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FOREWORD

The first two Chapters of this report deal
with the background and study design employed.
While this information is of importance in the
ultimate interpretation given to the material in
Chapter Three, some readers may desire to go
directly to Chapter Three omitting or scanning

the first two Chapters of this report.
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CHAPTER 1: INTRODUCTION AND BACKGROUND

11 INTRODUCTION

The Minnesota Cerebral Palsy Study was undertaken jointly by the
University of Minnesota School of Public Health and the United Cerebral
Palsy of Minnesota. It was jointly co-sponsored by the Minnesota State
Departments of Education, Health, and Welfare, and in addition the study
was approved by the State Medical Association and the State Hospital
Association.

The first part of this project, namely the part dealing with the devel-
opment of the register and the description of the study population, has al-
ready been reported upon. However, because of changes in the register
since the time of that report, it will be necessary to re-present many
tabulations given in that report.

The emphasis of this report will be placed upon the findings with
respect to the current status of the reported patients and the services
received by them in the past and at present, as indicated from the ques-
tionnaires returned.

The purpose of this study can be summarized as follows:

(1) To determine the reported prevalence of cerebral palsy among
children and adults in the state;

(2) To determine the geographic location of reported patients;

(3) To portray a picture of the current status of the reported patients
and the services received by them in the past and at present,

and

(4) To make a plan for comprehensive services to meet the needs of
patients with cerebral palsy.

12 THE METHOD OF CASE FINDING

Since no roster of cerebral palsied patients existed prior to this
study, one of the first steps was to develop a list of cerebral palsied in
the state. To this end it was necessary to embark upon a state-wide case
finding program. For various reasons the method of choice in this case
was to rely upon voluntary reports of known cerebral palsy patients. Vari-
ous sources were contacted either directly or by written communication

1Wallace, H. M.; Meinert, C; Deiter, R.; and Bearman, ]., Cerebral Palsy in
Minnesota, Part | - Method of Study, Prevalence, and Distribution.
American Journal of Public Health, Vol. 51: 417/426, March, 1961.
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and were asked to supply the names and addresses of known cerebral
palsied patients. Sources contacted included:

1) all licensed practicing physicians in Minnesota during the year
1958,

2) all State and private hospitals licensed in Minnesota during the
year 1959,

3) rehabilitation services,

4) all licensed nursing and boarding care homes in the state,
5) local affiliates of the United Cerebral Palsy of Minnesota,
6) State Office of Vocational Rehabilitation,

7) school census data from the State Department of Education,

8) caseloads known to the State Department of Welfare including
the Crippled Children's program, aid to the disabled, aid to de
pendent children, general public assistance, aid to the blind, and
patients hospitalized in state hospitals,

9) children's institutions,

10) county welfare agencies,

11) county superintendents of schools,
and

12) county public health nurses.

In addition, the local health departments, the local boards of edu-
cation and the visiting nurse agencies were contacted in the metropolitan
areas of Minneapolis, St. Paul and Duluth.

This phase of the project resulted in the creation of a register of
reported cerebral palsy patients, all presumably alive and living in the
state at the time of reporting. A total of 4,035 patients were reported.

1.3 THE REPORTS

As indicated in the previous section, a total of 4,035 individuals
were reported. The source of these reports, as well as the number of
reports obtained from each source, is given in Table 1.3.1.

Inspection of Table 1.3.1. reveals a total of 6,627 reports were sub-
mitted, an average of 1.64 per patient. The duplication of reporting on a
per patient basis is indicated by Table 1.3.2.
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Inspection of this table reveals that nearly 56% of the patients
were reported by one agency only. The remainder of the patients were
reported by two or more agencies. Four patients were reported by eight
different sources.

TABLE 1.3.1. Disrribution of Heporrs (OMemined by Sowrce

Mo, of Paciencs
Lo e Reporied

1. Dificial Agencies
A. Siwin Deparmment of Welbare, including:

(m) Crippled Children's program .. cosvavanisrsrasssrassnos L35E

(b) Somee Hospimle. . oo.oc0oae O e SR s R R Ol . 1 |

() Councy Welfare Boards . . ...cociscvcasicnscsaicnssn 5
B. Stnte Deparomest of Educadon, including:

(a) Hepores from the Stave Depurment of Educadon. ... .... 752

(b)) M-Coumny BrveEY cocisassnnsnianssinsnravanisvansnss  LME

(e)] Public School Bepors..cocninianssaassvsssanssnanins 102
C. Stmte Deparmment of Health

Public Henlth MGrseEs ... ooovccccioiomnnnsnnssnanessnesi 129
0. Sesre Disision of Voeavlonal Hehabiliabos . .. .......... R !

Subtoial 4,194

21, Monofficial Agencies
A. Voluniwry Healih Agencies, including:

(n) Curadive Workshop .. ccccsasssisvavansitassssas vawasa T
(b)) Unised Cerehenl Palay .. .. ccocuvccncsmcssossninsnsa I -
(2] Senee Soelery lor Crippled Childeen. ... ..o oo iniaee-. 150
R A S oy ey e LT S TR R AT R L, |
B. Hospiml - mor lncluding Seave Nospissls . .. ... ..o ueea: THE
e T P ey SN L S PREE FU RSP S PSSP PR . | |
I BEy0 ClalE «cvvvnninnsinsncisnsinsnnansnsnmsdannnsasss LY
E. Rehnbilitndon Cenrers. . ..... A e Sk 140
Sehiodal 1,382
1, Sowrce Unknown . cocvieiavininna o e R e o o R 51
Giand Tatal 6,617

*Includes reports from Goodwill Industries, Minnesota Retarded Children's Associ-
ation, Minnesota School for the Deaf, Nursing Care homes and Boarding Care
homes and others.



TABLE 1.3.2. Number of Agencies Reporting a Patient

Ko, of Agencies Ko, of Patients
Reporming Reporied I-"tu-:_-nr
L 2,248 55.71
2 Yy 24.61
! T .84
| 219 543
3 , 105 2.60
i 51 1. 36
T I 18 0. 45
8 | s 10
Toal | i, 034 1k0%

14 COMPLETENESS OF CASE FINDING

It is difficult to assess the completeness of reporting of any chronic
disease since any method of case finding will fail to locate a certain
proportion of the cases. Cerebral palsy is no exception. Even the most
complete case finding program available would probably under-report the
total number of cases present in a community. Unfortunately, it was not
possible to make any extensive evaluation of the completeness of re-
porting. Nevertheless, an estimate of the extent of under-reporting for the
state-wide project was possible as a result of a survey conducted for the
purpose of locating all orthopedically handicapped children, between the
ages of zero and twenty-one, in a twenty-county area in southwestern
Minnesota.

The survey was carried out by the Division of Special Education of
the Minnesota State Department of Education. It was carried out inde-
pendently of the state-wide project and was actually completed about six
months prior to the beginning of this project. The procedure followed was
to have each county school superintendent obtain the names and addresses
of all handicapped children known to the district school superintendents,
school boards, county and school nurses and state and county welfare
boards. This procedure identified 526 orthopedically handicapped child-
ren, of whom 136 were reported to be cerebral palsied. One hundred and
nine of these 136 were also reported by some other reporting source in
the State-wide Cerebral Palsy Study, while the remaining 27 were reported
by the twenty-county survey alone. On the other hand, an additional 200
patients under 21 years of age were identified by the State-wide Cerebral
Palsy Study, reported to have cerebral palsy and to be residing in the
twenty-county area, but were not reported in the twenty-county survey.
In other words, a total of 336 reported cerebral palsy patients between
the ages of 0-21 years were found to be residing in the twenty-county
area, of whom 8.0% were reported by the twenty-county survey alone.
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TABLE 1.4.1. Comparison of Reporting in State-Wide Survey with 20-County

Survey
Mumber
Saurce F epsnirred Pencent

Reparted by 20-County Sarvey awlone T B.04
H;vpu:u':l l'rg.I Siaee-Wide Eluﬂr alone [t:rlulﬂnl; the

M=Coneniy Swiwey ) patlvl .52
Reportesd by bach 3-Cownty Survey and the Staie-

Wide Seady 10y 52,44
Toml L0 1000

On the basis of these figures we may estimate that the state-wide
study has at least an 8% under-reporting error in the 0-21 age group.

1.5 COMPLETENESS OF REPORTING

A second consideration in a project of this sort is the completeness
of reporting. That is, of those asked to submit reports of all cerebral
palsied known to them, how many actually did? Here, in particular, you
will recall from section 1.2 that we contacted all licensed physicians in
the state, as well as all the hospitals, nursing and boarding care homes,
and county welfare boards in the state. The letter used for contacting
members of each group requested the names and addresses of all known
m cerebral palsied patients. The results of the initial contact of these four
groups are summarized in Table 1.5.1 below.

TABLE 1.5.1. Results of Initial Requests for Reports of Cerebral Palsied Made
to Physicians*, Hospitals**, Nursing Homes and Boarding Care Homes**,
and County Welfare Boards in the State at the Time of this Survey.

HNumber af

Taikl Namber MNumher |  Percent Patients

Graup in Stage Responding | Responding | Bepomed
Phy=icians | [ -1 .4 174

Murslag Homes mnad |

Bearding Care Homes 442 ] LA b
llﬂl‘r:ll].l. 213 11 14.6 345
County Wellare Boards | BT T4 B6.2 4G

Ms listed in the 1958 State of Minnesota Directory of Licensed Physicians and
Surgeons.

*Ms listed in the 1959 Minnesota Directory of Licensed Hospitals and Related
I nstitutions. .



In order to attempt to estimate the number of new patients left un-
reported by those units not responding to the letter, a second mailing was
made in which all the hospitals not responding to the first mailing were
contacted. A ten percent systematic sample of physicians who failed to re-
spond to the first letter was contacted during the second mailing, and a
50% systematic sample of the non-responding nursing and boarding care
homes was contacted during the second mailing. Table 1.5.2 gives the
total number of units contacted in the second mailing (the denominators
are given in Table 1.5.1), the number responding to the second mailing,
and the number of new patients reported.

TABLE 1.5.2. Results of the Follow-up Mailing to the Physicians, Hospitals,
Nursing Homes and Boarding Care Homes in the State at the Time of

the Survey.
Humber of
Numbsr can- No. Re spandiag MWumber of Patiesia
imcied 1p (Pereent re- Néw Uanen | Reporeed,
Fallow = uf #mldi:rl; ErvER Reparied® .ﬂ.]:rrll]'_r
Lirmup I'.-I.-ll-u; . pareniheses | Known o
Heglsper®
Pl\:rllrl:nh 414 182 (44.23 21 i7
Murzing Home s and
Boarding Case lomens 113 114 (51.1} i 3
Hospimle 182 115 [63.2) T4 169

* A total of 30 responding units have been excluded from this tabulation because
it was not possible to determine to which group the response should be allo-
cated (i.e., physician, nursing and boarding care homes or hospitals). These 30
units, if added to the table, would account for an additional 13 new patients and
22 patients who were already known to the register.

Using the figures given in this and Table 1.5.1 , we can derive an
estimate of the under-reporting existing in the state-wide study among
physicians, nursing and boarding care homes, and hospitals. If we assume
that the units responding to the follow-up mailing are the same as those
not responding to the follow-up mailing in terms of the number of patients
they would report, then we may estimate the number of patients yet un-
reported, still existing in these three groups. That is, approximately 450
patients would remain un-reported by physicians after the second mailing,
20 by nursing and boarding care homes and 40 by hospitals, for a total of
510. On this basis we would estimate that the under-reporting based upon
the total number of patients reported is about thirteen (13) percent. This
is somewhat higher than the estimate reported in the previous section, but
you will recall the former estimate was only for patients under 21, whereas
this estimate is for patients of all age groups.
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However, it should be pointed out that this is most likely an over-
estimate of the under-reporting. That is, the assumption that those not
responding to the follow-up mailing are the same as those responding to
the mailing with respect to patient reports is probably not justified. It
seems reasonable to believe that those not responding to the follow-up
mailing would have fewer patients to report than those who respond. As a
matter of fact, one reason for non-response to the request for reports may
be due to the fact that they had no patients to report. Evidence that this
may indeed be the case is given in Table 1.5.3.

TABLE 1.5.3. Comparison of the First Mailing Results with Second Mailing

Results.
Mumber of Reparts |  Number of Beporma
per Bepordng Unde per Repandng Unds
Groap o Imicial Mailing | on Fallow-up Mailing
174 I o
Physicians E . 91 163 32
545 Hia
Hsp el — w ]1.13 — = Q11
Gl 3l | 115

A comparison of effectiveness of the initial mailing with the follow-
up mailing in producing reports on a per unit basis indicates that those
units which respond initially produce a larger yield of cases than those
which respond to the follow-up mailing. This trend would probably continue
over subsequent mailings. For example, the average yield per report from
physicians on the first mailing was .92 as compared to .32 per physician
on the second mailing.

Of course, the above comparison assumes the design of the first
and second mailing was comparable. This in fact is not true because the
letter used with the first mailing did not provide a return envelope and
negative responses were not specifically requested, whereas the second
mailing did provide a return envelope and the letter used did specifically
request negative responses. The specific request of negative responses
on the second mailing, but not on the first, will tend to increase the
difference between the first and second mailing with respect to the yield
of reports on a per unit basis.

The comparison of the yield per unit reporting among nursing and
boarding care homes was not made because of the small numbers involved.

Finally, it should be pointed out that the estimate of 13% given
above deals only with the under-reporting in the three groups contacted in
the follow-up mailing. Itis not possible to estimate the additional
under-reporting existing in those sources consisting of multiple reporting
units such as schools, U.C.P. chapters, county welfare boards, and re-
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habilitation centers since the non-responding units were not
contacted with a second mailing. However, in each of the cases just
cited, the reporting on a per unit basis was relatively complete on the
initial contact.

1.6 ACCURACY AND ADEQUACY OF THE REPORTS

Several considerations enter into the discussion of the accuracy of
reports. One factor that must be considered is the number of false
reports (i.e., those patients reported as being cerebral palsied, but
who actually are not). Secondly, it is necessary to consider the number
of reports obtained in which the patient's address is not adequate.
In connection with this, reports of patients residing outside of the
state must be considered as superfluous, since only reports of
patients within the state were requested. Finally, the number of
patients deceased, although reported as living, must also be
considered as superfluous.

First, consider the problem of the false reporting. Ideally,
each report should have been verified by a direct evaluation of a
physician or team of physicians. In this manner the number of false
reports could have been minimized. However, for various reasons it
was impossible to obtain a medical evaluation of the reported
patients. For this reason a possible false report could not be
identified until the diagnosis was questioned by the respondent to the
mail questionnaire. In such a case the reporting agencies were
contacted and asked to supply the diagnostic information available on
the patient. In general, it was possible to obtain reasonably good
diagnostic information in this manner. This information was then
reviewed by the physician associated with the study, and a decision
reached as to whether or not the patient could be considered
cerebral palsied according to the information available. If the
diagnostic information furnished by a recognized treatment agency
included any of the conditions listed below, the patient was
considered cerebral palsied.

TABLE 1.6.1. Conditions Accepted as Cerebral Palsy.

Abscess of brain

Ataxia

Birth injury

Birth stroke

Blood clot on brain

Brain injury

Brain injury from car accident

Cerebellar ataxia atypical spastic

Cerebral atrophy

Cerebral degeneration

Cerebral hemorrhage, cause of brain damage
Cerebral palsy spastic herniplegia congenital
Cerebral palsy right hemiplegia

Cerebral palsy spastic monoplegia
Cerebral palsy spastic paraplegia



TABLE 1.6.1. (Cont'd)
Cerebral spastic hemiplegia
Cerebral spastic infantile monoplegia
Cerebral spastic paraplegia
Cerebrospastic infantile hemiplegia, due to encephalitis
Chronic brain syndrome
Chronic brain syndrome with brain trauma
Chronic brain syndrome with epidemic encephalitis
Chronic brain syndrome with encephalitis, behavior reaction
Chronic brain syndrome following meningitis
Congenital anomalies and cerebral palsy
Congenital cerebrospastic quadriplegia
Encephalitis
Encephalitis with brain damage
Encephalitis from scarlet fever
Epilepsy and spastic
Erythroblastosis
Hemiparesis secondary to cerebral vascular accident
Hemiplegia

9

Idiot with congenital cerebral spastic
Infantile quadriplegia

Jaundice at birth

Little's disease

Measles encephalitis

Mentally retarded and spastic due to brain injury
Myxedema and cerebral palsy
Paralyzed from birth

Paraplegia

Partially paralyzed and epileptic seizures
Post traumatic with athetoid

Post traumatic spastic

Residual hemiparesis

Retarded and spastic

Rh incompatibility

Spastic

Spastic palsy

Spastic paralysis

Spastic and deaf

Spastic diplegia

Tendencies of cerebral palsy
Tension Athetoid

The diagnosis of cerebral palsy of 378 patients was questioned.
The follow-up diagnostic efforts indicated that of these, 228 could be
classed as cerebral palsied in accordance with the conditions listed in
Table 1.6.1. The remaining 150 patients had to be re-classified as non-
cerebral palsied either because their diagnostic information was inade-
quate or because the information furnished indicated that the patient did
not have cerebral palsy. Some of the conditions not accepted as cerebral
palsy are listed below in Table 1.6.2.



Those who were classed as cerebral palsied were urged to complete
a questionnaire in the subsequent mailing, if a completed questionnaire
had not already been obtained. The agencies reporting the patients that
were ultimately classed as not cerebral palsied, as well as the agencies
reporting the patients who questioned their diagnosis but remained classed
as cerebral palsied, are given in Table 2.5.8 of Chapter 2, under the
heading "Not C.P." and "Claimed Not C.P.", respectively.

The reliability of the diagnostic information furnished is probably
quite variable depending on its source. Further, the elimination of the non-
cerebral palsied from the population in the fashion employed here is no
guarantee that, the remaining study population consists entirely of
cerebral palsied patients. Further, one wonders about the group that failed
to respond to the mail questionnaire. There may be a disproportionate
number of false reports in this group. This, as a matter of fact, may be
one of the reasons for not answering the questionnaire.

As an aside, it is interesting to note that a relatively large number
of respondents claimed the patient in question was not cerebral palsied,
but had Little's Disease or was spastic. Such responses may be indica-
tive of the need for further education among cerebral palsy families.

A second consideration in the accuracy of reporting is the adequacy
of the address information furnished by the reporting agency. This is
particularly important since the study is based upon a mail survey. As
might be expected, a sizable proportion of those reported could not be
located. Of the total 4,035 patients reported, 613 could not be located.
The agencies reporting these patients are given in Table 2.5.8 of Chapter
2, under the heading "Imp. Locate".

TABLE 1.6.2. Conditions, if Given Without Any Other Qualifying Information,
That Were not Accepted as Cerebral Palsy.

