\./\

\ DOCUMENT RESUME .
ED 231 163 | , / S EC 152 658
, : : A
AUTHOR Mullins, June B.; Bendel, Judith G. R
TITLE A Survey of the Practice of Patient Education with

Spinal Cord-Injtired Patients in Rehabilitation
‘ Centers in the United States. ‘ '
PUB DATE Apr 83

NOTE 13p.; Paper presented at the Annual Internatibnal
Convention of the Council'for Exceptional Children
- (61st, Detroit, MI, April 4-8, 1983). - - g
PUB TYPE o Speeches/Conference Papers (150) -- Reports -
' \ Reseagsh/Technical (143) ‘
EDRS PRICE MF01/PC01 Plus Postage. . .
DESCRIPTORS Neurological Impadrments; *Patient Education;.

*Physical Disabilities; *Rehabilitation Centers:
*Rehabilitation Programs; Surveys
ABSTRACT B _ ‘ ‘ C .

' . Practices in patient education for spinal cord
injured persons in 10 hospital rehabilitation centers were examined.
Surveys revealed that a majority of .the centers conducted patient
education (designed. to provide facts about the injury as well-as
psychological support). Findings revealed a large number of staff \T/
involvéd, but a wide difference, in the approaches and goals of
patient education programs. Only three' centers employed professionals
with the primary designation of patient educator. There was also a
lack of uniformity in materials, methods, and evaluation procedures:
Further, the patient was not always encouraged to be an active member
of the team, nor was either the rehabilitation counselor or sp%cial

educator very involved in the rehabilitation center. (CL)

€

., i I
.

***********************************************%***********************

* Reproductions supplied by EDRS are the best that can be made *
* from the‘o;iéﬁnal document.' ’ : *
********************************ﬂ**************************************

3




< N ! . . . /
- ’ : - < U.S. DEPARTMENT OF EDUCATION L)
Y . NATIONAL INSTITUTE OF EDUCATION .
’.;;& . . o . EDUCATIONAL RESOURCES INFORMATION .
- . Yo . ; ' ' . CENTER (ERIC}
’ v . . > This' document has besn rsproduced as
received from the person or organization
onginating it. \

. 4 N /\‘ ) . {. Minor changes heve been made tq IFiprove
: reproduction quality.
® Points of view or opinions stated in this docu-

ment do not nacessarily represent officiat NIE
~+  posttion or policy.

‘
L )

[\ A\ <
N - '
— . §
o
M !
(== , ’ « .
A Survey of the Practice -of Patieht Education
, - o , . \ N ' .. ) . .
with Spinal ufed. Patients in” .-~ . > -
_ Rehabilitation Cefiters in the United States o T
o Lo ' . o - v s . '
~ - Q ) .l -
o Y ' ' ' ‘
. h ‘/v ¢ ”
| (Paper to'be presented at'the April CEC Meeting. )
-
. . - June B. Mullins ' o
) ,Judith G. Bendel .
5 - ‘

2
4

t

“PERMISSION TO REPRODUCE TH.IS
. M EFLIAL HAS BEEN GRANTED BY

/52458

4

[

TO THE EDUCATIONAL RESOURCES 2

INFORMATION CENTER (ERIC).”




)

A4

-

Introduction -

For persons of all ages tramatic jhjury resulting in suddenjand sub-

» stantial physical loss is an oVenuhe]ming and'eatastrophic event., Paral-

ysis, sensory, or menta] 1mpa1rment requires’ of an 1nd1v1dua1 an enormouait

readJustment Research has shown that the psycho]og1ca1 state qf the in-
Jured person rs oggen a: far more important factor in eyentyal gdod adJust-

ment than ‘the extent of the physical 1nJury L o .: : \:- '(

4]

-

. The sp1na1 cord injured are of part1cu1ar concern to profe;siona]s in

educat1on and rehab111tat1on for several.reasons. F1§st, these] patients -

#

are 11ke1y ‘to be ado]escents or young men at the beg1nn1ng of tmeir Tives _

and, careers. (Their inqur1es have often been susta1ned in auto or sports_

'accidents, and in violence or war. )} Second, these patients hustg after in-

\
jury, rely on attaining a relatively high educational 1eve1 1n order to

Ay

B ach1eve vocat1ona1 success. Thirdly, the protracted per1od of hosp1ta1-

1zat1on and medical rehabilitation 1eaves a hiatus in the regu]ar schoo]1ng,
or reschoo]ing of these pat1ents. Lastly, although education is usua]]y
the sa1vat1on for these 1nd1v1duals in thedr greatiy altered lives, they
may feel so defeated and depressed that they may not only fail to prepare.
for a productlve 1n1e, but may even neg]ect the1r physical needs, (wh1ch
are considerable in the case of spinal cord 1nJury)_even to the po1nt of
death through self neg]eet, or suicide (Nyguist & Bors 1976). Studies
indicate that'those who are younger at the age of injury.are tnc]ined to

