ‘“‘absolute nonsense.” The opposition of the bus
manufacturers was no less heated. Waging a nationwide
public relations attack on Transbus, APTA and General
Motors charged that the bus was not only unworkable
but frighteningly expensive. When DOT published
its proposed regulation implementing section 504 of
the Rehabilitation Act of 1973, centering its rules
around Transbus, the assault accelerated and the
charges mounted. So successful were the bus manufac-
turers in convincing the media that the regulation was
“rule-making gone amok,” and the transit operators
in deriding the detailed requirements as “ridiculous,”
that the Washington Sfer ran a front-page screamer,
“Transportation’s Emotional Blockbuster,” when the
proposed rules appeared. Columnist Neal Pierce called
upon President Carter to “cease and desist” with the
DOT rule-making process. The attackers followed up
with written and oral testimony during DOT’s public-
comment period. New York City Mayor Ed Koch testi-
fied that the rules would cost the city $2 billion, saying
that “Such a burden would literally bankrupt us.” The
Chicago transit spokesman claimed that the regulation
would cost $910 million and pointedly remarked that
this sum would exceed the total invested in the system
since 1890. Privately, the city officials admitted they
were guessing; no one had actually calculated the costs
on a station-by-station, vehicle-by-vehicle basis. Never-
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theless, the huge numbers had their intended effect:
the Department relaxed the requirements.3

The most devastating attack, however, came when
the bus manufacturers flatly refused to bid on the 1st
orders to build Transbus. Their decision has effectively
halted the 9-year effort to produce a fully accessible
bus. Although DOT Secrefary Adams has asked the
National Academy of Science to review the Depart-
ment’s Transbus specifications, a process which might
result in bids the manufacturers would accept, the fact
remains that the future of Transbus is very much in
doubt,

A WHIMPER, NOT A BANG

The 1978 amendments to the Rehabilitation Act set
forth a broad program of independent living in title
VII of the bill. The law authorized up to $80 million in
fiscal year (FY) 1979, ending September 30, 1979, and
$150 million in FY 1980. It-specified that no state
rehabilitation agency would receive less than $200,000
for independent living services. Also authorized was
a program for independent living of older blind individ-
uals. The Congress was determined that the long await-
ed start of federal involvement in this area be a strong
one, that independent living start with a bang. It
authorized the federal share of independent living
costs, not at the 80% level characterizing most rehabili-
tation programs, but at 90%; it also allowed the states
to match this with a 10% contribution in kind, that is,
through the donation of space or other resources, and
did not require that the states actually contribute cash
as their share.

Then, barely 9 months later, the Congress did an
abrupt turnabout: it appropriated less than $2 million
for independent living for 1979 and only $15 million
for 1980. These sums are barely sufficient to support
a few small projects in scattered locations across the
country. Certainly, they will not permit a program to
begin; even a minimal program based upon a $200,000
allotment per agency and modest funds for the centers
and programs, for the elderly and the blind would
cost at least $25 million. The irony of this reversal is
that the original bill passed the House with only 12
votes against, and the Senate with just one. Yet the
margins on the appropriations bills were equally im-
pressive in the opposite direction less than one year
later. What had happened, simply, was that the Con-
gress had decided to respond to the voters® desire for
greater governmental responsibility by slashing the
budget drastically. The demands by many states for a
constitutional convention and/or amendment requiring
a balanced budget was another powerful factor, What-
ever the reason, the turnabout ensured that indepen-
dent living would begin with a whimper.

Combined with the confusion over the future of
Transbus, the federal failure to support independent
living means that it will be only partially available for
disabled and elderly persons in only a few urban areas

for several years to come. There is reason to hope,
though, despite the setbacks. For all of the manufac-
turers’ oObjections, Transbus can not be dismissed,
nor do disabled and elderly persons appear likely to
allow this. The bus remains the only vehicle offering
full accessibility to disabled and elderly Americans
while at the same time providing able-bodied riders
with a faster, safer, and more convenient trip than is
now possible. It is certain to make a comeback, per-
haps with some modifications in the design specifica-
tions, but essentially irtact. And the current anti-
spending mood is likely to pass in the classic “swing of
the pendulum” fashion: within 3 or 4 years at most,
the Congress will have to restore some of its huge cuts
in basic social programs, including independent living
for disabled people.

We may not have to wait even that long. DOT’s final
section 504 regulations, combined with other laws re-
quiring accessibility in transportation, lay out a sched-
ule of events which, by law, must be followed. Progress
toward transportation accessibility may have been
slowed considerably, but it will continue. Among the
steps mandated by Jaw are the following:

1. By January, 1980, transit operators must develop
plans for nondiscriminatory practices with respect to
disabled people.

2. By July, 1982, structural changes needed for ac-
cess must be made in most transportation facilities;
longer periods are allowed in some cases.

3. By July, 1984, at least one railroad station in
each major metropolitan area must be made accessible;
all other stations must be accessible by July, 1989.

4. By July, 1984, at least one car on each passenger
train must be accessible. All new passenger cars must
be fully accessible.

5. All buses ordered after July 2, 1979 must be lift-
equipped. Three to 10 years are allowed for all bus
routes to become accessible. Half of all buses used in
rush hour must be accessible by July, 1985; accessible
buses must be used before inaccessible buses at all
other times.

6. The Transbus mandate will become effective
promptly upon production by any manufacturer of the
bus. DOT has not wavered from its commitment to
Transbus.

7. Special services, such as dial-a-ride programs;
must be made available immediately.

8. New airport terminals and facilities must be
accessible; existing terminals have up to 3 years to
become accessible.

9. Disabled people must be consulted on rail system
accessibility plans, particularly when a city desires to
provide special services rather than retrofit its sub-
ways.

10. Employment discrimination is prohibited by any
transportation authority receiving federal financial
assistance.

These new steps enhance existing requirements from
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earlier legislation (notably P194-352, which prescrib-
ed access features for airports) and regulations, partic-
ularly Interstate Commerce Commission rules on access
to interstate bus facilities and vehicles.

The current state of transportation and independent
living, then, can fairly be described as one in which
movement is slowly taking place toward accessible
mainstream systems. During this interim period, special
services, however distasteful to many advocates, are all
that are available in many sectors of the country. These
services will be needed even after all mainstream
systems have been made available because several
millions of Americans are so severely disabled as to be
unable to use fixed-route systems and must be trans-
ported literally from door to door.

CONCLUSIONS

Whether the present trend toward mainstream ser-
vices continues, however haltingly, depends largely
upon the American public’s perception of our disabled
and elderly citizens. For investments in transportation
and independent living to reach thé necessary levels,
America must see these people as capable of living
independently, Unfortunately, the slow progress in
mainstream services is causing this perception to evolve
slowly.4
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The facts, however, cannot be disputed. When dis-
abled and elderly people are self-sufficient tax-payers
rather than dependent tax-users, the entire country
benefits both from their contributions and from lower
social security and other taxes. Transportation accessi-
bility and independent living programs are needed so
that these people can reach their potential as pro-
ductive citizens. It will be expensive to make these
necessities available. But it will be much more expen-
sive not to.
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COMING NEXT MONTH!

The November issue of the Archives of PM&R will include abstracts of scientific papers to
be read at the 1979 annual meetings of the American Congress of Rehabilitation Medicine
and the American Academy of Physical Medicine and Rehabilitation in Honolulu November

11-16.
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