Accident

Agenesis of cerebellum and corpus callosum
Amyotonia

Amyotonia- congenital

Arrested hydrocephalus

Bilateral ocular nystagmus
Brachial nerve injury

Brain tumor

Brachial palsy

Brachial plexus paralysis
Cerebral atrophy

Cerebral dysgenesis
Chickenpox-encephalitis

Club foot-talipes calcaneovalgus

10



TABLE 1.6.2. (Con't)

Congenital abnormality of speech muscle
Congenital arthrogryposis

Congenital deformity

Convulsive disorder

Coronary thrombosis

Degenerative brain disease

Emotionally disturbed
Encephalitis

Epilepsy

Epileptic and mentally retarded
Equinovarus

Erb's palsy

Facial diplegia

Friedrich's

ataxia

Grand Mal

Hardening of arteries and ear condition
Hemophilia

Hurler's disease (lipochondrodystrophy)
Legg-Perthes disease

Marie-tooth's disease

Meningitis

Mentally retarded

Mental retardation, idiopathic
Mental retardation, strabismus
Microcephaly

Mongoloid

Multiple neurosis

Multiple sclerosis

Muscular dystrophy

Occult spina bifida

Paralysis agitans

Parkinson's disease

Partial paralysis due to congenital
meningitis

Phenylketonuria

Polio

Postencephalitic parkinsonism
Pronation of calcaneus, bilateral
Psychosis with epidemic encephalitis
Retarded, idiopathic with convulsion
disorder

Schilder's disease

Spina bifida, meningocele, hydrocephalus
Spinal meningitis

Strept. tonsillitis

Strept. meningitis

Stroke

Transverse myelitis

Traumatic psychosis and mental
deterioration

Vogt-Spielmeyer syndrome
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Whenever a questionnaire was returned by the post office because
of an insufficient or inadequate address, efforts were made to locate the
patient. In general, the reporting agencies were contacted and asked to
provide the most recent address available for the patient. In addition,
other aides such as telephone books and city directories were employed
when possible.

Table 1.6.3 gives the reasons given by the post office for returning
"the original questionnaire to the sender.
TABLE 1.6.3. Reasons Given by the Post Office for Returning a Piece of Mail
to the Sender.

Ronsow: | _Kesqueacy
Uaclalmed® 450
Inmafflcient nddrens®™® 110
Ma reason given 13
Toml | GBIy

* Unclaimed includes any piece of mail that could be delivered but the person for
whom the form was meant no longer lived at the address listed, and further, no
forwarding address was available.

**|nsufficient address includes any piece of mail that Could not be delivered
because the street or city address was inadequate. -

Table 1.6.4 gives the number of additional addresses tried in addi-
tion to the original one. The additional addresses tried were frequently
the result of research in telephone and/or city directories as well as the
result of subsequent addresses furnished by the reporting agencies.

TABLE 1.6.4. Number of Additional Addresses Tried in Addition to the Original.
Mumber of Additional :

A ddiesden Tl'lld 1 FruTn"_-r
1] 405
i LT
7 oF moie . 18
Total ' 13

The accuracy of address information with respect to residence
within the state must also be considered. That is, a number of patients
were reported to be living in the state, but information obtained during
the mailings indicated the patient did not reside in the state.-(For a
definition of what is meant by residence within the state see section 2.5.)
A total of 119 such cases were identified. These individuals were obvious-
ly excluded from the final study population since the project was con-
cerned only with residents of the state.
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Another reflection of reporting inaccuracy is the number of patients
reported who in fact were deceased. A total of 142 such reports were
received.

The agencies reporting the patients actually residing outside the
state are given in Table 2.5.8 under the heading of "Out State". The
agencies reporting the deceased patients are given in the same Table
under the heading of "Deceased". Several other Tables in section 2.5
are also closely related to the discussion of this section and should be
inspected at this time.
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CHAPTER 2: THE MAIL SURVEY

2.1 THE RESEARCH DESIGN

One of the purposes of this study was to evaluate the nature of
patient care and needs in Minnesota. To accomplish this end a mail ques-
tionnaire was used. Every person reported as being cerebral palsied was
to receive a questionnaire along with a covering letter explaining the
purpose of the study and urging their cooperation. If the patient named in
the questionnaire had an address similar to his parents, the form was
addressed to the patient's parents. In those few cases where the patient
was either married or supporting himself independently of his parents, the
form was addressed to the patient himself.

A total of three mailings were planned. During the first mailing all
patients known to the project were contacted. All those not responding to
the first mailing received a second questionnaire. This form, like the
first form, was accompanied with a covering letter. Finally, those in-
dividuals not responding to the first or second questionnaire were mailed
a third form. Again this form was accompanied with a covering letter.
Those not responding to this form were then considered non-respondents.

The covering letter and questionnaire used in the second and third
mailing were mailed first class with first-class return postage provided.
However, the first mailing was conducted in a slightly different manner in
order to assess the relative merits of first class mailing versus third class
mailing. That is, approximately half of the forms during the first mailing
were mailed via first class mail and the other half were mailed via third
class mail. Still another part of this ancillary mailing project was to at-
tempt to assess the effectiveness of return postage prepaid as compared
with no return postage provided. (In either case, however, a return en-
velope was enclosed.) Approximately half of the forms mailed had return
postage provided, whereas the remaining half had no such provision. This
latter split was made independent of the first grouping. Hence, approxi-
mately one-quarter of the patients received the first mailing form via first
class mail and had return postage provided, while another one-quarter of
the patients received their forms via first class mail but had to provide
the return postage. Still another quarter of the patients received their
forms via third class mail and had return postage provided, while the
remaining quarter of the patients received their forms via third class
mail and had to provide their own return postage.

A similar type design was employed during the third mailing in

1Actually non-respondents to the third mailing, if residing in the metro-
politan area of Minneapolis and St. Paul, were contacted by telephone if
possible and asked to complete the questionnaire.
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order to evaluate the relative effect of a personal versus an impersonal
salutation on the covering letter and a signed versus an unsigned
covering letter.

The results of these ancillary studies will be reported at a
later date in a separate paper.

2.2 DEVELOPMENT OF THE QUESTIONNAIRE AND PRETESTING

One of the difficulties in developing any mail questionnaire is the
desirability of making it as short as possible, but yet obtaining all the
.information necessary to achieve the objectives of the study. The
limitation of length, although not as serious here as in some other
projects because of the motivation ,of the group contacted, definitely
was an influencing factor in the development of the questionnaire e
Construction of the actual format of the questionnaire and individual
items on the form must be done in such a manner as to insure
intelligibility. This is particularly difficult where the population of
respondents, is as heterogeneous as they are in a study of this sort. In
addition, the reliability with which information requested can be
obtained, must be kept in mind when designing a form. It does little
good to construct an elaborate questionnaire if no assurance can be
given that the information obtained from it is reasonably reliable.

Because of the necessity of considering such factors as the in-
telligibility of an item, its reliability, and general format of a
questionnaire, it was necessary to pretest. For this purpose a list of
thirty families, each with a known cerebral palsy patient, was furnished
by United Cerebral Palsy of Minneapolis. Each of these families was
mailed a questionnaire accompanied by a typewritten covering
letter explaining the purpose of the study. No return envelope was
provided.

During the second and third mailing the forms were mailed
first class and return postage provided. A typewritten covering letter
also accompanied each form mailed during these mailings.

Seventeen forms were returned as a result of the first mailing,
eight as a result of the second mailing, and three as a result of the
third mailing. Altogether twenty-eight out ,of the thirty families
responded to the mail questionnaire.

An inspection of the returned forms revealed some of the obvious
defects of the questionnaire. In order to pick up some of the more
subtle defects, however, it was necessary to interview a 'sample of the
respondents.

The respondent was initially contacted by telephone for the
purpose of arranging an appointment. No one contacted refused an
appointment. Also at this time an attempt was made to select a time
when both parents of the patient would be present, since it was felt
that the com-
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pletion of the questionnaire was usually a family project. If such arrange-
ments were not possible, a meeting with the person largely responsible for
filling out the form was planned. In most such cases this turned out to be
the mother of the patient. All interviews were conducted in the home of
the patient. The procedure employed during each interview was held as
uniform as possible.

The technique employed during the interview was first to hand the
respondent the questionnaire that he had filled out, asking him to refresh
his memory as to the difficulties encountered. After completion of this
phase of the interview, the respondent was asked to return the form and
was given a blank questionnaire in exchange. The interviewer then went
over the form very carefully with the respondent. During this aspect of
the interview, specific questions were asked in order to establish the
meaning of his responses and locate possible areas of ambiguity. Al-
though based on a relatively small number of respondents, the pretest was
useful in pointing up some obvious shortcomings of the form. The changes
suggested by the pretest were then incorporated in the final form of the
questionnaire. A copy of the final questionnaire used can be found in
Appendix 1 of this report. It will be noted that in its final form,' the cover-
ing letter was incorporated with the questionnaire in that it made up the
first page of the form.

The same form was used in each of the three mailings. The only
difference was in the covering letter used. Only the copy of the covering
letter used during the first mailing is included in the appendix. The cover-
ing letter used during the second as well as the letter used during the
third mailing differ from the first mailing letter primarily in motivational
aspects.

2.3 THE MAILINGS

The first mailing began on January 29, 1959, and was completed on
April 18, 1959. The second mailing began May 18, 1959, and was com-
pleted June 2, 1959. The third mailing began on August 18, 1959, and was
completed August 31, 1959. A total of 4,407 questionnaires was mailed
during the first mailing. The reason for this figure being larger than the
total number of patients listed in the registry is that it included duplicate
mailings. That is, in those cases in which a patient was institutionalized,
a form was mailed to the institution and one to the patient's home address
as well.

Sixteen hundred and five forms were mailed during the second mail-
ing. In general, only one form per patient was mailed. That is, for those
patients who were institutionalized, where neither the institution not the
parents had responded to the first mailing, forms were sent only to the
parents of the patients during the second mailing. Of course, those
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patients who could not be located on the initial mailing had to be elimin-
ated from subsequent mailings unless a new address could be obtained.
In addition, those patients deceased, those residing outside of the state,
as well as those patients who had been falsely reported as cerebral
palsied, had to be excluded.

A total of 1156 forms was mailed during the third mailing. This
figure is somewhat larger than the actual number of non-respondents re-
maining at the time of the third mailing, because here again duplicate
mailings occurred. This time all available addresses were tried for
patients from whom a completed questionnaire had not yet been received.
Also, as in the first mailing, forms were mailed to the patient's parents
as well as the institution in those cases in which the patient was in-
stitutionalized. As a general note, it should be pointed out that efforts
were made to obtain a completed questionnaire from both the parents and
the institution in these cases. Hence, if a completed form was received
from the parents during an earlier mailing, the institution was neverthe-
less urged to fill out the questionnaire during the third mailing.

2.4 RESPONSE TO THE MAILINGS

Any questionnaire received prior to the start of the second mailing
was considered due to the first mailing. Similarly, a form received after
the second mailing began, but before the third mailing started, was con-
sidered due to the second mailing. Any form received after the start of
the third mailing was considered due to it. According to these definitions,
1,353 forms were received during the first mailing, 408 questionnaires
during the second mailing and 330 during the third mailing. In all, a total
of 2,141 completed questionnaires was received. (See Table 2.4.1.)

TABLE 2.4.1. Number of Forms Received From Mailings.

| M. &l Forme

!-l_l.ili.nl Hewei ved P ercent
Flest 1453 6519
Second I 408 19,06
Thised RS 15.41
Telephone Follow-up® Sk 2.34
Toral | 214 100.0

* Actually non-respondents to the third mailing, if residing in the metropolitan area
of Minneapolis and St. Paul, were contacted by telephone, if possible, and asked
to complete the questionnaire.

In general, the questionnaires were completed by the patient's
family, the institution in which the patient was residing, or by the patient
himself. Table 2.4.2 gives the source of the information provided on the
questionnaire.
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TABLE 2.4.2. Source of Information Provided on the Questionnaire.

Source of Infomaton t!‘-l'umhrl: of Foms

on the Fom Received Percent
Pariest's parents 1.7%1 B1.TO
Instimitdon 71 15.7%
The patend ik} 3, 80
Oeher* 43 I-.?J:":IIL
Toml ] 1,141 B0, 0

*Including such sources as a friend of the patient, staff member at a
boarding home and so forth.

In those cases in which a questionnaire was received from both the
patient's family and the institution to which the patient was committed,
only the form from the patient's family was used in the analysis discussed
in Chapter 3.

The 2,141 completed questionnaires represent 53.06% of the total
number of patients originally reported. However, a meaningful evaluation
of the response to the mailing cannot be based upon the total, 4,035. It
will be recalled, this figure includes 142 patients who were in fact de-
ceased, 119 patients who did not reside in the state at the time of the
mail survey, 613 patients who could not be located because of inadequate
address, and 150 patients who were ultimately classed as non-cerebral
palsied. None of the above mentioned groups can be considered eligible
to respond to the mail questionnaires. Therefore, if these groups are

TABLE 2.4.3- Comparison of the Calculated Effectiveness of the Mail Survey
by Mailing, When Based on the Total Reported Population and the Total
""Eligible" Population.

Percent Respanding Based Percent Responding Pased
on O ginal Repored on "'Eligible*’
Populacon {635k Poapulatan {3,011)
Bamed om Buinsd on Based on
Baned on Total Hemuain- Taisl Toml Rempin-
Total Repon- ing Alfeer "Elgphle"* ing Afver
Mailing ed [4,035) Emch Hl':linl | {3,001} Ench Mailing
It 1353 135% 1353 1353
— = 31,51 — = 33,53 m— o O | = L9
#% - #0535 aonl LN
2ad L E] 408 408 il
— = Q0.1 — = [45.21 — = L% —— = 2461
EELS I ) 3 Ll > 165%8
el 130 5 130 LE.
S || — = LS e = [ — = L 60
TR reyl| ’ LT e 12%
Telephone
Follow-up ) 1 k. 0
_— .24 —_— LT ez LG | == 4%
4053 1944 3011 910
|
Toaal 2141 214t
= Lird] = T1:11
s | | Son =
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eliminated, the new base for evaluating the mailing is 3,011. The 2,141
completed questionnaires represent 71.11% of this total. Table 2.4.3
provides a comparison of the calculated effectiveness of the survey by
mailing when based on the total "eligible" population and the total re-
ported population.

2.5 THE POPULATION STUDIED

As indicated in the previous section, the original population, as a
result of the mailings, could be divided into various groups according to
their response to the questionnaire. Because of the nature of some of
these groups, it was necessary to eliminate them from the study popula-
tion. For example, the patients living outside the state, the deceased,
and the non-cerebral palsied all must be eliminated in order to arrive at
the final study population.

The basic characteristics of the study population, such as the sex
distribution, place of residence, age distribution and reporting sources,
are given in the tables below. Each of these tables provides the break-
down of the results by response to the questionnaire. The subgroups that
are listed in the tables of this section are:

1) Completed questionnaire received (Q. Rec'd),

2) Unable to locate (Imp. Locate),

3) Claimed to be not cerebral palsied (Claim not CP),
4) Questionnaire not answered (Q. Not Ans.),

5) Patient deceased (Deceased),

6) Patient resides outside of the state (Out State),
and

7) Patient is not cerebral palsied (Not CP).

In order to avoid any confusion about these classifications, it is
necessary to define them. The completed questionnaire group will consist
of those patients for whom a completed questionnaire has been received
and who, according to the diagnostic information furnished, are cerebral
palsied. The unable to locate group consists of those patients who could
not be located, and hence no completed questionnaire could be obtained
from this group. The third group consists of those patients who claimed
not to be cerebral palsied, but the diagnostic information subsequently
furnished did not substantiate this claim. This group also contains those
cases which could not definitely be classed as cerebral palsied on the
basis of the diagnostic information furnished. In either case, however, in
order to be classified in this group, no completed questionnaire could be
received for the patient. Finally, the fourth group consists of those
patients for whom a completed questionnaire could not be obtained and
the information available on the patient gave no reason to believe that
the patient belonged to any of the three groups previously defined.
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These four groups comprise what will be referred to as the study
population. It is really this population that we are interested in. Of
course, the only group that we can make extensive statements about is
the first group, namely the group for which we have completed question-
naires. The information on the remaining three groups is much less ex-
tensive.

The remaining three groups not included in the study population are
the "Deceased" group, the "Out State" group and the "Not CP" group.
The "Deceased'" group consists of those individuals who were originally
reported as cerebral palsied, but were later found to be deceased. The
second group, those residing outside the state — the '""Out State" group —
consists of those patients who were reported to be residing in the state
but subsequent information revealed that this was not correct. A patient
was considered to reside outside the state if:

1) The patient's parents, as well as the patient himself, resided
outside the state;

or

2) The patient's parents resided in the state, but the patient re
sided outside the state and was over 21 years of age and/or
self supporting.

A patient was considered to reside in the state if:

1) The patient's parents resided in the state, even though the
patient may reside outside the state, provided he was not 21,
and/or self supporting;

or

2) The patient was in an institution in the state regardless of
where his parents reside (i.e., in or out of the state).

The last group, the "Not CP", consists of those patients who, on
the basis of subsequent diagnostic information furnished, could not be
considered cerebral palsied.

The seven groups defined above will form the basis for several of
the tables to follow in this section. The groups will be referred to by
the abbreviations appearing in parentheses in the listing of the groups
above.

As indicated, the study population totals in each of these tables
will be obtained by summing the values for the following groups: Q.
Rec'd., Imp. Locate, Claim Not CP, and Q. Not Ans. The total popula-
tion values will be obtained by summing the value for the study popula-
tion plus the values for the remaining three groups, namely the Deceased,
Out State, and Not CP groups.
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TABLE 1.5.1. 5Sez Distibution by Responae m the Quesgdonsadre ( Toral sl

Clalm | Q|| Seudy [0 ginal
Imp. | Mot | Nor || Pop. Out | Mot | Pop.

Gea Bec'd | Locars| CP | Ans. || Totsl [Decessed | Sowie | ©F [| Totl
Male 1222 340 42 | 329 || 2,033 Ha bd B2 || 2.2%9
Female 919 5% B4 | 225 || 1,993 G2 ko &8 1,733

Sex wne

Known L 1B E 15 38 i 5 L &1
Taral 2,141 AR 228 [ 642 N 9.624 142 % 1% 4,0%%

TABLE 2.5.2. Sex DRatibuclon by Respoase o the Questioanaire {Percent)®

Claim| @ iChel ginal

Mot | Mot Out | Mot || Pog.
Sex CP_| Ans.| Toesl Spage) CP | Teeal
Male 62.63 (5172 $6.69 H-HTi %50
Femals 3707 |47, 28 || 43.31 4333 4341
Total 10w wosl 100w | 1oosl x| ojoes

*Im this Table as well as sebseguent Tables of percontapes in this section, (he
the dimbmcicn groug will be alisimaied from the cowpulilio.

TABLE 3.5.3. Ape* Dismeelbution by Response w the Questionnadre | Torals).

Clakm | 0 Seudy ‘ Oiel ghnal

Age iy lompe. Mag Mg Pap. Dhue | Mot Pap.
Group | Ree'd | Locas | CP | Ans. || Towml [|Decessed | Seare | CP || Total
=4 2 .- i1 a7 474 1] i7 . 1] 532
=0 0% (4 T 139 750 13 L] r.] B4z
1G-14 75 il w iz3 TSR 0 4 3 RS
1519 132 114 £ 11 116 G603 14 14 | 58
=74 T4 a9 18 H 75 i7 13 T 313
1519 a3 34 12 34 193 | 5 3 2
3= 34 &1 E1l a 23 123 F 3 e 178
530 55 10 a 1] B4 3 2 5 LT
A-44 #5 i & 11 a7 o L B T
49 21 ] 2 T 36 1 1 T 7
554 [ i | 3 32 i 1] -] 43
5599 12 ] L] B | 9 1] a8 ]
i 1] i ] B i3 0 0 3 18
6465 7 | ] | I 2 ] 3 1B
Th=T4 L} | i 5 7 ! L] F 12
Tis % 1] 1] ] 5 L L] i T
Age

Uk nomen i 93 40 7 16 4 q 1] I‘;‘L
Toual [1| 141 LR 228 [ 643 §, 624 14F e 1asa 0 4,05%

*Mased upon the sssewmpiion bl afl reporting was obicived on Jaeoorey I, P58
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Table 2.5.4. Percent Age* Distribution by Response to the Questionnaire.

Clalms q I'El.l.u]:f | Percemi af
Age Q Imp. Mor | Mot || Pop. Our | Mot Ohrl gimal
Geowp | Hec'd| Locare| CP Anm. | Tom] [|[Deceaned| Swmes | CP Pog.