be more deb]]itated and 1ess 1ndependent than their o]der counterparts

- (Monks, 1976).
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The p?ocesses of education‘and of rehabi-fitation and of psychological
restitution 1tse1f are predicated on the patlents' understandlng and ac-
-ceptance of the1r d1sab111ty and the1r unders tanding of and cooperation in
the treatment reg1men. The development of these kmds of att1tudes knowl-

édge, and skills are the prov1nce of patient educat1on. Pat1ent educat1on :

“is to be d1st1 nguished from simply training pat'lents to cooperate, comp]y
and accept what others tell them to do (Amem can Hosp1ta1 Assoc1at1on 1964,
Redman, 1971 Sk‘lff 1974, WoHe 1974). S~
ﬁ "While patient. educat1on has been 1ncreas1ng]_y accepted as a concept,
a number of researchers have come to the concluswn that pat1ents are still
not well 1nformed with regard to their illnesses (Shenkm & Warner, 1973; |
Young, 1979) Studies have shown that pat1ents themselves are d1ssast1sf1ed‘\
with their own 1imi ted know]edge about their dlsablhtles. (A1t 1969
Linhan 1966; Mann 1973) '

The Bi11 of Pat1ents nghts of the American Hosp1ta1 Assoc1at1on spe-
cifi ca]]y states that patients have the right to obtain information concern-

ing their 'i]]ness. Patlent educat1on has been accepted by many in the

‘United States and Europe as an integral part of the rehab1htat1on process.

. As the American Medical Association stated in 1976, T .

Infg'rmatlon, motivation and part1 c1pation
in treatment by pat1ents and the1r families,
' o Can aid the recover:y of the patlent and
enhance the qua] fty of his heal the Patient %

education as an_integral part of quality




health, care, provides an avenue to such »

improved participation; |
PR Therefore a npmber of profe5510nals have encouraged efforts toward
- . e S ‘ 4
| spec1f1c and formalized patlent eduCat1on programs for spinal cord 1nJured

* pat1ents (American Hospi tal Assoc1at1on 1965; Skiff 1974, Shenk in, 1975
¥ P
‘welnback & Dodge,.1974 Va1srub ]975)

v \]

.'- L The Survey (Bendel, 1980) |
e | - . The ﬁbaectlve of the pregent study was to 1nvect1gate practices w1th
regard to patlent educatlon-for splnal cord 1hJuned patients in rehab111-
tation'center; associated with hospitals in the United States. The inves-
» 'tIgatnrs were able to ldentlfy vartua]]y all such centers. By means*of a
< broad surVQy some data on genera] practtce in these centers were gathéred v
A detalled study was undertaken to 1nvestigate 1mp1ementation of patient f
education in ten centers Judged to be representative; of all such ‘rehabil-
vltatlon\fenters. o . ;. ‘ - A |
~ Of the one hundred twenty—four hospitals serving “spinal cord 1nJured
Patlents which were contacted 77 responded (62% return rate), and 76 of.
RN  these reported having a pat1ent education program. In these hosb1tals the

'approx1mate number of splnal cord 1nJured patlents served by them ata

~given time was 1 274 and about one-fourth of the beds 1nathe rehab111tation -

centers were occupled by spinal cord 1nJured patients. The tota] ‘number of

staff-members serv1ng splnal cord 1nJured patlents was 4,483.
, Ten of the rehabilitat1on.centers representat1ve in terms of type,.

Slze, and geograph1ca\ d1str1but1on, wereﬂghosen to participate in a detalled
. ‘] | .‘ ' ) .

aA. ‘A“ = 'I.
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surve; A “fact sheet" was d'fESted fo the attend1ng phy51c1an ask1ng about

;specific characterfstics of the rehab111tat10n center

- . -

Findings from the survey o o | o
(. . The ten centers were su;veyed to see if somedne on- the profeSSIonal
staff might be specifically de519nated as the patient educator Several
centers had educators who taught. schoo] subJects but three ‘centers spe-

cifically deéignateg;nurses and one pSyCho]Og]St as their pat1ent educators.g'

However, a maJor1ty of the centers did conduct forma] patient educat]on,

" and reported that much information was g1ven on an informed basis. When

asked what/they empha51zed in the1r programs, phy51c1ans phys1cg&kand 2o
‘occupational therapwsts and some nurses tended to emphasize the goal of

patient educat1on as physical restorat1on, while psycho]oQISts soc1a1‘

~workers and some nurses tended to emphastze the goal of the patients’

emot10na1 nestorat1on as m1ght be expected

The areas of- se]f care which were taught fell . in the fo]]ohnng cate-

1 gor1es med1cation diet contro] " bowel and b]adder management , sk]n care,’.

- exercise techn1que§ and sexual functIon1ng Teach1ng in these areas was

generally shared by nurses physicians, and phy51ca1 therap15ts. However,
teach]ng with regard .to sexua] functIon was the primary role of ten of the )
e]even psychologists who responded to the quest1onna1re, and many respondents
*felt that education w1th regard to sexuaﬁ functIon1ng was the most difficult ,:
}for them to 1mpart albeit sexuality has been frequently demonstfitéd to be |

of primary 1mportance to pat1ents/(Cole, 1975 Co]e et.al., 1973; E15enberg// |

.-
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:””istudy showed. that var1ous‘%taff members were quite a“t°"°m°”5 in

w o \t> : their dealing w1th various aSpects of patient educat1on They re11ed on

a | staffrngs, the med1ca1~charts, and 1nfbrma1 communicat1on to ceord1nate
e ' ' the1r efforts Most reported that they had little commun1cat10n w1th the’

| | p;t1ents famlly and they were not part1cu1ar1y inclined to 1nc1ude the

patient 1n their p]annfng There,was wide variability in practice cqncern- :

. ing stﬁff pat1ent 1nteract1on Personal 1nteract1on of any kind was dis-
-1§‘ Vo ) ) ]&couraggdqgs a matter of po]]cy in one Center, whdreas 14% of all the staff
o ‘ report1ng -had some interaction w1th patlents outj}dE‘ai;yg:kwng hours ,
| | In two of the ten representat1ve centers report1ng, pat]ent education
was c]ear]y 1n1t1ated in the fcute ward. The other centers wait untll

pat1ents are transfered to the rehab111tat1on unit to beg1n th1s work.
- . Types of materials used for patlent education for the sp1na1 cord
1nJured by various profess1onals within the d1fferent centers were re-

>

- _ -searched. , o
9 g i o Lol | .
: The most frequently used materials for patient education are informa-
v ) T . - .
~ tion leaflets, audio-visual -teaching aids, library books and anatomical
models. Closed circuit télevision, a telephone 4nformatfon line, and
- . 'teaching machines are used'by a small number of respondents from some of
the larger centers. - - S~

In addition, field trips outside of the rehabilitation center are

sponsored in one center, and role playing is used in another
Special programs,specifically dgsigned for cord injured patients take

//' : L N place in threetdifferent centers, In one center, workshops for sexuality

.'\ e . . K . . B : o ' ‘ 7 ' v x




and soctal"skills are held. - In"another center, there is a special program
to teach pat1ents and the1r fami]1es about the program of the cepter. In

stil anothgr, there 1s an opt1ona1 group sess1on 1nc1ud1ng lectures by

~
physicians-or pharmacists, d1scus510n about various aspects of the dis-

\skbablllty, ﬁng yane] d1scuss1on w1th former patients. The fam11y is invited
to these sess1ons, in addition to an all day fann]y-group program.
| Six centers also used some of the folfoWIng techanues to evaluate the
success of the program. A fo]low—up visit with the med1ca1 d1rector,

pre- and post#rehab111tat1on quest1onna1re for the fam11y, follow-up in -

A\

the office or sk1n clinic; rehosp1ta11zat1on out-pat1ent recheck; per1od1c o

re- evayuatlon, reports of home health personnel, either wr1tten or by tele-

. '\ :
phone. IR T
Discussion . Y o

-~

Since. in the survey of 77 ho p1tals and rehabil1tat1on centers all .
but one center reported offering some pat1ent educat1on for the spinal cord
patlent, it can be assumed that this is considered an important component y
-of the rehab111tat1on process. Further, the study. revea]ed that thgre is a