-4 1694 557 | 1061 | LLOTHIS.A4)] 1130 | 15451333 13.79
=0 2063 | 1824 | 1869 | 229003167 2592 | I7.28) 1954 21.82
10-14 | 2235 2323 | 1969 | 20.33]121.90 Td.40 | 21.82]15.33 11.%4

1519 | 15.54| 21.B8 | 20.70 | 19.17 || 17.42 13.04 | 1273 Id.0 1700
20-34 6.55| 13.24 | 9.0 ) T.93f 7.95 12,32 | 1LBZ| 4.67 B.08
2510 4.3%) 10,36 | 6.D6 | 5.6 9.58 5.80 4,55 2.00 .42

30-44 T.58 B.64 | 11.62 | 7.27| 7.02 .62 4% BAY ‘| .72
1539 Z.19 .36 | 3.54 | 3.31) 2.69 9.42 090 | 15.330 1.37
0+ o.H9 58 > 2.31) 1.04 5.80 - 7.1 1.43
Perceni
af Toaal

Pop.®* | 5306 | 15.1% | 5.65 | 15091 )8%.81 1.52 2051 4.7 1000

*Based upon the assumption that all reporting was obtained on January 1, 1958.
**With age unknown group included.

Tables 2.5.1 and 2.5.2 provide the sex distribution by response to
the questionnaire. Tables 2.5.3 and 2.5.4 provide the age distribution of
the various sub-populations as determined by the response to the ques-
tionnaire. Table 2.5.5 gives the geographic distribution of patients by
county as related to response to the questionnaire.

The county of residence is difficult to determine for the impossible -
to-locate group. In this group the county of residence was based upon the
patient's most recent address. This most certainly introduces some
errors in our tabulation since the assumption that a patient is still re-
siding in the county in which he was reported to have resided is certainly
not valid.

Inspection of the table below reveals that 28.23 percent of the
originally reported population resided in Hennepin county and 28.39 per-
cent of the study population resided in Hennepin county. Forty-three
percent of the originally reported population had addresses indicating
residence in the five county metropolitan area composed of Anoka,
Dakota, Hennepin, Ramsey and Washington counties. About the same
proportion (43.54%) of the study population resided in the five county
metropolitan area.

Table 2.5.6 gives the county and state prevalence ratios per 1000
population. Ratios are given for the originally reported population, the
study population and for the study population assuming a ten percent
under-reporting error in each county. This figure seems reasonable on
the basis of the discussion given in section 1.5 of Chapter 1. The Minne-
sota population figures used for Table 2.5.6 are from the 1950 census.
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TABLE 2.5.5. Distribution by County of Residence According to the Response

to the Questionnaire.

Claim| Q|| Scudy « || Orig.

County all | Imp. | Mex | Mot | Pop. Chei | Mot || Pap.
Kenidence |Mec'd | Locate| CF | Ane. || Total |Deceased! Smee | CF || Total
Aickin 2 2 - 2 & - - - [
Anolka L] & 1 s i a1 1 - = 42
fhecker 15 F | 1 7 25 | 1 1 Fl: |
Belerami F.. 4 2 4 i9 - 1 2 12
Nemgon iy | 5 1 7 3 | - 1 k17
Big Swone B | 1 (] 1 T = = = 7
plue Earth b1 3 2 [ 5 57 o il L]
Birwwn 15 3 3 4 23 | = P4 7
Carleon 24 4 3 5 L1 . - 3 30
Carver 1[] 1 i 1 a1 . 1 3 5
Cass 7T 3 2 B 2o . = 2 2
Chippewa 10 = F | & 1B . ¥ = 0
Clhisago = 1 F | 1 G - . 1 7
Clay 0 5 1 5 3z . 5| 1 i
Clearwates 12 - - F/ 14 - F] | i)
Cook 5 - - | & - - - [
Cotonwoad | 13 a3 3 18 - <) g 20
Crow Wing i3 1 F | 5 il F - |al 34
Dakats L (1] 1 L] g 5 w0 = &0
Padge B 1 1 1 11 1 i F | 15
Douglas 1B = 5 5 . i1 1 2 11. 50
Facibaalt 18 L 2 1 22 L - 1 24
Fillmore B 4 2 i 18 = F| 1 i
Freebam I ] ay 7 LT 3 L] i 44
Goedhue 19 2 | 3 3l 2 | - 1]l 28
[ TT] 4 18 2 - - 12 1 = "1 14
Hemnepin 531 83 ] 159 || 1.029 1 4 | % |1,1%9
Hoascon E | 2 - =32l 18 - i = 21
Hubbard ([4] - - 1 N | = - = - 11
lamnci 5 . | 3 L i - - 9
feasca 26 5 4 9 14 . L 52
Jackson 2 = - i 11 . - = 1]

- o
Kanabes 5 - - - | - I_ &
K andiyohi 14 5 | 3j 23 . 4 4 23
Kinsen 9 - - - ) - T )
Keachichisg | 11 | 4 = [ i - | 19
Luc qui Parle 11 3 bs] 2 17 - = | V], 18
Lake I 7 = . 4 i i A | - 16
Lake of Woods 1 - - - | - 1 - 3
LeSusii 1 ] 1 = 3 13 - 1 1 15
Lincaln 7 - 2 q 13 = e - 3
Lywon 24 fi - 5 15 - o1 - 36
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TABLE 2,5.5. (Com"d)

ffe

Clalm

County of | Q e Moz

Residence |Rec*d | Locas| CP
el eod 14 2 1
Mahaomen b ] 2 -
Murshall ([1] - -
Mures 1] 2 =
Meaker L& 3 1
Mille Lacs 1% 1 1
Morei som 17 2 1
bower 50 & 5
Muissay 7 . -
Nicallen 11 3 - |
MNables 16 3 F.
Notman A 1 %
Dilmacesl 13 3 3
Cheed Tall Ih 1 i
Fennington 12 1 1
Pine 9 1* F
Fipesimne 11 ] -
Polk 13 T 3
Fape 4 1 3
Ramsey m| | n
Red Loke 3 1 -
Redwood 14 3 4
Heawllle L] 2 i
Rice 19 5 r 4
Rock i = =
Hoseau -] 2 -
5, Lowis 148 4 18
Skt 10 1 |
Sherburme a8 1 -
Sibley “1d 1 1
Srenrms 75 9 T
Breele 15 1 1
Srevens T 2 -
Swiln 12 1 1
Todd 12 i 2
Traverse [ | 1 -
Wahaskba 4 i 3
Wl &nia -] 1 1
Waseca i 1% - 3
Washisgoon 7 T 1
W atoaw ki [ 2 3
wilkin B - i
Wi snaL 0 7 -
Wi ght 1 3 .

[
=

25

O e A e R R A el A R e A R e A e e e

M Orrig.
Pap. De | Omp | Nor || Pog.
Total | consed | Seave | CF || Towal
n - - |1 22
11 1 = | 13
11 = - - 11
14 1 1 11 17
T4 - - = 4
a2 1 - 2 2%
3 = F | F | 7
47 3 1 & 5
o 1 = 1 11
17 i . * 18
3 3 it | £ L
11 1 - - 12
E T
CH 1 | 3] 4
18 1 1 1 1
5 1 I - 7
i% - - - in
B T & | = 50
] - . - 9
Fiics 13 i | 15 445
T " =+ i 8
.4 1 1 = 24
.3 1 = 1 a8
T 1 . 1 LY
8 1 = 1 1]
B | - - | - 13
63 B & ] 2683
13 - 1 L 17
13 = - = 13
18 ] o F 20
121 j L] 1 4 36
F & | i - 26
15 = . 1 16
19 3 3 ] F iy
F 4.1 1 1 - )
o || - -] - 9
-

13 e - - 13
1y - = & 13
21 - 1 I I3
47 2 = 3 52
15 2 . 4 z1
e} 1: = 1 1%
33 L i F | 4d
. 1 - = 25




TABLE 2.9.% {Coar'd)

Claim| Q |Seudy Orig.
Coumty of | Q Imp, Mot | Nex || Pap. De= | Qg | Not] Pep.
Hegidence | Hee'd | Locate | CF | Ana. || Todal cennped | Stain | CF | Toeal
Yellow
Medicine 9 - = F i1 1 | 1 14
Parents se
widing oar
senre, b
parient is
Isme. in s 24 - - - a4 - 3 7
Caznty of
senidence
unkmown 26 4 5 14 &8 5 1 8 a1
Toxal ]I.lil (3] 218 G2 3,624 143 119 |is0 § 4,035

TABLE 2.5.6. Prevalence Ratios by County for the Originally Reported Popula-
tion and the Study Population.

Frevalence
Frevalence Raiio for
Ratio far Prevalence Sowdy Fop.
Originally Ramoe for Assuming Minnesoma
Hepormed Brudy 10% Under- Popaletion
Counry Population Popularion reporcing 1950 Cenaus
Abgkin i 43 .48 4,527
Ancka 1.1B 118 el 15,5T0
Heckes 1.13 1.1 1.13 24, 836
Helerasnl I.68 .36 1.72 24 062
Henton 1,26 214 113 13,911
Big Swae 73 73 B3 9,607
Blus Earth A8 a7 1.07 L1
Ekoawm 1.04 B 91 25895
Carlion .59 146 .63 24,584
Carver 1.38 .21 L.52 18,155
Cans 1,13 .03 1.13 19,468
Chippewn 119 1.08 1.19 16,739
Chisago 45 AT M = 12, 6
Clay 1.2% 1.5 1.15 ), 363
Clearwarer 167 1.37 1.47 10,204
Coanlc 207 10T .41 1,900
Cormonwood 1.37 1.14 1.7 15,763
Crow Wing 1.10 1.0 1.10 30,875
Tinkotn 1.2 1.12 124 49,019
Dadge 1,18 BT 5 12,624
Touglas 1.41 1.22 L. 6 21,304
Faird baualy 1.01 L) Lai 2% 878
Fillmare E. e B2 24,465
Frecham 1.27 a9 Lay 34,517
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TABLE 2.5.6, (Cont'd)

Prevalence

Prevaleace Ratie for

Rario for Prevalence Study Pop.

Originally Rario for Auzuming Minme oo

Heporeed Srady 1% Undes- Popularion

Counry FPopuladon Population repaOrting 19%0 Ceasun

Gaadhue &7 .78 87 32,118
Giemng 14T 1.3 T-%6 9,542
Hemnepin 1.68 1.52 1.67 676,979
Homgton .52 1.25 L.an 14,435
Hubbasd 99 . 1.0 11,085
Inmiti .14 ot B2 12,13%
ltasen 156 1.32 1.44 33,321
Jackson AT BT sl 16, 3
Eannlsec A5 54 6% 9,192
Kandiyoki A7 B0 BT 28,644
Eitmsom 3 Ll 1.04 G649
Koochiching 112 05 1.0 16,910
Lac (i Parle 1.24 L7 1.%1 14,545
Lake 2.06 L.41 1.5%4 7, 78]
Lake of Woods LA 20 20 4,555
LeSasar a9 ] 73 19,088
Lincoln 1.28 1.8 1.38 10,150
Lyos 1.62 1.57 1.75 12,253
Meleod S99 05 1.04 22 198
UMahnomen 1.84 1.56 1.70 7,050
Marshall Gl ] e [ 16,125
Mrrtim L 55 50 25.6%%
Meeker 1.7 1.7 1.57 18,0686
Mille Lacs 1:6% 1L.45% 1.58 15,165
Morrisan 1.0% B 57 45,832
Mower 1.30 it 1.2% 43 377
Musray T4 A5l L 14, B
Nicallet -1 Hl a1 .91
Nohles 1.29 1.0% L.11 22435
Normaon 93 45 .73 12,5904
Ol mis el 1.00 T SHT 48, 338
Drer Tail 04 B4 22 51,320
Femningron 1462 1.39 1.%4 12,465
Pine 23 A2 ol | 18,223
Pipeatans 1.29 1.1 1.4% 14,003
Palk L¥ .31 1.45 55,900
Pope .0 .70 .78 12,862
Hamury 1.2% T.04 1.2 353,352
Red Lake 1.18 1.03 1.18 i, Bilith
Hedwood 137 1.18 1.%1 22,127
Renville 117 1.09 1.21 23,554
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TABLE 2.5.5. (Cosr'd)
Prevalence

Prevalence Ratin for

Hatio for Pirevalence Smady Pop.

Griginally Ratio for Assuming MEpneauea

Heporred Snady 10% Under- Popilsson

Couancy FPopulation Fopul meicn repofting 1930 Cenwus

Rice a4 A8 | 6 34,325
Kok L o | B 11,378
Ko sean ] Rl 27 14,50%
S, Loiils 1.37 1.24 1.0 06 D62
Scoi 1.03 19 A% 16,486
Sharlurne 1.2 1.22 .31 10,661
Sibley 1.26 1.04 1.6 13,816
Stoarne . 1.92 1.71 1.B8 Toea1
Seenle 1-23 1.04 i.13 21,155
Srevens 1.44 .33 1.53 11, 106G
Swil 1.5 120 1.53% 1%,B3T
Todd 1,04 S8 1.10 25,430
Traveise 1.12 12 1.4 8,033
Wabasha g T k] 16 8TH
Wadena 1.02 102 1.0 12,806
Wapecn L.54 L.40 1.54 14,937
Washinghon 1.51 1.34 .51 54, 544
Waronwan 1.51 1.08 e ¥ | 15,881
Wilkim .42 1L.23 1.32 10, 36F
Winona 1.1 BB 28 19,841
Wright B3 T 87 27,714
Vellow Medicins B A srd 16,279
L i ¥ )
Towsl 1.5% 1 1.22 r 1.4 [ 3,962 463

The prevalence ratios given in Table 2.5.6 indicate a wide degree
of variability among the various counties. However, a comparison of the
prevalence ratios based on the originally reported population with the
prevalence ratios based on the study population, assuming a ten percent
under-reporting, shows a striking degree of similarity, indicating that the
exclusions from the study population on a county basis tend to be uni-
form for all counties.

Figure 2.5.1 shows the geographic distribution of cerebral palsy
patients by county. It is interesting to note the variation within the five
county metropolitan area of Anoka, Dakota, Hennepin, Ramsey and
Washington counties. Further, it should be noted that the two counties
having the highest prevalence ratios are Benton and Cook. Possible
explanations for the great variation in the prevalence ratios are that:
(1) the variation is an artifact of reporting and/or (2) there is a true
difference in the prevalence of cerebral palsy requiring further epidemi-
ological study.
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FIGURE 2.5.1. Geographic Distribution of Cerebral Palsy Patients in the
State, as Indicated by the County Prevalence Ratios as Based on
the Study Population. (Population figures based on 1950 census.)
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Table 2.5.7 below condenses the results of Table 2.5.6 by grouping
the prevalence ratios into intervals of length .15.

TABLE 2.5.7. Distribution of Prevalence Ratios of Cerebral Palsey in the

Eighty-seven Counties of Minnesota Based on 1950 Census Data.

Frequency Based
Frevalence Frequency Frequency om Srudy Pop,
Rstio Based on Based on Appusming & 10%
Inoervnl Original Pap, Study Fop. Underreporting
Less than 4% 2 2 [
A% - 5D 1 ] 3
8- Td B Lo G
7% - @0 o IS 11
00 - 104 14 16 L5
L0% - 119 1% 15 14
.20 - i.34 1% 13 s
A% - 149 T (] (i}
1.50 - 1.64 a K 7
LG5 - 1.79 'l 1 4
1B = 1.4 2 = 1
1.95 - 2.09 2 1 -
210 = 324 L 1 =
2.15 af mae 1 = r
S
Total & &7 T a7

Inspection of Table 2.5.7 reveals that over one-half of the counties
have prevalence ratios (based on the study population) below 1.05, while
only seven counties have prevalence ratios in excess of 1.50.

TABLE 2.5.8. Distribution of Original Reports by Source of Report (Totals).
r Claim| @ |Seady L Joei g
Tmp. Mop | Moa | Pop. || Die- | Oue |MNoej Pop.
Sairce Ree'd| Locare | CF Ehn Toral eeased | Saaee TP | Tozal
1. Difficial Agencies
&, Spare Depi. of
Wel fure
i) Crippled
Children"s
P rogram T4 | 1BG 4% | 197 L0824 3T | 57 J1.330
b} Sare Hospi-
wmls k1 id 23 b L Lol | 1 2 | ) 451
e) Cownry Wel-
fare Boasds 123 ¥ 21 g | 462 7 14 (13 )] &%
B. Siare Depe. of
Educagion
al Depr. of
Edscation 433 134 i P4 T3 ) FJ T 752
Bl 30 Covum
Sarvey 21 12 A 21 112 2 | 1 13
el Behaools iy 5 23 jwzy Tea 5 11 w2




TABLE 1.5.B. [Cosr"d)
Clubm | Q| Seuwdy Oeig,
O | lmp, | Moc |Not || Pop, || Dee | Dui-| Moo | Pop,
Bec'd |Locaee| CF |Ans. || Totl Sgape | OF | Toeal
C. Seate Depe. ol
Health
Public
Healdh
Murees 2 F 4 5 25 125 - 1 i 12
0. Seace [ vizion
ol Vacational
Rebabilitasion A & 3 21 104 = [ 2| 168
Sabtgal LG8 | 445 | 139 | 599 ||3.BR1| 95 93127 4,194
2. Manaificial
.ﬁ,ﬂm:ill-
A, Volunmry
Healith
Agencies
a) Curarive
Waork shap e | 192 3 92 #3065 28 ] B Tl
bl United Cere-
beal Palsy 219 17 1o ir |3 i B 4 97
c) Bwnie Socieny
har Cripjpled
Children 18 ] - 16 150 - - - 150
d) Dgher ED 4 T 23 123 ¥ 3 - 4 129
B. Hospitals 541 55 11 JRIE ) 530 1l 13 14 SHE
| F!'q-.llei.inl. 168 14 5 ko a7 1 i 9 232
. Mayo Clindc TB 15 12 iT 132 q - 145
E. Behabilitation
Centers 102 5 4 20 i3 1 i 4 140
Subeoal L.4d4 | »08 {[1F] 48 2, 202)| 70 67| 43 2,A82
1. Uik mown 0 2 9 17 48 - 1 i 21
Gragsid Toml 4,062 | T5% | 290 'Pﬁ-i'ﬁ.'l!'l 165 161 | 172] 6,627

TAHBLE 259, Pescent Distdbuton of Original Reporcs by Response w the

Caesuionnaire.
Claim| ¢ | Swdy ri e
Q Imp. Mot | Mot | Pop. || De | Oue | Mor | Pop.
Soumrce Rec'd| Locme|| CF | Ans.|| Tol||ceased | Smee| TP || Toasl
1. ificin]l Agencies
&, Scnre Depr. of
Welfure
a} Crippled
Children's
Pragram 18121 2464 H1B.00 20, 4% 19,280 3519 | 229813 5. 1 420,07
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TABLE 2.59. (Coar'd)

Claim| § JSoedy Oxi 5.
Q| Imp. | Mot | Nor|Pop., | De | Out- |Mox | Pap,
Source Rec"d | Locare| CF | Ans)| Toraljceased! Seaee | P [Tosal
b) Stare Hospi- :
mla 7.42] 2,12 | E.BD| %19 G.4B) 9.82| 1.2420.9% G.81
¢} County Wel-
fare Boasrds T.81 .71 d:.l-l] 2.1 '.I'.'Hi 4.2 | B.T0] 7.56G) 7.48
B. Sare Depr. af .
Edscarion
) Depr of
Education 1088 X003 4.00) 9.7R 11 52 | 15.04F 4.07300.55
ki A-Cousy 3
Barvey 219 A% | 5.20) L 2.1 1.2% J CHE 2058
¢) Schaals 14.56] 490 9200058 12.5 3,07 | GBI 4.69811.95
. Seare Depr. of
Healdh
Public F
Health x
Huarses 2.21 v | 200 ( 2. L4 - 62 1.4 1.55
It Seare Dlivisson * i
af Yacatlonal
Mok kil pation 143 0 00| 208 LEH - |TL7Y l-lﬁ'| L.6%
Subtotal | 64.82| $8.94| 95.60(62.14/63.%0] 57.0% | 37.77fr 2646828
2. Maaolficlal ]
.ﬁ.l:ﬂtlﬂ b E
& Yolumtsry i \
Henleh .
Agencies 'k
u) Cartive
Wark shop TG T5.4%) 1320 .54 10037) 17.089 18.00] 4.6% 1058
b} United Core .
hial Palay 26| 229 4.00 62 23| 497 LAN 448
) Semie Sociery
" bor Crippled "
 Children o8 79| - |164 245 - | - | - |2
d) Dicher .14 53| 84| . 2010 1.23) - | 254 1.9%5
B. Hospitals B9 7.2 | 12.40[10. B64 1902 A.07 8.1 H-.!:ﬁ
. Physicians i.04 LAY 2.ma| 4.1 Ly 1.2% 1.4: $.28 190
0. Mays Clinic 187" L9%| 4mo| 28d 21 245 5.5m = | .19
¥ " " b |
« E. Relabilitarion
Conters 245 veh| 1600 2. L1 J61) R4l L3N Ldi
Sulrioial 3469 40,70 #0.BOFE. 10 34000 42,54 | 4161250083554
.U LT JH. M6l RGDY 1.76G af - JoX 1.1 «T7
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Tables 2.5.8, 2.5.9 and 2.5.10 give the breakdown by sources
originally reporting the population. Inspection of Table 2.5.8 reveals that
on the average 1.64 reports per patient were received. When this calcula-
tion is made on the basis of the study population rather than the origin-
ally reported population, the figure becomes 1.72 (i.e., total number of
reports received of study patients over the number of patients in the

study population).

TABLE 2.5.10.

Response to the Questionnaire.

Sonrce

Q
Rec'd

Lmp,
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4.6T

556
.61

7.3

5.72

.38
4.498

4,23

1.3%

.88
Lo

463
.31

4.7

33

14.E]
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TABLE 2.5.10. (Cont'd)

Claim Orig.
L] lsmpe. Nat Da= | Dhae- | Mot | Pop.
X [ CE KL
for Crippled

Childeen 25.1% .0 - - - - [109%
dl Dehier .00 LI | 543 1.5% = |3 00§100%
B. Hosplals SH.00 | 9.8% | %27 5.27 | 2.21 | 2. 388101
. Physiclans TEAL G0y I.IEI LB | 1,72 | 3.8 100
1. Mays Cliaie 23L.70 | 10,34 | B2 L7686 | 621 I = 1o

E. Rehabilitation i
{ enteia T2.8% 457 | LBs L1 | .84 | 2861000
Bubsoral 60621 12.9% | 428146109244 .94 | .81 |1L.BIj1DO%
3. Uakasws 19.22 5.97 | 1765 33.33504.12 - 1596 | 3.9 28 1 005
Grand Toal 628010 11.9 | .77 H-ﬂlﬂl"ﬂ.ﬂ-l 246 | 2.4% | a0y 100%

It is interesting to note the percent distributions of Tables 2.5.9
and 2.5-10. Table 2.5.9 gives the percent distribution of reports for each
subclass of the population. Official agencies accounted for nearly 65% of
the total number of reports received for the study population. The two
largest contributors to this total were the Crippled Children's Program
and schools. On the other hand, official agencies accounted for about
74% of the Not CP reports, while the non-official agencies only accounted
for 25% of these.

Table 2.5.10 gives an indication of the nature of the reports re-
ceived from a particular source. For example, the 20-county survey pro-
duced the highest yield of usable reports in that 97.06% of their reports
identified patients who were ultimately considered to be part of the study
population. The corresponding percentages for the official and non-official
agencies are 92.53% and 92.44%, respectively.

TABLE 2.5.11. Number of Sources Reporting a Patient as Broken down by
Response to the Questionnaire.

Claim Q Sapdy Oirig.

Numbsr of Qg Imp. Mo Mo Pop. || De - | Now)| Pops
Lourres Hec"d | Locace P Ans. || Toml || ceased | Soage | CF | Towl
| 1,008 i%8 ir? J Ll 1,947 104 66 | 131 |2.248

s 12 05 44 5 ani F 38 ] oy

3 Frl 44 '] 56 1 o 12 4 o7

i 183 A | 2% 2143 1 k] = 219

5 a0 5 - 10 1as - - - 105

s 40 3 - B 51 i -] =] s

7 1B = o = 18 - =] =} 18
___ & L 4 — — =1 4 = | =1 = L]
Tatal 3,141 613 18 G642 | 5,624 42 112 Il 1508 4,0%%
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Tables 2.5.11, 2.5.12 and 2.5.13, all deal with the number of
agencies reporting a patient. Inspection of Table 2.5.12 reveals that over
one-half (55.71%) of the patients originally reported were reported by a
single agency. This percentage becomes 53.72 when we consider the re-
ports of patients ultimately classed in the study population.

TABLE 2.5.12. Percent Distribution of the Number of Sources Reporting a
Patient as Broken down by Response to the Questionnaire.

| Clmim 0 Sy | | RELTE

Mumber of i Impg Kot Mot Pap. Dle- Char- | Mot || Pap.,

SourCEs Rec"d | Locare P Ans. || Towml || ceased | Smare | CF | Toml

1 .95 | 8.0 | 7763 | 6137 [ sa72 || 73.24 | sn.e6 wrasfesn
2 2091 | 3344 | 1930 | 2392 ( 2507 || 19.72 | 3193 | 10.00) 2461
3 12.89 5.55 | 2.63) 8721026 (| 634 | 10.09| 267 9.84
4 B35 | t.30 44| s8] 503 Jo | rez| - | s
5 4.20 82| - | tsf 2wl - | - | = |26
fh .87 49 - L2} 1.41 - - - | e
T B4 = i =2 - « 50 - - - A5
B A% - = - <11 - - 10
Tueal | oo | 100 | 1wos | 100m I 100w | 100w | 100w | 100% | loo%

TABLE 2.5.13. Percent Distribution of the Response to the Questionnaire as
Broken down by Number of Sources Reporting a Patient.

Cladm Q I.'in-ld:r | Orig.
Number of Q L. Mat Mot Pap. e- Due- | Moi | Pap,

_:hun:" Eec'd | Locats | CF Ans, || Total || ceaned | Stare | CF | Toeal
1 45.28 15.93 T.B7 | 17.%3| 8B6.461 463 2.93) 5.83 :Iﬂﬂﬂ-
. 51.56 20064 43 | 15.21] P1.84 82 LE!-I 1.51 :IW!E
3 9,52 855 151 | 1411 ) 9370 3.7 3021 1.01[100%
4 B 56 165 46 | 10,50 ) 9817 b 1.37 = || 10
5 B%.72 4.76 - .52 1000 - - = ||l
& T8.43 5.88 - 1 5.63 |[R00, 00 - - = |1
7 LMD, 04D - - = N100.00 - - = || 10
B IIliilllil.lil\'.'l - - = 1000 | - = | o= _ll.‘nli]-'!i.
Taesl 3 5106 15.19 | 565 I!.?II 89.81 ' .52 ' 295 L.7I100%

Inspection of Table 2.5.12 reveals that in general a higher per-
centage of patients in the "Q Rec'd" group were reported by three or
more agencies than the patients in any other group.

Table 2.5.13, among other things, reveals that the more sources by
which a patient was reported the more likely he was to be classed in the
study population and, for that matter, the more likely we were to have a
completed questionnaire for the patient.
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2.6 CODING THE QUESTIONNAIRE

Each completed questionnaire was edited before coding. The code
employed was quite complex and it is therefore reasonable to question
how consistently the information can be coded. It is not the purpose of
this paper to go into detail on the method of ascertaining the coding con-
sistency', but it is essential that this topic be considered at least briefly
at this point, because the data presented in the next chapter cannot be
considered independent of the coding consistency.

Two coders were responsible for coding all questionnaires. After
completion of coding the 2,141 forms, a systematic sample of 68 forms
was selected and re-coded. Comparing the second coding with the original
coding enabled us to make estimates of the "inter" and "intra" coder
consistency. The latter is a measure of how well Coder A (or B) agrees
with herself on a repeat coding of the same form ("intra" consistency),
while the former is a measure of how well Coders A and B agree on forms
both have coded on separate occasions ("inter" consistency).

The material contained on each questionnaire was divided into three
parts, each part being coded and punched onto a separate IBM card.
Coder A was responsible for coding card 1. Coder B was responsible for
coding card 2. Both Coders A and B were trained for coding card 3.

Item by item comparison of the coding on the first and second cod-
ing shows that for card 1 Coder A had a 98.77% consistency coefficient
(based on repeat codings of 3,808 individual items where each item is
presented by a column on an IBM card). That is to say, Coder A agreed
with herself 98.77% of the time. Incidentally, an inconsistency is de-
fined as any case where the code for a particular column on the IBM
card on the first coding did not correspond with the coding for that col-
umn on the second coding. Coder B had a 98.13% consistency coefficient
(based on repeat codings of 3,672 individual items).

The consistency coefficient for card 3 for Coder A, where Coder A
did both codings of card 3, is 99.40% (based on repeat codings of 836
individual items), while the corresponding coefficient for Coder B is
96.49% (based on repeat codings of 570 individual items). The consis-
tency coefficient ("inter" consistency) for card 3 where Coder A coded
card 3 on the first coding and Coder B coded card 3 on the second coding
(or vice versa) was 97.45% (based on repeat codings of 1,178 individual
items).

1We have used, the word consistency rather than reliability here because
agreement on the first and second coding of a form does not imply that
the information was correctly coded in the first place. It merely implies
the information was coded in the same way on two separate occasions.
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It should be noted that the comparison between Coder A and B must
be made with caution even when such a comparison is based on card 3
because the "intra" consistency coefficient for Coders A and B is based
on different subsets of forms, and the comparison would only be valid if
the subset of repeat codings for A was of the same difficulty as the sub-
set of forms repeat coded by B. Although the subset was determined on
a chance basis, it is nevertheless possible that the two sets may differ
with respect to difficulty. Unfortunately the appropriate design (one in
which Coder A and B re-coded the same subset) was not employed.

Finally, it should be noted that most of the inconsistencies on all
three cards occurred in the columns requiring a judgment by the Coder.
Those columns in which the code was objective resulted in relatively
few errors.

2.7 "INTER" AND "INTRA" RESPONDENT RELIABILITY

Another question that comes to mind is how reliable is the informa-
tion that is provided by the respondent on the form? This is a difficult
question to answer properly. However, a crude measure of respondent
reliability can be obtained from the data already available from this
study.

The "intra" reliability may be estimated on the basis of duplicate
questionnaires obtained on two separate occasions from the same source.
This type of duplication was relatively rare and primarily the result of a
respondent's receiving a subsequent form after having completed an
earlier form. The respondent, thinking that the preceding form had either
been lost in the mail or that it had not been mailed, filled out and mailed
a second form. In general a patient was taken off subsequent mailing
lists when a completed form was received; however, an occasional re-
cording error was made, hence explaining subsequent contact of a re-
spondent and the occasional duplication of forms from the same source.
In all, a total of thirty-two (32) such duplications occurred. Incidently,
when such duplications occurred the first form received was the one
included in the analysis given in the next chapter.

Before looking at the agreement between these two forms, it is
necessary to point out that the measure of reliability obtained in this
manner is likely to be an overestimate of the true "intra" respondent
reliability. Those respondents who take the time to fill out a second
copy of the questionnaire after having already filled out one form,
are obviously quite conscientious, and the care with which such re-
spondents answer the questionnaire may in no manner be representative
of the entire group from which we have completed questionnaires.

Using a definition similar to the one given in the previous section,

the "intra" reliability coefficient is 100 -(768)100/4416 = 82.61%. In
other
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words, 82.61% of the items coded on the first form agreed with the corres-
ponding item on the coding of the second form. It should be noted, how-
ever, that since the average time lapse between receipt of the first and
second forms was a little over five months, some of the apparent dis-
agreements observed may actually be a reflection of true changes. For
example, the item dealing with present medical care shows a relatively
large degree of disagreement, part of which may be explained by actual
changes in medical care. However, most of the differences observed can-
not be explained in this way. For example, ten of the thirty-two com-
parisons of the age at time of diagnosis indicate disagreement. Other
items showing large differences are given below in Table 2.7.1 as well
as the number of disagreements observed.

Inspection of the table below reveals that the items requiring the
respondent to recall information are particularly subject to disagreement
over time. The more objective information, such as patient's age, place

TABLE 2.7.1. Items Showing Ten or More Disagreements Out of the Thirty-
two Comparisons. Both Questionnaires Received From the Same Source.

Number of
leem Disagresmenrs
Number of soarces of previcus medical care 5
Sources of present occupatinnal therapy 18
Freqaency of presenr speech therapy 14
Need for assistaace mnd service ]
Humber of general practitoeners previously weanng che patent 7
Comvul sdons 17
Fregquency of present cocupational dherapy 17
Sourcen of preaent spesch therapy | i)
ﬂ.h'“r'r fa learn 16
Frequency of previeus® physical cherapy 16
Frequency of present physical cherapy 14
Spurces of present phy sical therapy 15
Mumber of sources of present medical cars 13
Treaiment by an omiog st 13
icher health problems L mpmad K]
Frequency of previowa® speech thermpy 13
Trenmmenr by an aphthamole gise 12
Types of vocanonal sxsismnce 12
Types of summer recreational actvioes amrended 12
Yisunl defecis | [ |
Sowrces of previcus® phyaical therapy | 11
Age at time of dingnosis (L1
Treatment by mn onbopedic surgeon 10
Frequency of previous® scoupasional therapy b
Sources of premoun® speech theapy mn

*Dufined as before 7./1/58
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TABLE 2.7.2. Items Showing 30 or More Inconsistencies for the 73 Patients
for Whom a Form was Received From Two Different Sources.

Number of
Item Disagreements
Time last seen by a physician 67
Place born 65
Reason for not having been seen by a P.H. nurse 65
Treatment by orthopedic surgeon 60
Family's need for service and assistance 56
Number of sources of previous medical care 54
Convulsions 54
Reason for not seeing dentist in last year 53
Recreational activities attended during the summer 52
Age at time of diagnosis 51
Ability to learn 49
Sources of previous occupational therapy 49
Frequency of present occupational therapy 49
Treatment by an ophthalmologist 48
Other health problems 48
Sources of physical therapy before 9/1/58 48
Frequency of previous physical therapy 48
Sources of present occupational therapy 48
Employment status 47
Vision problem 46
Frequency of previous occupational therapy 46
Treatment by an otologist 45
Ability to care for toilet needs 43
Source of previous speech therapy 43
Frequency of previous speech therapy 42
Source of present speech therapy 42
Number of general practitioners previously treating the patient _,.. 41
Ability to speak clearly 40
Frequency of present speech therapy 40
Ability to dress self 39
Sources of present physical therapy 38
Frequency of present physical therapy 38
Type of present vocational assistance given employment status 38
Reason for not seeing dentist in past 36
Ability to feed self 36
Recreational activities attended 36
Hearing problem 33
Name of hospital born at 32
Ability to walk 31
Source of vocational assistance given 31
Type of previous vocational assistance given 30
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of birth, as well as the physical status items such as the respondent's
assessment of the patient's ability to walk, feed himself, dress himself
and speak, did not show large inconsistencies.

It should be emphasized that any difference between the first and
second forms in the code for a particular column is listed as a disagree-
ment regardless of how small the disagreement is. This definition is
quite strict because a particular item may be punched differently on the
first form as compared with the second form, whereas an inspection of
the item and the codes punched may reveal relatively insignificant differ-
ence between the two forms.

In addition to the "intra" reliability estimate, we may also obtain
an "inter" reliability estimate in which completed questionnaires for a
particular patient were received from two different sources (73 in all)'.
In every case one of the sources was the patient's parents. The other
source was the institution in which the patient was residing. In other
words, in those cases in which the patient was institutionalized, some-
times both the patient's parents and the institution returned a completed
questionnaire. Such duplications were compared and the areas of agree-
ment and disagreement recorded to provide an "inter" reliability estimate.

Table 2.7.2 lists those items in which the major disagreements
arose. As might be expected, the reliability estimate for this type of
comparison is lower than for the "intra" reliability estimate. The "inter"

reliability coefficient is 10028659100)/9775 = 70.69% as compared to
the

"intra" consistency coefficient of 82.61%.

It is important to note, however, that the "inter" reliability esti-
mate, like the "intra" reliability estimate is likely to be lowered some-
what because of the manner in which it is computed. That is, in one
respect these estimates tend to be conservative in that many of the dis-
agreements so noted may not always indicate particularly dissimilar in-
formation. In addition, a disagreement would be recorded if one source
was able to provide a particular piece of information while the other
source had to leave the item unanswered.

2.8 POSSIBLE SOURCES OF BIAS

One must invariably be concerned with the sources of bias in a
study of this nature. The primary purpose of this study was to provide
an accurate picture of the. current status of the reported patients and the
services received by them in the past and at present. However, since

1In these cases the form from the patient's parents was the one included
in the analysis discussed in the next chapter.
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everyone in the study population did not respond to the questionnaire,
this goal, in a sense, was not achieved. However, no valid inferences can
be made from the respondent group to the non-respondent group unless
additional information can be obtained for the non-respondent group.
Certainly it would be hazardous to assume the non-respondents are no
different than the respondents with respect to the characteristics under
investigation.

Therefore, it is either necessary to qualify the findings of this
study by restricting all findings to the population of reported cerebral
palsy patients from whom we have completed questionnaires, or it is
necessary to identify the sources of bias and take them into account when
inferring to the total study population of patients reported. The latter,
however, is rather difficult to do because of the very nature of the non-
respondents.

The non-respondents of this study can be divided into two groups,
namely,

1) those who could not be located and hence did not have an op-
portunity to respond to the questionnaire,

and

2) those who could presumably be located but did not answer the
questionnaire.

These two groups of non-respondents can, however, be compared with
the group of respondents with respect to such characteristics as sex,
age, and place of residence, if we are willing to assume that the informa-
tion available for these three groups for such characteristics is equally
reliable. Making this assumption, comparisons can be made by consulting
Tables 2.5.1, 2.5.3, and 2.5.5 respectively. The sex ratios do not differ
significantly for the three groups (P > .10). However, the age distribu-
tions for the three groups as determined by the x* distribution do differ
significantly (P < .0005). Similarly, when comparing the place of resi-
dence for the two non-respondent groups with the respondent group,
rather large differences are noted. The X* obtained has a probability of
.0005 associated with it when each of the three groups is classed as to
urban — rural home address. (See Appendix 3 for a definition of urban —
rural status.)