¥ large popu]at1on of cord 1n ured pat1ents served in med1ca1 rehab111tat1on '
centers at any given time, /and a conSIderable number of profess1onals serv-
lng them. however, it was evident that ‘the goals and\oractlce of pa?Aent

educatlon dlffered widely. among centers and between and among profess1ons
%

in ten centers. . ' Ly

] . ) 6‘
Al though the role of a patient educator has been 1dent1f1ed in the

11terature, and as a spec1f1c profgéh\onal role, on]y three centers employ

— *

[ 3
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% .
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. P;L; , 1 profess1ona1 withthat pr1mary des1gnat1on, that ls to 1nstruct the pa- -
t]ent in areas necessany for his mental and physwcal care as well as h1$ s

4
v B

_,l < vocational’ activ1t1es and to provide data about his. psycho]oglta] and
‘ phys1ca1 progress for eva1uat1on by the rehab111tat1on team It was of
| -greaf surprlse that so few centers had a professlonal de51gnated as a pa-
tlent educator, who- presumeab]y would coord1nate and systematize a pat1ent‘;
. - : educator program L o | '
| " The role of the pat]ent educator’does not seem to have been developed
fully even in the three centers who have deswgnated pat1ent educators. The

- role descr1pt1on of the pat1ent educatdr wo‘Td suggest that he or she would:

be in a favorabIE'pos1tion to coord1nate the efforts of the rehab]]]tat1on'
. . team. There 1s a poss1b111ty that some centers might 1mp1ement more effec—'
tive pat1ent egucatIOn if there were sucﬂ a coord1natorj§ S1nce spec1a1
‘Programs are available 1n a variety. of centers, 1t would seem that they '

could be used 1p more centers serv1ng cord 1nJured pat1ents and might be
& 7 . - .

T ‘ highly effectlve.v\

L - t

' \

L]

With. respect to educat1ona1 materlals and methods there was. a 1ack\of

.

uniformity in practice. This m1ght 1nd1cate that some centers might not

T | o L, be us1ng the best cgmb]nation of'material and methods at 1east fo>\sone ,
indifiduals in tH//centers. However,g\ome centers were using what appear
. to be very innovative mater1als and approaches to patient. educat1on
Eva]uat1on procedures dlffered w1de1y"1n the centers, going from rather
informal assessment of know]edge areas anq/observat1on of comp11ancé to
~‘ moréwstructured techn1ques such as quest1onna1res periodic interviews,
. ' ' R S NS
S A

L o,

L4 | » f 'A - ' | v l N . : ' / * . X
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structure/ for the eva‘l uatwn,JCertam areas m1ght be over=-emphas1zed and

“and rehospitalizétiﬁn It mlght be very helpfu’l for the varlous rehabﬂ-‘

1tatlon ‘centers to share their many systems of eva'Luatwn 1n order to

7”./" E
ascertaln which are the mOst usefu] and effectqve hhthout a systemat1c -

other over]ookeﬂ Th1s )s an area of great condern s1nce the hterature

stresses the hlgh rate of pat1ents nonacomphainee vnth the med1ca1 reglme

.('
~

and malntenance of. hea]th 7 . D .

A]though it would seem 1mportant to have the patwent as an actwe j ‘
member of the team, the Study seems to lndicate th1s 1s no‘t always enoour-
aged Smce 1t is the patgent h1mse1f who mus {: eventu;ﬂ ly contm] his
reg1me }irgjvould seem important to - Tnvolve the pat1ents ~and the family

L A R
or caretaker, since they ~can aSS'lSt 1n the cons1derab1e' adJustment after

r

d1scharge from the hosp1 tal

Of further note is the fact that neither rehab1htat10n counse]ors nor

‘special educators ‘seem to be much 1nvo]ved 1n the rehabﬂ1tatlon centers at

all. 1In V1ew of the fact that most of the pat1ents can be expected ‘to re-
\..
turn to ‘the. wor]d of schoo] or the wor'ld of work at the end of the1r stay

"at the center, 1t appears- that ‘thése professlonals, valuable to this tran-

sitjon, wou]d be exce]]ent addit1ons to the staff

—/‘fummary and .Conc¢lusidh T v ' -

The intent of ‘the- survey descr1bed was to d1scover the tent to which
pat1ent educat18n for spinal cord 1n,)ured patients, mde'ly advocated -in the _L
.

prdfessiona] hterature, is pract1ced in represeptative rehabﬂitatwn

. centers. A number of professwnals seemed to be mvo'lved in systemat1c and

)
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-, sharing WIthin and between centers, and WIth pat1ents themse]ves could be

P

.»educationql management m1ght be expanded and 1mproved if commun1cat10n and
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