A second method of identifying the possible sources of bias is to
attempt to describe the non-respondents by considering the respondent
population. That is, if one assumes that it would be possible to achieve
a 100% (or nearly 100%) response rate to a questionnaire if continuing
efforts were made, then the only difference between the respondents and
non-respondents at any given time is in the resistance that remains to be
overcome in order to produce a response. If, then, resistance can reason-
ably be measured by the number of mailings necessary to obtain a com-
pleted questionnaire, we could divide the groups for which we have com-
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pleted questionnaires into resistance groups. That is, the group respond-
ing to the first mailing would represent the lowest resistance group, and
so forth. The groups requiring a third mailing and a telephone call' before
a completed questionnaire could be obtained would represent the highest
resistance group among the respondents. If the second type of non-re-
spondents (i.e., the "Not Ans." group) outlined above can be considered
as a group whose resistance has not yet been broken down, then the
characteristics of the highest resistance group, if anything, should ap-
proximate those of the non-respondent group more closely than those of
the lowest resistance group. If there is no significant difference between
the lowest and highest resistance groups with respect to a particular
variable, then our confidence that the non-respondent ('""Not Ans.") group
does not differ from the respondent group with respect to this variable is
increased. On the other hand, if there is a difference among the resist-
ance groups, our guess would be that the non-respondent group would
resemble the highest resistance group more closely than the lowest re-
sistance group. Of course, this analysis assumes that a non-respondent
is such because he merely failed to respond to the questionnaire and not
because the patient does not belong to the study population (i.e., is not
cerebral palsied, deceased, or out of the state).

Although it is not the purpose of this study to go into the technical
aspects of data analysis, it is nevertheless of interest to at least demon-
strate this method. To illustrate, let us consider the age breakdown by
mailing group. For simplicity we will consider by mailing, the number of
patients who are under (or over) ten years of age. (See Table 2.8.1). The
telephone follow-up group has been eliminated because it was restricted
to patients residing in the metropolitan area and living at home.

TABLE 2.8.1. Number of Patients Under 10 by Mailing. Percentages Given in

Parentheses.
‘-ld.i]]m! | Usder |0 Lher 10 Il Taial
(E 1] S9R {44.2) 754 {55.8) 1,3%2 (64.75)
2nd 150 {3710 236 (629 | 407 [13.49)
il T {2H.1) 230 (T1.59) | 330 {15.76)
Toeal 48 [40.61) 1,240 (59,30 .l 4,088 (100.0)

Theoretically we would expect the proportion under 10 to remain
constant over all three mailings if age of the patient did not influence
when the questionnaire was filled out. However, in fact, we see a larger
proportion of patients under 10 are accounted for by the first mailing than

'The families of 166 patients were contacted by telephone after failing
to respond to the third questionnaire and were urged to fill one out. This
entire group consisted of families residing in the Minneapolis and St.
Paul area.
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by subsequent mailings. The first mailing breakdown, when compared
with the remainder (i.e., respondents to the second and third mailing),
yields a significant x*(P < .0005).

These results suggest that the trend observed is real and not the
result of chance variation. Hence, the conclusion that forms for young
patients (under 10) tend to be received earlier than for older patients
seems to be valid, and in turn suggests that the remaining individuals
for whom we did not receive completed questionnaires are older on the
average than the group from whom we have completed questionnaires.
Inspection of Table 2.5.4 reveals in fact that this is the case, with 34%
of the "Not Ans/' group under 10 while about 41% of the "Q Rec'd"
group were under 10.

2.9 COMPARISON OF FINDINGS WITH OTHER STUDIES

Table 2.9.1 compares the reported prevalence in Minnesota with
that of other community studies. As can be seen from the table, values
for the Minnesota Study are given for the entire population originally re-
ported, for the study population (see section 2.5 for a definition of the
study population) and for the study population assuming a 10% under-
reporting error. These values can be compared with those obtained in
Schenectady County, New York', a two county area in Georgia2, Texas3,
and Connecticut4/*.

The reader should remember when making comparisons of the preva-
lence data listed in Table 2.9.1 that the studies listed cover a ten year
interval and that the method of case finding varied from study to study.
Differing case finding techniques may indeed account for a large share
of the variability observed in Table 2.9.1.

'Report of the New York State Joint Legislative Committee to Study the
Problem of Cerebral Palsy. Legislative Document No. 55, 1949, 67 pp.

*Wishik, Samuel M. Handicapped Children in Georgia. A.J.P.H. 46:195-
203 (Feb.), 1956.

*Wolfe, W. G., and Reid, J. J. A Survey of Cerebral Palsy in Texas. The
United Cerebral Palsy of Texas (1010 Lacava, Austin, Tex.), (May),
1958, 326 pp.

“The Study of Cerebral Palsy in Connecticut, Hartford, Conn.: Connecti-
cut State Department of Health, 1951, 120 pp.
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TABLE 2.9.1. Comparison of Prevalence With Other Studies. All

Rates are
per 1000 Population.
Undes Under 0
All 5 20 Years
Spady Year Ages Yeurs Yenrs & Ohwer
Minresoim Smudy
Toeal Reporta 1958 1.3% 1.60 &TT .51
Saudy Populadan
Reports 1958 1.22 144 £:51 A%
Spady Pogpulstion
Reports Comecresd
far 10% under
Reparting 1938 .34 1. 59 276 AR
Schemectady Co., N.Y. 1948 L5 ' .7 iH B
Geargis { Twe Counties) 1955 - 1.9% 5.0" -
Temis 1953 1.1= 31 - 1.8 «1
Comnecticar 1954k L= 1.2 1.6 = 1.8*% —
hader 21 VRETE,
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CHAPTER 3:
ANALYSES OF COMPLETED QUESTIONNAIRES

31 METHOD OF ANALYSIS

As indicated previously, all complete questionnaires were edited
and coded. The code was then punched onto IBM cards and the tabula-
tions summarized in this chapter were done on IBM machines.

Certain tabulations such as severity and urban-rural status are
summary punches of other information punched on the card. The definition
of such summary punches will be given in the text of the report when the
variable is first introduced, as well as in Appendix 3.

The remainder of this chapter is devoted to findings based on the
completed questionnaires received. The tabulations given by no means
exhaust the number of tabulations originally made. However, as one might
guess, many of these tabulations, once studied carefully, were considered
not of sufficient interest to warrant inclusion in this report. On the other
hand, certain tabulations, although interesting, could not be included in
the text of the report because of space limitations. Certain of these
tables have been selected and included in Appendix 2. Such tables will
always be denoted with the letter "A" in the table number.

A large number of the tables included in this report will be accom-
panied by a simple chi square analysis. > The results of the analysis
will be given as a footnote of the table to which it applies. In addition
the probability associated with the observed X? will also be given.

Again it should be emphasized that the statements made in this
chapter must be restricted to the sub-population from which we received
completed questionnaires. Inference to the entire study population would
in general require additional information about the non-respondents.

3.2 SOURCE OF INFORMATION ON THE FORM

In general, the questionnaires received were from one of three
sources, namely, the patient's family, the institution in which the
patient was residing, or the patient himself. Table 3.2.1 gives the break-
down by source of information on the form.

Table 3.2.1 A shows the relationship of source of information on
the form with the place of residence of the patient. Table 3.2.2A shows
the relationship of source of information on the form with severity of
handicap, and Table 3.2.3A gives the relationship of source of informa-
tion on the form with the patient's present age.

Dixon, W.J.; Massey, F.J.; Introduction to Statistical Analysis. McGraw-
Hill Book Company, Inc., New York, 1957.
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TABLE 3.2.1. Source of Information Provided on the Questionnaire. Percent-
age Given in Parentheses.

Soucrce r"ll'quﬂu: ¥
Papient's family 1,749 (81.69)
Ipmtd fustion 273 (12.84)
The patient 7% ( 3.50)
Orker 42 ( 1.94)
Totnl 2,041 {100,a)

3.3 PLACE OF BIRTH AND PRESENT PLACE OF RESIDENCE OF
PATIENTS WITH CEREBRAL PALSY

3.3.1 Place of Birth

Nearly eighty-six percent of the patients from whom we have in-
formation on place of birth were born in a hospital. In addition, inspection
of Table 3.3.1.1 reveals that a higher proportion of patients presently
residing in rural areas’ were born at home than patients presently re-
siding in urban areas. (X’= 32.84, P <.005).

Table 3.3.1.2 gives the breakdown as related to severity” of handicap.
The data indicate that relatively more mildly handicapped individuals
were born at home than severely handicapped individuals. However, this
trend may, to some extent, be a reflection of the age bias in responding to
this item. The fact that place of birth information was not furnished for
27.68% of the severely handicapped while these percentages are 10.65%
and 4.46% for the moderately and mildly handicapped groups, respectively,
suggests that the three age groups differed in the manner in which this
item was answered. If we considered only those forms filled out by the
parents of the patient the trend observed in Table 3.3.1.2 is reduced.
This classification shows less difference among the three severity
groups with respect to place of birth. See Table 3.3.1.3.

'Geographic distribution as used in this report will refer to urban versus
rural distribution. A patient is considered to reside in an urban area
if he has a home address in the five county metropolitan area of Anoka,
Dakota, Hennepin, Ramsey and Washington counties. Patients not
having a home address in this area were considered to be residing in
arural area. See Appendix 3 for additional details.

“Severity is a composite measure based on the response to five items on
the form. The items deal with the patient's ability to walk, his
ability to feed himself, his ability to dress himself, his ability to speak
clearly, and his ability to care for his toilet needs. Additional details
on how this measure was derived are given in Appendix 3.
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Table 3.3.1.4 gives the relationship of place of birth with the
present age of the patient. As expected the proportion of patients born
in a hospital decreases with the present age of the patient.

Table 3.3.1.1 A in the appendix gives the relationship of the place
of birth with the sex of the patient.

TABLE 3.3.1.1. Place of Birth as Related to Home Address of the Patient.
Percentages Given in Parentheses.

GEOGRAPHIC LOCATION i

Where Bom b Emral I Toeal

In & hospial 659 (90,54) 91 (80, 7H) 1,590 { B5.80)

At home 73 ( 9.46) 212 (19.22) 285 (135,20
—

Toal TI{d1.a7m 1,103 {58.83) 1875 {100.00)

XT e 32.84, P < 00

TABLE %5.0.2 Place of Dirth os Helaved o Severbry of Hasdieap. Pereents
ages Given in Parenthescs.

SEVERITY
Where Bom ailid Mpdernse Sevete Total
In & hospiral 499 (B4.013 B10 (R4.59) 168 (RE.42) 1,477 ( B5.03)
At bome 2% {15.99 143 (15.000 22 (11.58) 260 [ 14.97)
Teorml 1 594 (34,200 | 953 (34.88) | 190 (10.94) § 1,737 (100.00)

Xjw2, <P <40

TABLE 3.3.1.3. Place of Birth as Related o Severity of llandicap, Where all
Formas Were Comspleted by the Pasenta ol the Paiient. Percontages Given
in Parentheses.

SEVERITY
Where Bam Mild Moderaie Seveiw Taml
In & bospical #A57 (BT7.21) 756 (BT, 300 159 (BE,3%) LAT2( BY.4%)
A home 67 [12.79) 116 (1270 21 [11.87) 198 ( 12.61)
Taml 524 (33.58) B (55,163 TB f11 . A LS00 {100, 00

X§= .16, SO<P <93

TABLE 13014, Place of Birth as Related o Present Age of the Patient. Per=
centages Gdven in Parenthoses-

PRESENT AGE
Place Bom Undar 5 5 e 21 Over 71 Towal
In & hospiial 356 (99, 44) 1,00 (B5.42) | 142 (48,14 1,588 [ B4.B3)
At hams a{ .56) 120 (10,58 | 153 (51.86) ZBA [ 15.17)
Toal 356 (19.12) 1,21% (65.12) | 295 (15.76) 1.B72 (1000

x5 =32.83, P <.005
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3.3.2 Place of Residence of Patients with Cerebral Palsey.

The present location of the patients with cerebral palsy in Minne-
sota is one of the basic factors determining the types of programs and
services to be developed in the future.

Almost three-quarters of the patients are living at home (73.03%),
and one-fifth (20.30%) are living in institutions. A small percentage
(4.04%) are living in foster or boarding homes. There was no significant
difference in location of patients either by sex or geographic distribu-
tion. (See Tables 3.3.2.1A and 3.3.2.2A in Appendix 2). On the other
hand, as might be expected the age of the patient is an important factor.
The younger the patient, the more likely he is to be at home. In the adult
group (over 21) only one-half (54.99%) of the patients are residing at
home, and two-fifths (39.17%) are in institutions, as opposed to 90.58%
and 2.22%,respectively for the under 5 year age group (See Table 3.3.2.1).

The severity of the patient's handicap also is a factor. Most of
the mildly handicapped patients are living at home (89.06%), while only
42.07% of the severely handicapped are living at home (See Table
3.3.2.2)

Thus, a comprehensive program for patients with cerebral palsy in
Minnesota needs primarily to be geared to meet the needs of patients
living at home with their families. Such a program must be so planned
that it can meet the needs of patients of all ages at home. At the same
time, because a fifth of the patients are in institutions, especially the
severely handicapped, the quality of institutional care needs to be con-
sidered and planned for as well.

TABLE 3.3.2.1. Present Place of Residence of Patients as Related to the
Patient's Present Age. Percentages Given in Parentheses.

_PRESENT AGE

Place of — r

Residence Umnder § 5 Il | Dver 11 Toial
Home 327 (0LSE) | 9B (TAET} | 226 (5499 || 1551 ¢ Taom
Inscirution Bl 2.2y | 2620193 | 161 (94D 431 20,29)
Fosrer or

Boarding Home | 24 { 6.6%) iB{ 3.5%) 140 3.41) 6 ( 4.0%
Other® 1( .55) 44 3.25) 100243 | s6( 260
Tatal W1 (17.00) | 1,352 (63.65) | 411 019.35) | 2,124 (100,00

X1= 169.78, P < 0009

*Other includes such things as living with friends, living with relatives, etc.
This group was eliminated for the X 2 analysis.
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TABLE 3.3.2.2. Present Place of Residence of Patients as Related to the
Severity of Handicap. Percentages Given in Parentheses.

Place of PRESENT AGE

Residence Mild Moderate Severe Total

Home 554 (89.06) 776 (71.99) | 114 (42.07) 1,444 ( 73.26)
Institution 39 (6.27) 217(20.13) | 135 (49.81) 391 (19.84)
gostilr. orh 9( 1.45)20 56 (5.19)29 | 18 (6.64)4( | 83 ( 4.21)53(

oarding home (3.22) 2.69 1.48 2.

Other* ( ) ) )
Total 622 (31.56) 1,078 (54.69) | 271 (13.75) 1,971 (100.00)

X2/4=253.98, P<.0005

*This group was eliminated for the X analysis.

3.4 AGE AT TIME OF DIAGNOSIS

As would be expected, the more severe the degree of handicap
the earlier the diagnosis (See Table 3.4.3.). However, the relationship
of present age of the patient with age at time of diagnosis is not so
clear cut. It is true that 40.69% of the patients under five years of age
were diagnosed in the first year of life, while only 34.10% of the total
number of patients in the age group 5 to 21 were diagnosed within the
first year of life. However, if in the latter group we consider only the
patients who were diagnosed within the first five years of life, we then
notice that 40.46% of this total were diagnosed in the first year of life.
The comparable figure for the "over 21" age group is 56.19%. These
figures certainly do not indicate that case finding has improved over
the years. (See Table 3.4.2.) Although this statement may be disturbing,
it is good to keep in mind that the data on age at diagnosis may be quite
unreliable, and further, the reliability of this information may very well
vary with the present age of the patient. For instance, it is interesting
to note that the percent of patients who were diagnosed in the first
year of life is about the same for the "under 5" age group as for the
"5 to 21" age group (Table 3.4.2.), and then increases in the "over 21"
age group.

TABLE 3.4.1. Age at Time of Diagnosis as Related to the Patient's Present
Age. Percentages Given in Parentheses.

| FRESENT AGE

Age nt Time - — —-r= e e ]

of Magnosis Under % . 5 e 21 Ower 21 Taoial
Usiber 1 yr. : 125 (40690 | 364 (34, 10) 1158 {44.03%) 631 [ MBH)
l im % yes. 188 [50,51) 565 (50.18) 92 1534.3%) Bt 49.33)
% o 10 yea. | 5] 141 {12.52) I8 &,72) 160{  9.5%)
Ohver LI:I glu. | '\E_ 3, _Il'.l'l ﬂl'_'l_-i 2 Tel d.d44)
Towl =5 ll*ﬁ'a_-.'u 1,126 (65.81) | 268 (15.66) | 1,711 (100.00)

49



In any case, efforts must be made to promote early case finding
since 13.79% of the total number of patients from whom we have time of
diagnosis information did not have their condition diagnosed until after
age 5. (See Table 3.4.1.)

TABLE 3.4.2. Age at the Time of Diagnosis During the First Five Years of
Life as Related to the Patient's Present Age. Percentages Given in

Parentheses.
Age ui Time i — PRESENT AGE 1
o Daguorshy Under 5 5wl | Ovee2l | Toul
Uniber 1 wr. 1% (d0.69) 4 [-ﬂ}._-vl-ﬁ:l L18 (6. 15) 631 [ 42.7%)
I o 5 yra, 188 (59.51) EE ($9.54) 92 (43.81) B4 { 47.29)
Toesl | 317 (20.48) | 949 (64.29) | 210 (14.23) ] 1,476 (100,00)

Xt 10,07, P < 0005

TABLE 3.4.3. Age at Time of Diagnosis as Related to the Severity of Handi-
cap. Percentages Given in Parentheses.

SEYVERITY

Age ar Time -

of Diagnosis Mild Moderane Severe Toeal
Usder | e 121 {23.83) 52T (372400 148 (70, 14) 046 ¢ 17.50)
I o % yes. 276 (34.51) 447 (0.9 37 (270 TBO ( fH.B4D
% oo 10 yeu. TT{1%.16) T 8.0) 4{ 1.90) 132¢ 9.52)
Dwer 10 yra. 3 6.65) 334 ATE) | 20 99) B2 4.0
Tl S08 (31.81) I| ATE {54.94) 201 (03200 1,957 (100000

XE= 154,74, P < 0004

The fact that 197 of the families (11.51% of the total from whom we
have diagnostic information) did not know that the patient had cerebral
palsy is significant. (As indicated in a previous section, each such in-
stance was later verified by follow-up work to ascertain the diagnosis.)
One explanation for this is that the family may not have understood the
meaning of the diagnosis. Such cases certainly point out the need for
improved parent education and the need for a careful explanation of the
child's condition to the parents.

There was no important difference in age of diagnosis when re-
lated to geographic distribution, but a significant sex difference was
observed. (See Tables 3.4.1A and 3.4.2A respectively.)

3.5 FREQUENCY AND SEVERITY OF HANDICAPS

3.5.1 General Status of Patients

One of the major factors in planning services for patients with
cerebral palsy is the frequency and severity of their handicaps. For the
total group, approximately one-third (31.73%) of the patients were mildly
handicapped, one-half (54.58%) were moderately handicapped, and one-
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eighth (13.69%) were severely handicapped. See Appendix 3 for defini-
tion of the terms used to classify severity of handicap.

There were some differences in severity of handicap as related to
present age of the patient. That is, a lower percentage of children under
five years of age were mildly handicapped and a higher percentage of
them were severely handicapped than in the other two age groups. (See
Table 3.5.1.1.) This may be due to the increasing salvage of babies
who formerly did not survive, and who now are presenting more severe
forms of disability upon survival. If this is the case, the Minnesota
program can probably look forward to the need of providing services for
an increasing number of severely disabled cerebral palsied patients, until
more effective preventive measures are applied and until more is known
about prevention. On the other hand, it may be a selection in reporting
and/or the respondents' use of differing standard in assessing the degree
of handicap as related to the age of the patient.

There was no difference found in the severity of handicaps of
patients as related to their present geographic location. See Table
3.5.1.1A in Appendix 2.

A difference in the severity of handicaps was found by present
place of residence of the patients. A higher percentage of patients living
at home were mildly handicapped and a lower percentage of them were
severely handicapped. The reverse was true for patients living in in-
stitutions. (See Table 3.5.1.2.) Thus, as is well known, the institutional
program should be geared primarily for the care of severely disabled
patients.

It is curious that, of the 391 institutionalized patients who appear
in Table 3.5.1.2, 39 were reported to be mildly physically handicapped
and 217 (55.50%) moderately physically handicapped. Unless these
patients were seriously mentally retarded as well, the question ought to
be raised about the reason and appropriateness of their placement.

See Table 3.5.1.2A in the appendix for the relationship of severity
of handicap to sex of the patient. Table 3.5.1.3A gives the relationship
of severity of handicap to place of birth of the patient.

TABLE 3.5.1.1. Severity of Handicap by Present Age of the Patient. Per-
centages Given in Parentheses.

FRESENT AGE

Severity of

Handicap Under § | 5 o 21 Dwer 21 Total
Mild | Wi 79 | 496 38,54} (02 {(26.49) 028 { AL.80)
Moderare | 211 {69. 15--1:- 63T (49.49) | 228 (59.27) [| 1,076 [54.48)
Severe | E-IPI'.'I_-#M | I'iHlI_E":t | E‘rill Fatl] T 13.72)
Total t_il.'lll;n f.-h | 1,287 [63.16) | ’-‘E'HI."I 49) | | 1,']"."- { 100 Dol

'!f;.- 100.75, P < .000%
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TABLE 3.5.1.2. Severity of Handicap by Present Place of Residence of the
Patient. Percentages Given in Parentheses.

PLACE OF RESIDENCE

Living Living im Laving in
Seveniy of wi ] an
Handicag Home Foster Home lmst. Taximl
Mild 254 (58.97) 2 {10.84) 0 9.97) 602 { 31.593
Moderare TG (9574} 56 (G747 217 (55.%0) 1,049 { S4.68)
SEVESE 114 7.89) LB {21.5%) LYS (54.58) 6T [ ]1-.‘12]_
Toral 1,444 (75 29} B[ 4.9%) 391 (10,48} 1,908 {100, 00y

¥t- 25007, P <003

3.5.2. Walking Status of Patients

About two-thirds (66.30%) of the total number of patients
from whom we have walking status information were able to walk
without help, while almost one-quarter (24.29%) of the patients

were unable to walk at all (i.e., either confined to a wheelchair or
bed).

Inspection of Table 3.5.2.1 reveals some rather striking
differences by age. In looking at the table it should be noted that
those patients considered too young to walk by the respondent were
eliminated from the "under 5" age group, provided the patient was less
than two years old. However, even after eliminating this obvious
source of bias the distribution observed in the "under 5" age group is
markedly different from the distribution obtained for the "5 to 21"
age group and the "over 21" age group. The X? for the comparison of
the "under 5" group with the other two groups combined is highly
significant (P < .0005). In addition, the comparison of the "5 to 21"

age group with the "over 21" age group also yields a significant
X*(P <.0005).

The results of Table 3.5.2.1 indicate that fewer patients
under 5 are able to walk and a larger proportion confined to bed
than in the other two age groups. This finding is, at least in part,
related to the fact that the most severely handicapped are likely to
be diagnosed quite early in life. The major difference between the "5
to 21" age group and the "over 21" age group is in the number of
patients confined to wheelchairs. This may indicate a difference in
the facilities available for the severely handicapped after age 21. For

example, a larger number of patients over 21 tend to be admitted to
institutions than patients under 21.

Tabulations of walking information with geographic location
(urban-rural) as well as sex were also made. The results are given
in Tables 3.5.2.1A and 3.5.2.2A, respectively, in the appendix.
Table 3.5.2.3A gives the relationship of walking status information
to physical therapy.

Table 3.5.2.2 provides a breakdown of the walking status
information with present place of residence. As can be noted
from the table,
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patients unable to walk without help are less likely to be living at home
than patients who are able to walk without help. Of course, this result
should not be considered independent of the results given in Table
3.5.2.1.

TABLE 3.5.2.1. Parieni's Status Regarding Abilicy co Walk as Related
Preagit Age. Petcentage Given in Parenthesis.

Walki PRESENT AGE
alking
Semtus Under 5 5 ma 21 Ower 21 Total
Able o walk
withowt help 189 (54000 248 [(TZ.31) TIT (57.04) | 1,864 (66.2%)
Able m wall
with hraces 16 4.57) 161 1.2 1o 2.51) 2 2.04)
Able m walk
with cruiches 12 3.43) 510 3.8%) 1810 4.53) Bl { 3.939)
Able o walk
with crutches
und braces 230 6.57) 40 [ 3,05) ai 2.0 TLI{ 3.45)
Confined o
wheelchair 43 [(12.29) 167 (12.74) 112 (28.14) A2 (15.64)
Coafined o bed 67 (19.14) B2 { 6.79) 23 5.78) 179 [ B89
Toml S0 (17001 [1,300 (63.67) 398 (19331 || 2,099 (100.00)

Overall: ¥2,= 133,54, P < 0003

Under 5,

Over 5 age groupe: X3 = 90,97, P < .,000%
5o 21,

Over 21 age powps: X = 60,03, P < .0005

TABLE %.5.2.2 Ability to Walk ns Relsted o0 Place of Residence. Percent
ages Given in Parentheses.

PLACE OF RESIDENCE

Abilicy Living Living Liwing In

o Walk st Hamsa in lmst. Foster Home| Other® Toral
Able to walk

withour belp 1,092(72.22) | 193048.25) 30 6530 [ 30095950 1,51840 63,50)
Able o walk

with braces 90 1.9 10( Z.50) a I 5.56) 42( 2.09)
Alle o walk

with crurches G5{ 4.30) 60 L%y Ti15.22) i 5.56) Bi{ 4.03)
Able o walk

wieh crurches

asd braces 00 %313 BX( 3.00) T{15.21 21 3.70) T 3.5%)
Confined w

wheelchair 199 (138, 16) | P5023.7%) | 15032410 |12(22.20) A 15.95)
Confined o hed T 5.09) | BE(ZL00) | 14030.4%) #{ T.41) 173{ B. ™}
Toml LS12075.05) | 400(19.88) | 46¢ 2.29) |S4( 2.58) § 2,002{100.00)

X% = 238.68, P <.001
*Thiz growp bes been elimimiied for the ¥F analysis.
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Information on the walking status of patients may help to
serve as an indication of the need for physical therapy services.
While it is evident that a careful clinical evaluation of each patient
is necessary before any aspect of the rehabilitation program is
prescribed, it is possible that the potential physical therapy caseload
for cerebral palsied patients in Minnesota, from whom we have
walking status information, may represent as many as 695 patients
(6952141 = 33.69%).

3.5.3 Feeding Status of Patients

Nearly three-fourths (71.02%) of all the patients were able to feed
themselves completely while 14.61% were unable to feed themselves
at all. A higher percentage in the age group 5 to 21 years were able to
feed themselves independently than in the other two age groups,
while a higher percentage of children under 5 years of age were
totally dependent for feeding than in the other two age groups. (See
Table 3.5.3.1.) It should be added that patients whom their parents
felt were too young for an evaluation of feeding ability were
eliminated from this tabulation, provided such a child was under two
years of age.

Tables 3.5.3.1A and 3.5.3.2A in the appendix give the
distribution of feeding status with respect to geographic location of
the patient and sex of the patient. Table 3.5.3.3A gives the
relationship of feeding ability as related to whether or not the
patient has had occupational therapy.

TABLE 3.5.3.1. Feeding Status as Related to Present Age of the Patient.
Percentages Given in Parentheses.

Feeding ! PRESENT AGE
Sramus Usnder § | 4 wo 21 Owver 21 Twiml
Feed self .
completely 207 ($9.14) 998 (T3.72) 200 (65.82) | 14650 71.01)
Feed self pardy 4T (10.43) BO{ 6.75) 48 [12.19) a4 8.0
Feed sail !11'
or wery Iiuﬂ‘::lEI 28 | BN 53¢ A.02) i 789 12§ %45
Unable m feed
well ai all 68 [19.43) L7E {13.51) 56 11418} W[ 14.64]
Total 350 (1696} | 1,008 (GA.B9) | 395 (19.15) | 2,063 (100.00)

Under 5, over ) e

! - T P (105

¥ age groups: = 8.0, .

5 am 21,

over 3] age %3 = 2431, P <0008

gEOEpET
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Information on a patient's ability to feed himself may also
serve as an indication of the need for occupational therapy. While it is
evident that a careful evaluation of each patient is necessary before
any aspect of the rehabilitation program is prescribed, it is possible
that the potential occupational therapy caseload among cerebral
palsied patients in Minnesota, from whom completed questionnaires
were received, may represent as many as 599 patients (27.99% of
2,141) in regard to the need for training in self-feeding (i.e., all
those patients who could not feed themselves.)

3.5.4 Dressing Status of Patients

About one-half (50.37%) of the patients for whom we have
dressing status information can dress themselves completely, while
one-quarter (25.48%) of the patients could dress themselves very
little or not at all. It should be noted that children under four years
of age for whom the respondent felt it was too early to make an
evaluation of dressing ability were eliminated from the tabulation
for this item. This may, however, not have been adequate to remove
the age bias from the tabulation given in Table 3.5.4.1. At any rate,
the "under 5" age group is either quite handicapped with respect to
dressing ability or this information is particularly unreliable for
patients under 5 years of age. Because of the latter possibility, the age
group under 5 has been eliminated from consideration in the
analysis of the data of Table 3.5.4.1. When this is done the X* for
the remaining data does not show a difference between the two
remaining age groups (P =.16).

Tables on dressing status as related to geographic location of
the patient and sex of the patient are given in Appendix 2. (See
Table 3.5.4.1A and 3.5.4.2A.) Table 3.5.4.3A gives the relationship of
dressing status with whether or not the patient has had
occupational therapy.

TABLE 3.5.4.1. Dressing Status as Related to Present Age of the Patient.
Percentages Given in Parentheses.

PHESENT AGE I

Meeauing S it e —

L8 TETEY Under 5° 4 e 21 ver 21 Teeml
Dieas self

complerely 4B {19 48) T4 ST 20 215 |54 4%) 1,007 | 30.57)
Dress self panly 10 (19.0%) 0% [ 19.56) B2 (1% 70 RIE 0 16.1%)
[Deess ll:l.'l-l:u:lrl'r

ot weey linle 41 (13.2%) A% [ G.31) W { Bag) 162 { HO07)
Unable o dress

well my all LR {92 26) 274 (20.82) Bl (20.2%) S06 1 29.53)
Taoml O {1%. 340 | 1.3L6 (69.12) 19% (19.54) || 2,028 {10000}

XI=5.3, P=.16
*This age prowp bas been elimiscted for b ¥ amalysis,
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Information on patients' ability to dress themselves may serve as
an indication of a need for occupational therapy. While it is evident that
a careful evaluation of each patient is necessary before any aspect of
the rehabilitation program is prescribed, it is possible that the poten-
tial occupational therapy caseload for cerebral palsied patients in Min-
nesota, among the group from whom we have completed questionnaires, may
represent as many as 1,005 patients (46.94% of 2,141).

3.5.5 Status Regarding Caring for Toilet Needs

Inspection of Table 3.5.5.1 reveals that 59.04% of the patients
were able to take care of their toilet needs completely, but 23.24% were
able to do so poorly or not at all. Again an age restriction was placed
on the response to this item. That is, any child under the age of 4 years
was not considered abnormal if the respondent felt the patient was too
young to assess his ability to care for his toilet needs. However, as in
the previous section, it appears obvious that this was not adequate to
remove the age bias from this item. Therefore, analysis of the data of
Table 3.5.5.1 is restricted only to the age groups "5 to 21" and "over
21". The X? for the comparison of these two age groups yields a value that
is significant at the .0005 level, again seeming to indicate the older
patients are more severely handicapped than younger patients. Or, at
least, we have completed questionnaires from more severely handi-
capped patients in the "over 21" age group than in the "5 to 21" age
group.

Assuming that all patients who cannot care for their toilet needs
completely at the age of five are in need of training, we may say that
35.56% (608 patients) of the total number over 5 years of age, for whom
we have toilet care information, are in need of such training. This repre-
sents a minimum number of patients in need of training in toilet care,
since it does not include any children under 5 years of age.

TABLE 3.5.5.1. Toilet Care Status as Related to Present Age of the Patient.
Percentages Given in Parentheses.

PRESENT AGE
Toilet Care Sentus Fader 1% % 21 Ower 21 Taoaml
Able o care for
needs complecely T0E (80,74 T4 (66.%1) 224 (57140 1. 207 [ 59.04)
Able m care for
needa paridy Gd {1916} 154 {10200 47 (1.2 246 0 12.04)
Able to care bos
peeds poody 250 T.49) 14 11D 3T { D.44) 1061 S.68)
Mot able = care - M
far needs at all 139 [41.61) 252 (1% 18) | B4 {21.43) | 473 0 23.34)
Toual 134 (16.34) |1,314 (64.39) I 392 (19.18) | 2,044 [100.00)

wI- 3188, P < .0004

*Thiz grosp climington from he }.'lilml'}'-su-
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Tables 3.5.5.1 A and 3.5.5.2A give the toilet care status as
related to the geographic location of the patient and to the sex of
the patient, respectively. No significant differences are noted.

3.5.6  Speech Status of the Patients

Over four-tenths of the patients (43.02%) were able to speak
clearly while one-fifth (18.86%) were not able to speak at all. A child,
who the respondent felt was too young to make an evaluation of his
speaking ability, was excluded from the tabulations provided in
this section, if he was under three years of age. Even this restriction,
however, may not have been adequate to remove the age bias
associated with this item. There certainly is a marked difference
between the "under 5" age group and the remaining two groups,
particularly in the number of patients not able to speak at all.
However, even if we eliminate the "under 5" age group and compare
the two remaining groups we observe a X? which is significant at the
.0005 level.

Speech status as tabulated by the patient's geographic
location and sex is given in Tables 3.5.6.1A and 3.5.6.2A,
respectively. Table 3.5.6.3A gives the relationship of speech status
with whether or not the patient has had speech therapy.

If all patients unable to speak completely are considered to
be in need of speech therapy, we may say that the minimum potential
caseload for training in speech is 54.86% (943 patients) of the total
number of patients over 5 for whom we have speech status
information. (See Table 3.5.6.3A for the proportion of patients who
have actually had speech therapy.) However, this must be considered
as a minimum estimate of the total number of patients in need of
training since children under 5

TABLE 3.5.6.1. Speech Status as Related to Present Age of the Patient.
Percentages Given in Parentheses.

| PRESENT AGE

_H-Fl-_'l-:l_'h_-‘ii:itul LUnder 5 S 21 | Over 21 Total
Able o mpeak
elearly 107 (3.2.04) 621 [46.97) 195 {39.0%) BAS (430 1)
Akle o speak |
parely clear S5 C1E.4T) | 30§ (23.00% 122 (.73 481 [23.43)
Able to speak I|
very Linde 5% {15.87) I72 (1501 T (114 300 14647
Mot able o
speak st all 119 (3462 ¥ (17.03) 44 {1 1.08) &G (1800

_____ —r s,
Toml 384 (16.2T) 1,332 {64.39) YT 0 A4 2,053 {100, 00)

X5= 2646, P <.0005
“Thix growp elimimriod for the x® amalys is.
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are not included; certainly a proportion of these children as well
are likely to be in need of speech therapy.

3.5.7 Eye Status

Of the total group of patients providing eye care information, 877
(43.33%) were reported to have an eye defect, including 37 (1.83%)
who were reported to be blind. It is of some interest that, while 43%
of the patients were reported to have an eye defect, only 17.52% of
the group from whom we have completed questionnaires were reported
to have been seen by a qualified ophthalmologist. There was no
difference reported in the frequency of eye defects by geographic
distribution. (See Table 3.5.7.1A in the appendix.) A lower percentage
of young children were reported with eye defects than older
children or adults, (see Table 3.5.7.1) although the X? for Table
3.5.7.1 does not suggest a significant age dependence. Only 32.39% of
the severely physically handicapped patients were reported to have
an eye defect, compared with 46.86% of the mildly physically
handicapped and 44.17% of the moderately physically handicapped.
(See Table 3.5.7.2.) Whether this difference is a true one, due to
reporting, or due to the frequency of use of an ophthalmologist is
unknown.

Of those with eye defects, after eliminating the blind, a total of
68.62% have glasses. As would be expected there is a tendency
for older patients to have glasses more frequently than younger
patients.

TABLE 3.5.7.1. Eye Defects as Related to the Patient's Present Age. Per-
centages Given in Parentheses.

PRESENT AGE

- e ]
Eye Conditios Umider 5 S 21 Crerr 21 Teetal
Has eye delece 133 (3R.646) 568 [44.000 174 (45.19) TS (43.32)
lins mo eye |
delect 211 (62 34) T18 (56.00 § 211 (34.B1) 1,145 [S6.068)
Toeeml 4 (17.0%) 1,291 (63,910 | 85 (19.06) § 2,020 (100.00)

X34 183, J0<P<.20

TABLE 3.5.7.2.  Eye Defects as Related to Severity of Handicap of the Patient.
Percentages Given in Parentheses.

- __ SEVERITY
Eye Coadition Mald Ml mrmee Sevree Toeal
Has eye defece | 291 (46.846) 462 (44.17) | B8O (32.39) B33 (43.52)
lHas no eye
defect 30 (33.14) S84 (99.83) | 167 (67.61) [l 1,081 (36.48)
Touml | 621 (4349 | 1,046 (346 | 247 (12.50) F| 1,914 (10000}

2= 19.4%, P < .D00%

58



(See Table 3.5.7.3.) A higher percentage of the mildly handicapped
group had glasses than did the moderately or severely physically
handicapped. (See Table 3.5.7.4.).

Ninety-four percent of the patients having glasses wore them.
The older the patient, the more likely that he wore the glasses he
had. (See Table 3.5.7.5.). However, the trend is not significant at the
5% level. A higher percentage of the mildly physically handicapped
group wore the glasses they had than did the severely physically
handicapped. (See Table 3.5.7.6.)

There were no differences in the eye status of patients by sex or
geographic distribution (urban and rural). These two tables, as well
as others related to the discussion of this section, are given in
Appendix 2. (See Tables 3.5.7.1A through 3.5.7.6A).

TABLE 3.5.7.3. Ownership of Glasses Among Those Patients Who Listed an
Eye Defect, as Related to the Present Age of the Patient, After Elimin-
ating the Blind and Those Who Did Not Answer This Portion of the
Question on Eye Care. Percentages Given in Parentheses.

PRESENT AGE
e e e e O -
Has Glassen Under 9 [ % o 21 Dwer 71 Teodal
Yes 34 (31.78) a0 {72.38) 124 {B1.58) 538 (68.62)
Mo T3 (6823} 14% {27.62) 28 {1B.42) 246 {31,380
Toml 187 (13.65) ] 2% [6h. 9G] 152 {19.39) TEA [ 1. (H0)

X3=82.77, P < .000%

TABLE 3.5.7.4. Ownership of Glasses Among Patients Who Listed an Eye
Defect, as Related to Severity of Handicap, After Eliminating the Blind
and Those Who Did Not Answer This Portion of the Question on Eye

Care. Percentages Given in Parentheses.

SEVERITY
Has Glasses il Modernre S vere Toeal
Yes 244 (AG.E3) 2 (e R 1 {18.18) 518 [(69.2%)
No 37 {1%.17) 148 {55923 4% (8182} 206 {30,790
Toml 281 (37.57h 41T {55.08) 351 8.35) T4H (100,000

X3= 1133, P <.000%

1Committee on Child Health, American Public Health Association.
Services for Children with Cerebral Palsy. New York, 1955. Page 14.
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The percentage (40.96%) of patients reported to have an eye
defect among the patients from whom we have received questionnaires
is low compared with other studies. It may be related to the fact
that only 17.52% of the patients for whom we have eye care
information had been seen by a qualified ophthalmologist. Because
of the high frequency of eye defects in individuals with cerebral
palsy’, a complete eye examination by a qualified ophthalmologist
should be incorporated into the diagnostic evaluation of each patient.

TABLE 3.5.7.5. Does or Does Not Wear Glasses Among Those Patients Who
Have Glasses, as Related to the Present Age of the Patient. Per-
centages Given in Parentheses.

 PRESENT AGE

Wears Glusses Undes .'i_ § 5 s _I_I_ il Livor E_I — an_l_l —_—
Yes - 2';' (B%.29) 357 (93.97) LEB (950160 1 S04 [93.68)
- SUATY) | 36y | 6L 4R0 ) i amm
Teeal | EEL .37 180 [T0L63) | 124 (23.0%) 538 (100,04

X¥2w 454, A0 <P <. 20

TABLE 3.5.7.6. Does or Does Not Wear Glasses Among Those Patients Who
Have Glasses, as Related to Severity of Handicap. Percentages Given
in Parentheses.

SEVERITY
Wears Glasses Medii 1 Mdodern e Severe Toml
Yes 54 (9590 248 (73.94) F 0L 0 487 {020
Ha 1 4. 1) 16 G063 5 (50,00 B S5.0B)
Taeal T4 (4T, 10 264 (50,97 i 1L.931 | SI8 (100.00)

¥I- 3587, P < 0008
3.5.8 Hearing Status

Of the total group of patients from whom we have hearing status
information, 202 (9.95%) were reported to have a hearing defect. It is
of some interest that, while nearly 10% of the patients were
reported to have a hearing defect, only 7.15% of the patients from whom
we received completed questionnaires were seen by a qualified
otologist or audiolo-gist. The frequency of reported hearing defects
was higher in older children and in adults than in young children
(under five years of age.) (See Table 3.5.8.1.) It was higher in the
moderately and mildly physically handicapped groups than in the
severely physically handicapped group. (See Table 3.5.8.2.) Whether
this is due to differences in the diagnosis of hearing defects or to a
true difference is unknown. There was no difference between urban
and rural areas (see Table 3.5.8.1A). Similarly there were no
important sex differences. (See Table 3.5.8.2A.)
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Three percent (3.04%) of the total group of patients from whom we
had completed questionnaires had a hearing aid. The percentage (based
on the total from whom we have completed questionnaires) was higher
in urban areas (4.37%) than in rural areas (2.12%). It was highest in the
moderately physically handicapped group, and lowest in the severely
physically handicapped group.

We find that 41.67% of the patients with hearing defects had a
hearing aid. The percentage was higher in urban (52.05%) than in rural
areas (32.53%). (See Table 3.5.8.3.) Possession was highest in the
moderately physically handicapped group (47.22%) and lowest in the
severely physically handicapped group (16.67%). (See Table 3.5.8.4.)

It should be noted that Tables 3.5.8.3, 3.5.8.4 and 3.5.8.3A do not
include the 19 individuals who were considered deaf by the respondents,
because of inadequate information as to the nature of their condition.

TABLE 3.5.8.1. Presence or Absence of Hearing Defects as Related to the
Present Age of the Patient. Percentages Given in Parentheses.

PRESENT AGE |
i :
Hearing Under 5§ Sem2l | Owerll Total
Has hearing |
delect 21 { 614 137 (10.34) 44 (11.46) 207%( 9.97)

:ll::llnlﬂﬁ defect 321 (P3.BG6) 1,163 (B9, 46) 340 (A8.54) F.HH {90.03%)
Tetal 342 (16.88) 1,800 (64,17 384 (18.9%) 2,026 {10000
¥3=7.00, 023 <P <.0%

=19 of these patients wene considered deal by tbe resposaend,

TABLE 3.5.8.2. Presence or Absence of Hearing Defects as Related to
Severity of Handicap. Percentages Given in Parentheses.

SEVERITY
Hearing Stmtus kb | Mpdernie Soverne Toenal
MHax h.-tl:'lql: |
defect AT 7.5 139 (13.24) 10 A4 1FT™ [10.29)
Ham na
bearing defect 572 (22.40) Tl JF_l-IE'r.TI'I'I_ 134 (95.51) 1,717 {B9.71}
Toul G159 (32,54 1,050 [54.86) 245 (12800 1, @14  1oe0, D0

X3 2797, P <0008
*19 of these were considered deaf by the respondent.
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The fact that only 10% of the patients were reported to have a
hearing defect is a low finding compared with other studies. For
example, the Committee on Child Health of the American Public Health
Association® reports that over 25% of cerebral palsied children with
moderate to severe disability may have hearing problems. The low
percentage found in this study may be related to the fact that only
7.15% of the patients were seen by a qualified otologist or
audiologist, or it may be due to differences among those who
responded to the questionnaire.

TABLE 3.5.8.3. The Relationship of Home Address of the Patient to the
Possession of a Hearing Aid, After Eliminating Those for Whom we
Had Inadequate Information on Ownership. Percentages Given in Paren-

theses.
GEOGRAPHIC LOCATION
Drerpership Urbimn Earal Toml
Hax hexring aid B {52.05) 7 (32.53) 65 (41.67)
Does not have
heasing wid 15 (47.9%) 56 (6T 4TH a1 {58.33)
Toeal | TH (b T BY (53.21) L% o 10D, 0

XT=4.31,.001 <P <029

TABLE 3.5.8.4. The Relationship of Severity of Handicap to the Possession
of a Hearing Aid, After Eliminating Those for Whom We Had Inadequate
Information on Ownership. Percentages Given in Parentheses.

SEVERITY
Orwnership Bkl ] Modernre Severe Tl
Hes hearing mid T {24.32) 51 447.22) 1 [16.6T) AR ]
Daes nor have
hearing nid 8 (75,68) 57 {52.78) 5 (A3.33) 90 {59,60)
'h:-ul 37 (24.50) 108 {71.52) i 3,97) 151 1NN 1T )

¥3= 745, .01 <P <.025

3.5.9  Status of Patients Regarding Convulsions

A total of 1,085 patients (52.59%) gave a negative history of con-
vulsions. The families of 323 patients (15.66%) reported that the
patient currently has convulsions and 312 patients (15.12%) had
convulsions in the past but none now.

'Committee on Child Health, American Public Health Association.
Services for Children with Cerebral Palsy. New York, 1955. Page 14.
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Table 3.5.9.1 breaks the above figures down by age group.
As can be seen, a smaller proportion of patients over 21 have
convulsions presently than in the other two age groups. However,
this may in part be an artifact of the reliability of the data. With
respect to this point, inspection of Table 3.5.9.1 reveals that no
information was furnished about the past history of convulsions for
23.33% of patients over 21, while the percentage was 15.85 and
12.32 for the "5 to 21" age group and the "under 5" age group,
respectively. However, if such patients are eliminated and the
remaining data analyzed (see Table 3.5.9.2), we still obtain a X that
is significant at the .01 level, indicating that the three age groups
are different with respect to history of convulsions. It would be
interesting to know the proportion, by age group, of individuals
eliminated from Table 3.5.9.2 who actually have a history of
convulsions. This information would possibly make the three age
groups of Table 3.5.9.2 comparable.

Tables 3.5.9.3 and 3.5.9.4 reveal that the mildly handicapped
gave a lower proportion of positive histories than the moderately and
severely handicapped. In turn, the moderately handicapped gave
fewer positive histories than the severely handicapped. These
percentages as recorded

TABLE 3.5.9.1. Presence or Absence of Convulsions as Related to the Present
Age of the Patient. Percentages Given in Parentheses.

PRESENT AGE
Convulsion
Statuy Under 3 3 21 Creer 21 Tosl
Ko hiswry of
convul sicns 202 (56580 GED (50.99) | 20 (54,000 | 1,082 { 32.9%)
Mo comvalslons ai
present, no infome-
rom abour past 44 {12.32) 208 (1%-8%) ) 91 023.%3) 143 | 16.66)
Had convalsisas in the
PAST, Bone mow (1513 200 (15.93) | 49 (12.57) 312 ( 1303
Has convulsions now 57 (15.97) 226 (17.23) | 39 (10.00) 322 15.54)
Toml ST {17340 | 1,302 (63.72) | 390 [ 18.94) I 2,050 {100, 00)

TABLE 3.5.9.2. Presence or Absence of a History of Convulsions as Related
to Age of the Patient, After Eliminating Those for Whom we Have In-

adequate Information. Percentages Given in Parentheses.

. . l PRESENT AGE

o | bisn

i ssary Usilee 5 S 1 Diwes 21 Toaal

Negative hisrory of

convulsions 02 (64,540 665 (60.60% | 211 (70,571 )| 1082 { 63.0%)

Positve history of

convisl pions 101 §3%.45) A5 {99400 | B8 (29.47%) 634 [ 38,99
= =

Total VI3 (18,24 | 1004 (64 340 | 299 | I'.".-1-2'I'I 1,716 { 100, 00)

X3= 1040, .05 <P <.01
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in Table 3.5.9.4 are 29.56, 36.93 and 58.22, respectively. The
comparison of the history groups of this table as classed by severity
yields a X2 that is significant at the .0005 level.

TABLE 3.5.9.3. Presence or Absence of Cosvulsions as Relawd w Severiry
of Hapdicap. Percentages Given in Pareatheses.

SEVE
Convulsion ENERITY
Hisgory L Modemee Eevere Toxal
Ma hisacy of
convulslons 36T (59,00) ST (52400 | 4 (3643 ) 1008 § 3255
Mo convalsions ai
preaent, no |nfomme-
tion abour pase 101 (16,24 181 {17.03) | 33 (12.79) 35 16k.21)
Had convul sions in the
AR, mone now B (13.83) 17301637 | 39 (15132 981 15.34)
Has conwnil sdons now &R {10.93) 152 (14.30) 02 [35.5606) 3120 16.06)
Tetal G223 (32000 | 1,063 (54.71) | 258 (L5.28) | 1,945 (100000

TABLE 3.5.9.4.

History of Convulsions ss Related o Severley of Hamdicap,

Afcer  Eliminating Thase for Whom We Have Inadeqguate Informacion.
Percenmgens Given_in Parentheses.

SEVERITY
Convilsion
Hi srory Mild Moderare Severe Total
Megative i F
:-l:IE-I-'I:.'l.l..:.ill:l-l:l.-l.I:u-,I * 6T (70,440 1a (51.07) O (41, 7TE) | 1,006 GZ.48)
Fosidve history of
convulsions 154 { 20.56) 3295 (36.9%) | 131 (S8.22) HI0 (L 37.5)
Tatal 321 {32.04) | G806 (54.12) Ti?-'! (13.84) | 1,636 (100,00)
X 3= 55,36, P <0005

TABLE 3.99.%, Presence or Absence of Convulzions ns Helated o Pronen:

Place of Residence of the Patient. Percenmges Given in Parentheses,

PLACE OF RESIDENCE
Livi Livi Liwi

Cimvalaion - in g ina
Hinmry Home Inmr. Fosrer Home Total
Mo hiswry of
convalsions A5 (55.82) | 1955 (d0.26% | 44 (52.3%8) 1052 52.69)
Ho convulsions et
present, no informs-
cion abour pasc 206 (15.45) ™ (25T | 15 (17.86) 330 {1652}
Had convilsions in
the past, nope now 249 [ 16.30) 5 (10.69) B 9.5 W2 (15.12)
Has convalsioss
BOW To (12.45) | 106G (27.55) | 17 (20.24) B1% [15.67)
Taowml 1,528 (TE.51) | SE9% (1038 | B4 ( 4.21) TL'!"F'T (10000 )
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Tables 3.5.9.5 and 3.5.9.6 show that patients with negative his -
tories of convulsions are more likely to be living at home or in a foster
home than patients with positive histories. Sixty-six percent of the
patients living at home have a negative history of convulsions, while
50.65 percent of the patients living in institutions have such a history.

TABLE 3.5.9.6. History of Convulsions as Related to Present Place of
Residence, After Eliminating Those Patients for Whom We Have In-
adequate Information. Percentages Given in Parentheses.

| PLACE OF RESIDENCE

) Living |.-i1-1'l1|: Living
[ anval mian aE L #f inn
Haspory FHome i Faster Home Tocal
Meganive hispory
of convalsions B5% (66023 | 159 (30.65) | 44 {0A.7T) 1,052 { 63.11)
Paositive hisumry ]
of convalsions A0 (8. 08) | DSE (49.05) ) 2% (M621) GIS 0 36.EA)
— e —
Tawml 1,292 (77500 | 306 l!H.jﬂ:II w0 { 4. 14) 1,567 {10000

¥E= 2511, P < 0003

TABLE 3.5.9.7. Frequency of Convulsions When Given. Percentages Given
in Parentheses.

Frequency Wumber
[4) (=]

Conti ikl adoim Pagicnts
Diai Ly 36 { 24.00h
One m six tmes weekly 1L 7.33)
One o fowr times monchly 45 ¢ 30.00)
Less than once o month W \AT
Topal 1500 {700, 00

The need for diagnostic and treatment services for ambulatory
seizure patients can be demonstrated by the fact that 60.70% of the
patients (190 out of 313) who currently have convulsions are living at
home, and 5.43% of the patients (17 out of 313) are living in foster
homes. Since the others are living in institutions (33.87%), similar serv-
ices are needed for this group. (See Tables 3.5.9.5 and 3.5.9.6.)

Of the 323 patients who have convulsions now, 51 were receiving
medication. Table 3.5.9.7 gives the frequency of seizures for those not
under medication. The data of Table 3.9.5.8 reveals the tendency is for
the more severely handicapped to have seizures more frequently than
the less handicapped, but the trend was not significant.

Additional tables of related interest may also be found in the ap-
pendix (Tables 3.5.9.1A through 3.5.9.3A).
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TABLE 3.5.9.8. Frequency of Convulsions When Given as Related to Severity
of Handicap. Percentages Given in Parentheses.

SEVERITY
Frequency B Lk oderare LSEverE Toml
e &f mre
dmes a week & (20,69} 21 (19.54) 17 {38.64) 44 £30.58)
Lesa than once
n werk 13 (79.31) 50 {70.41 17 (613460 100 {69,443
1 et
Total % (20.14) 71048300 44 [30.56) 144 ( 100.01)

XZm2T0, P&.26

3.5.10 Presence of Other Health Problems

A total of 433 patients (20.22% of the total from whom we have
completed questionnaires) reported having other health problems in ad-
dition to those specifically listed on the questionnaire. Table 3.5.10.1
gives the frequency distribution of health problems listed. They total to
more than 433 because some respondents listed more than one health
problem. Inspection of the table reveals that the most frequently listed
problems were related to the respiratory tract (25.25%), the gastro-
intestinal tract (16.43%), bone and muscle (14.63%), and neuro-psychologi-
cal problems (14.83%).

Other health problems were more frequently reported in the severely
physically handicapped group, than in the mildly handicapped group. (See
Table 3.5.10.1A in the appendix.)

TABLE 3.5.10.1. Frequency Distribution of Other Health Problems Present in
Addition to Those Already Discussed in Previous Parts of This Section.
Percentages Given in Parentheses.

Mumber Reporting
Problem Relared ros Such Praklems
Hespinory truct 126 (25.2%)
Gastro-intestinal mwct B2 [ [6.4%)
Meur-psvch problems T4 {1485
None and mascle THCIA4.54)
Skin T [ %41
Gemitoirinary wace 2T [ S-d1)
Allergy 25 [ 4610
Cardiovasculur sysem | 220 441}
Enadoerine-merabolic 210 4210
Cbser orguns 13§ 2.61)
Congenial 11 2.0
Toml AT [ 100 0NFp
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The fact that one-fifth of the patients were reported to have other
health problems demonstrates the need for continuous medical care and
supervision of cerebral palsied patients.

3.6 PRESENT MEDICAL CARE OF THE PATIENT
3.6.1 Type of Present Medical Care

Thirty-three percent of the total number of patients for whom we
have information on present medical care were under the care of a medical
specialist. On the other hand, 28.00% of those for whom we have informa-
tion were under no present medical care, while 21.27% were under the
care of a general practitioner only. The remainder (17.81%) were re-
ceiving their present medical care from "Other hospitals". (See footnote
to Table 3.6.1.1.).

Table 3.6.1.1 shows a variation in the type of current medical care
as related to present urban-rural status of the patient. All patients not
currently living at home have been eliminated from this comparison since
their home address, in these cases, is not indicative of the type of
medical care presently available to them. Comparison of the two residence
groups produces a X? that is significant at the .0005 level. As might be
expected, more patients residing in an urban area were cared for by
medical specialists than patients residing in a rural area.

TABLE 3.6.1.1. Type of Present Medical Care as Related to Geographic Loca-
tion of the Patient, Restricted to Patients Presently Living at Home.
Percentages Given in Parentheses.

|GEOGRAPHIC LOCATION _
Type of Medical Caie 1 bk Bw il Total
Medicnl specialor care® 269 [45.97) 286 (3L.81) §71 {38.25)
Genern]l Prachdoner only®® 125 (30, 1Y 292 {97 7T L2%.72)
Ocher hospimsl == * 140 2.26) i .47 1E{ 1.2%)
H?. pre sent medical care 3 (R4 .I: _Hl.ﬂ!_! WA N9.06) 00 {34,100
Toial 640 (41.29) Bd46 [57.71) 1, 65 { 10N, 0 )

W8 237785, P < .000%

*Includes physicians who are certified by a medical specialty board, certain
hospitals (e.g., Gillette, University Hospital, Mayo Clinic, Kenny Institute) and
the State Crippled Children's Clinics. A patient was classed in this group re-
gardless of whether or not he was also presently being seen by a general prac-
titioner.

**General practitioner includes all physicians who were not certified by a medi-
cal specialty board but were licensed to practice medicine in the State of
Minnesota.

***QOther hospital includes all hospitals (other than those included in * above)
in which it was not certain if a patient being cared for in such a hospital either
on an in-patient or outpatient basis, would have specialty care available to him.
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3) The disadvantageous position of older children and adults
regarding current medical care;

and

4) The special problems of the severely handicapped individual.

3.6.2. Types of

Patients

Physicians Currently Caring

for Cerebral Palsied

In planning services for patients with cerebral palsy, the quality
of such services is equally as important as the quantity. The types of
physician and hospital care are most important factors.

Nearly seventy-two percent of the current medical care (among
those from whom we have medical care information) was being provided by
practicing physicians, and the remainder by hospitals and the State
Crippled Children's Clinics. Over one-half (52.97%) of the physicians
were general practitioners. One-fifth (21.44%) were orthopedic surgeons
and about one-sixth (15.15%) were pediatricians. Small percentages were
ophthalmologists, otologists, neurologists, and physiatrists. (See Table

3.6.2.1.)

TABLE 3.6.2.1.

Count of Type and Number of Physicians Currently Caring

For the Patients as Related to the Present Age of the Patient. Per-
centages Given in Parentheses.

PHESENT AGE

Type Undes § % ea 21 Dwei 21 Toeal
Physicinns
General practtioners BT 42.70) 44118%.091) 11N 10 T4L{87.92)
Drthopedisr G 1955 2T 18.49) 6 2.08) SO0 15.19)
Pediscrician BH18.53) 2% 10.%0) 2 A9 JIN10.E%)
Ophih-oroiogise IO 4,58} N 2.2 A 69 49 2.91)
Neurologisr %L Ld) B1[ 2.%53) Al 69 i8[ 1.9%)
Phy siarrist o 2.06) (N ) ofo ) o 1.0}
Bleurasulgeos 3 L60) S L) H 69) 1oL S1)
lmeesalae o o } [ WL o 46
Orher specialing & an 1Y JE) & .%8) M 1.02)

1, 30T 1600
Hospimls and Clinics
Gillece Hospitnl 1% %.4%) SR 4.%G) I .%%5) TH 3.69)
Universicy Hospdtal M 4.81) Y Z2.44) o L.AL) i 10T}
Srave .. Clinica o 2043 L T ] M o) I8 1.04)
Mayo Clinic 5OL14) LR ) ] I .5%) 1Y &7}
Kenmy |nsrinste H 2% .. (- ] M o ] o .19
(mber hospical 1 2.2 21H1T.51) 1440 4%.85) 340 LE_ET)

RS TE. 400

Tocal 43T 2L 56) |1, ZXB(G62.85) TaN 14.79) ﬂl,?fpd{][ﬂ]-ﬂm
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Of the care furnished by hospitals and clinics, two-thirds
(66.49%) was furnished by the group classed as "Other hospital". It
is of interest that Gillette Hospital comprised 12.97% of the total for
hospitals and clinics and the University Hospitals provided 10.81% of
this total. (See Table 3.6.2.1.)

Age of the patient proved to be a source of variation. (See Table
3.6.2.1.) As would be expected, pediatricians, Gillette Hospital and
the State Crippled Children's Clinics were more likely to be caring
for children, while general practitioners and hospitals other than
specialty hospitals were more likely to be caring for adults.

Table 3.6.2.2 gives the type of physicians caring for the
patient as related to present geographic location of the patient, where
all patients not currently living at home have been eliminated from
this table. As expected, patients residing in urban areas were more
likely to be cared for by pediatricians and other types of medical
specialists than patients

TABLE 3.6.2.2. Count of Type and Number of Physicians Currently Caring for
the Patients as Related to the Present Geographic Location of the
Patient (i.e., Eliminating all Patients Not Presently Living at Home).

GEOGRAPHIC LOCATION
Type Urlan Hural Toval
Physicians
General Pracoeioners 2380 30, J0) 01041, 340 CELTET ALY
Chribsopee dl st T4318.15) 1231 2.68) 05(15.13)
Pediarrician 153 156.75) 90 b.0H) 190 1. 68 )
Ciphgheotalogi &1 2N 4.aE) 16 1.65) A5 2.56)
Neurobogiar 20 2.66) a0 o) M LTI
Py al el ad W .51 16{ 1.65) M L1144
Newrosungeon B TH) AL .21 Bl .d6)
Inesmi s W Gd) F LR b 1 B
Other apecialis 10 1.27) .7 170 .97
1, 23565.68)
Hospitals and Clinics
Gilleiee Hosplesl 21 2.66) MY 4.112) G 3.47)
Universiey Hoapleal 2 1T 2 2.58) S0 2.B4}
Sene O, T, Clinies o o ] 3R 3.22) B 2.16)
Maya Clinic I .1%) I 1.1%) 13 .68}
th-:r ['f wity pa e [ | ?:I N 21 11 17}
Dhibier hosprieal e 153 19,239) JITZET) BOG] 2. 590
B3 3032
Taotal TR 44.62) {55 18) 1, TSE[ 100, 0d0)

Percentages Given in Parentheses.
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residing in rural areas, where the general practitioner is playing a
more frequent role. The State Crippled Children's Clinics are seeing
children living in rural areas only.

There were no large differences in the pattern of present
medical care as related to the sex of the patient. (See Table
3.6.2.1A.)

Certain problems and needs are evident from the above data.
They are as follows:

1) The large role played by the physician in general practice in
the
rural areas, as opposed to urban areas, points up an area
difference in the type of medical care available to cerebral
palsied patients;

2) The large role played by hospitals, other than those
providing specialized orthopedic and rehabilitation care,
points out the relative importance of such sources of medical
care;

and

3) The special problems of medical care of patients over 21
years of age.

3.6.3 Number of Sources of Present Medical Care

Approximately 63% of the patients who were presently under
medical care were being cared for by only one source of medical care,
25.32% by two sources of medical care, and the remainder by three
or more sources of medical care.

There was some variation in the number of sources of
medical care by age of the patient. Young children (under five
years of age) were more likely to be under medical care, and were
more likely to be under multiple sources of medical care, than were
the older age groups. (See Table 3.6.3.1.)

Table 3.6.3.2 reveals that the severely handicapped patient
was more likely to be under one source of medical care than were the
mildly

TABLE 3.6.3.1. Number of Sources of Present Medical Care as Related to
Age of the Patient. Percentages Given in Parentheses.

Nusiber of PRESENT AGE |

Saurces Undex 5 S 71 wer T Taial

Mo present medical care® | G6018.80) IEH 0. 46] 10H27.01H SEE(27.7D)
1 127 3619 A 42.44) TS 54, 4T Tl 45.51)
3 aB(27.92) J4419.11) I5(0 6. 58) 157 18.28)
§ or meane GO{ 17.07) 10X 7.949) T 1.84) 16N B.42)
L e e __ ’ B B ol | . ..
Tozal ISIAT.48) | 1, 2TRGY.&00 TEO[ 18.02) || 2,008 100,00)

X3= 12572, P <.0005

*This growp s ol ismimaded for jhe X* amalyais.
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or moderately handicapped groups. This difference among the three
handicapped groups with respect to source of medical care (excluding
those not presently under medical care) was significant at the .0005 level.

The fact that one-third (36.96%) of all patients giving information
on present medical care were under more than one source of current medi-
cal care is of interest. Regardless of the underlying reason for this, it
is clear from the point of view of the patient that, where multiple sources
of medical care are used at any given time, coordination of such care is
necessary.

There was no difference in the number of sources of present medical
care by geographic location of the patient, nor was there a significant
difference by sex of the patient. (See Tables 3.6.3.1A and 3.6.3.2A in the
appendix.)

TABLE 3.6.3.2. Number of Sources of Present Medical Care as Related to
Severity of Handicap. Percentages Given in Parentheses.

Number of e \:FE L -

Sparces Mild Moderane Sewesr Toial

Mo presens medical care® | 241(40.23) S4U33.85) 460 18040 5% 28.29)
1 216 6. 06) 4550 44.65) IH1{T0. 98] B5A4%.49)
F 104 17, 36) 214421 01) 30 T.BAM FEBL1B.OF)
1 o0 moce 38 &34 L 10.540) Bl 3,040 153 B.17)
Total IPD(1.99) | 1,01 %4 40) 253 13.61 JII JHT A 100, DD

Xi= 4678, P <0003
"Thiz proup bas beew elimingted for ibe xt amalysis.

3.6.4 Recency of Last Visit to a Physician

No recommended standard exists for the frequency of medical care
for patients with cerebral palsy. However, it might be reasonable to hope

TABLE 3.6.4.1. Time the Patient was Last Seen by a Physician. Percentages
Given in Parentheses.

Time Last Seen Muambes of Pasienis
Withim one monch 2029430
Two thra three moaths A0N 1. T5h
Foirr thru i mostha 265 15.00)
Seven thru nine month s 158 B.T7)
Ten thru rwelve months TH 4.1%)
e D WO YEMTS 190 10753
Two o dhree years 67 3.7
Theee o four vears 430 2-433
Li-m_l: FEALS ap Mo 1 _2.87)
Tatal 1, 767( 100, B0y
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that patients would be seen at least once every six months by a physi-
cian. Over 67% of the patients for whom we have information meet this
condition. On the other hand 12.96% of the patients providing information
had last been seen by a physician 6 to 12 months ago, 10.75% of the
patients had last been seen by a physician one to two years ago. Finally,
9.11% of the patients were last seen by a physician over two years ago.
(See Table 3.6.4.1.).

Some variation was found by age of the patients. Patients under 5
were more likely to have been seen within the past six months than the
age group "over 21". A higher percentage of adults than children under
5 had been without medical care for at least one year. (See Table 3.6.4.2.)

Some variation was also found by severity of handicap. A higher
percentage of the severely handicapped had seen a physician within the
past one month, and a smaller percentage of them had been without med-
ical care for over one year than the other two age groups. Seventy-eight

TABLE 3.6.4.2. Time Last Seen by a Physician as Related to Present Age of
the Patient. Percentages Given in Parentheses.

Tlme FRESENT AGE

Lant Seen Undesr 5 5 e 21 Oves 21 Teeal
Within one month B4(25.2%) 2B 5,2 154(47.98) S1B(29.37)
1 thru § menths LBE[ %545 A1LM3T.20] 5 0. 56N BET{AT.A1)
T thru 12 maaths AG(10.81) LGBLLS. 14) ¥ 7.7T9 2T 12.98)
1 ta 2 yedsa 0 6.01) 141 12.70) 18l 8.7} 1B 10.71)
Eﬂ:r 2 yeutn i S 1.50) I0E 9.73) 4B{ 1 4.9%) 1610 9.13)
Tieetal §38(18.88) | 1, L1¢62.92) RILCUE. 200 || 1, 764 100,00

X3 = 16223, P < 0009

Note: This ."i.""'u-ll compeied by gromjring Hime lasi seew by 0 physician inio fuo
groups, ie., willin § montbs and cver § momihs,

TABLE 3.6.4.3. Time Last Seen by a Physician as Related to Severity of
Handicap. Percentages Given in Parentheses.

; SEVERITY
Time — =
Last Seen UHE Moderaie Severe Taeal
Within one mondh 10116, 10} 176 M0.B4) 10 52, 22) AN NT)
2 thrs b months 224040, 1 4) 38,440 $22%.62) G204 37 44)
7 chru |7 moadhs BS{15.23) 117(13.07) 17 B.37) 2N13.22)
1 o ] yenrs GO{12.371 O5010.61) 20 2.85) BEH I 0 1)
Ovwes I yeara TRLI416) 63 7.04) 8 a0 LS50 9.06)
Toal 55803370 BSS054.04) 20N 2.26) || 1656000000

¥3= 3191, P < 0009

Note: ThisX? was computed by grouping time last seen by a physician into two
groups, i.e., within 6 months and over 6 months.
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percent of the severely handicapped had been seen by a physician
within the past six months. These percentages for the mildly and
moderately handicapped groups are 58.24 and 69.28, respectively.
(See Table 3.6.4.3.)

There was no significant difference found in the frequency of
patients being seen by a physician as related to the geographic
location or sex of the patient. (Tables 3.6.4.1A and 3.6.4.2A in the
appendix.) Table 3.6.4.3A gives the relationship of time last seen by
a physician with the type of present medical care.

In conclusion, the facts of this section highlight certain
problems and needs. They are:

1) A considerable proportion of patients had not recently
been seen by a physician;

and

2) The disadvantageous position of older children and adults
in regard to continuing medical care.

3.7 CARE BY CERTAIN MEDICAL SPECIALIST

As can be seen from inspection of the questionnaire in Appendix
1, in addition to the general question on previous and present medical
care, single specific questions relating to care of the patient by an
orthopedic surgeon, ophthalmologist and otologist were included on
the form. The following three sections deal with the response to these
three items, respectively.

3.7.1 Orthopedic Care

As can be seen from Table 3.7.1.1, over one-third (37.87%) of the
patients for whom we have information on orthopedic care had been
seen

TABLE 3.7.1.1. Orthopedic Care of Patients with Cerebral Palsy.
Percentages Given in Parentheses.

Type af Care | Mumber of Patencs
Cualified ombopedic murgeon TOH57.8T)
Drihopedic care given:

l. By a physicisn 140 T.5%)

2, By a hospital S3H"%(13.8H)
Mot gives mny onhopedic care TSTH40.73
Touwl a - | 1,850 100,01

*The physician listed in response to item 2.F on the questionnaire was not
listed in the Directory of Medical Specialties as a qualified orthopedic surgeon.

" The source of orthopedic care was given as a hospital in these cases and it
was not clear whether or not the patient had actually received care by a qualified
orthopedic surgeon.
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by a qualified orthopedic surgeon at some time. The percentage seen by
an orthopedic surgeon was higher in urban areas than in rural areas,
43.99% and 33.43%, respectively. (See Table 3.7.1.2.)

Care by orthopedic surgeon, as one might expect, was also related
to the age of the patient. Over 42% of the patients in the "S to 21" age
group had been seen by an orthopedic surgeon, as compared with 36.84%
and 22.67% for the "under 5" age group and the "over 21" age group,
respectively. (See Table 3.7.1.3.)

There was no significant difference at the five percent level in
usage of the sources of an orthopedic surgeon by sex of the patient. (See
Table 3.7.1.1 A in the appendix.)

Although neuro-muscular abnormality is common in these patients,
only a third had been seen by an orthopedic surgeon. Adults and patients
living in rural areas were in a disadvantageous position. Further, since
most patients with cerebral palsy have neuromuscular abnormalities, and
many have a disability, it is essential that they be seen by an orthopedic
surgeon and/or a physiatrist.

TABLE 3.7.1.2. Care by Orthopedic Surgeon as Related to Geographic Location
of the Patient. Percentages Given in Parentheses.

GEOGRAPHIC LOCATION

Seen by - ot mcla L

Orthopedic Sargeon U'rlan Fural | Total

Yes $44043.99) 3600 33.43) TO417.87)
L) 4380 5. 014 TIT G657 I,['ﬁ}ll”rl-ljb
Toal TEX A20T) i, 073 57.04) 1 BS5 0O, 00

XT= 21.04, P <.0005

TABLE 3.7.1.3. Care by Orthopedic Surgeon as Related to Age of the Patient.
Percentages Given in Parentheses.

Seen by | FRESENT AGE

Orthapedic Sargeon Undes 5 I 5 ua 21 Dwer 71 Towal

Yei 119 36.84] | som42.53) TRI2LEGTH T4 3T.AT)

Mo 204067, ﬂ* 6B 5T7.47) HELTT. A3 1 15HER. 1
— 1| TR MLH ] S

Tetal 2ULT. A7) | L1964 13) A0 LA, SEY || 0 ESN 10D, 00

X3 492, P < 0005

3.7.2 Eye Care

In Minnesota 19.81% of the respondents who gave information on
eye care reported that the patient had been seen by a qualified ophthal-
mologist. (See Table 3.7.2.1.) The percentage in urban areas (26.05%)
was almost twice as high as that in rural areas (14.87%). (See Table
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3.7.2.2.) While the percentages in all age groups seen by a qualified
ophthalmologist were low, they were higher in children under five
(19.17%) and in children aged 5 to 21 (21.68%) than in the adult age
group (14.00%). (See Table 3.7.2.3.)

There was no difference in usage of services of an
ophthalmologist by sex of the patient (Table 3.7.2.1A in the
appendix).

TABLE 3.7.2.1. Eye Care of Patients with Cerebral Palsy. Percentages
Given in Parentheses.

Type ol Eye Care Mumber of Padents
Zaen by 8 qualified ophthalmaloglst S I9.ELY
Eye care, bar givenm by
L. = phyaician 247 10.05)
1. a hospitl 244" "{12.89)
%, opimerrist | S
Mot seen by snyone for eye care 1, 014053, 56]
Torsl 1,49 % 100,003

*The physician listed in response to item 2.D on the questionnaire was not
listed in the Directory of Medical Specialties as a qualified ophthalmologist.

**The source of eye care was given as a hospital in these cases and it was not
clear whether or not the patient had actually received care by a qualified
ophthalmol ogist.

TABLE 3.7.2.2. Care by an Ophthalmologist as Related to Geographic
Distribution of the Patient. Percentages Given in Parentheses.

p by GEOGRAPHIC LOCATION

b by Do Do g e Uehas Rueal Toteal

Yea 2181 26, 05) 157 14.87) TS 19.81)
Ho GIHTR.95) BRHES. 13} 1, 51B80. 19}
Toal AT 44.22) 10560 55. T8} 1, B9 100, 00)

X7 = 36.72, P <.000%

TABLE 3.7.2.3. Care by an Ophthalmologist as Related to the Present Age
of the Patient. Percentages Given in Parentheses.

Seen by PRESENT AGE

Ophidslmelogi st Undar § 5o 21 Ower 21 Tatal

Yes 65(19.17] 261{11.68) A5 1 4.EHF) ITH19.81)
Mo 27 4L B0 BT} AN TE. 3L} FL(BG.00) 1,31R80.19}
Toml IA0CLT7.00) | 1. M0463.50) NSO LB 4%) § 1 B9 % 100,000

x3= 10.17, P <.00

76



In spite of the frequency of eye abnormalities in cerebral palsied
patients, only a small percentage had been seen by a qualified ophthal-
mologist. Patients living in rural areas and adults were in the most dis-
advantageous position. A large proportion of patients with
cerebral palsy have eye abnormalities; in some studies, as many as
two-thirds of the patients have such a condition. For this reason, it is
usually recommended that they be seen by a qualified
ophthalmologist, preferably beginning during the early preschool
period because of the frequency of strabismus.

3.7.3 Status of Care for Those with Hearing Impairment

In Minnesota 8.30% of the patients for whom we have received
hearing impairment information were seen by a qualified otologist or
audio-logist (See Table 3.7.3.1.). The percentage was higher in urban
areas (13.31%) than in rural areas (4.06%).(See Table 3.7.3.2.) The
percentage was higher in the age group "5 to 21" (9.97%) than in
young children (3.63%) or in adults (4.73%). (See Table 3.7.3.3.)

TABLE 3.7.3.1. Status of Care for Hearing Impairment. Percentages
Given in Parentheses.

Type ol Care Number of Patiesis

Qualified hearlng care by:

1. On oodogd s 14541 7.87)

2. As sudiclogis: B .43
Hedanag care, bat grven bhy:

1. & physician T4 (13.03)

2. A haspieal I0** {10.32)
Mot seen by anyone fos heartng com 1,259 {6R.35)
Toaal 1,842 {100, 040

*The physician listed in response to item 2.E on the questionnaire was not
listed in the Directory of Medical Specialties as a qualified otologist.

**The source of hearing care was given as a hospital in these cases and it was

not clear whether or not the patient had actually received care by a qualified
otologist.

TABLE 3.7.3.2. Care by an Otologist as Related to Geographic Location
of the Patient. Percentages Given in Parentheses.

e GEDGRAFHIC LOCATION

Dealogeat ek Hicral Tou.___
Yeu 101 {13.31) £4 0 di0G) 145 ( 7.87)
Mo 658 (86,63) 1,039 (95.94) 1,697 (92.13)
Taowml TH9 (41.21) 1,08Y (58,79 § 1,842 {100,000

x? = 51,32, P < .0005
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There was no difference in the usage of the services of an
otologist by sex of the patient. (See Table 3.7.3.1A in the appendix.)

The percentage of patients seen by a qualified otologist or
audiolo-gist is low. Patients in rural areas, adults, and young children
are in a disadvantageous position. Nevertheless, a significant
percentage of patients with cerebral palsy were reported to have
hearing impairment, and thus should be seen by a qualified
otologist and/or audiologist for diagnostic work-up, and for
treatment and rehabilitation when indicated.

TABLE 3.7.3-3. Care by an Otologist as Related to Present Age of the
Patient. Percentages Given in Parentheses.

PRESENT AGE
Seen
Dialegy st Umider § fm 2] Orwer 21 Fospal
Yes 120 %63) 117 { D97 16 ( 4.73) 1% { 7.87)
No 319 [P 3T 1,056 [E,03) 372 (953710 1687 (92.13)
Toeal 130 {17.97) 107 (6 %68) | "i_!-H (1B, %) 1 BET {100,00)

Xis 19,07, P <.000%

3.8 DENTAL CARE

Dental abnormalities are frequent in patients with cerebral palsy
especially dental caries and malocclusions. For this reason,
information on dental care was requested on the form. Information on
dental care over the patient's entire lifetime, as well as dental care
during the past 12 months was requested. The following two parts
deal with information obtained from these items.

3.8.1 Dental Care During Patient's Entire Lifetime

Eighty-six percent of the patients had been seen by a dentist
at least once some time in their lives. The percentages were
higher in older children and adults (90.49 and 97.95, respectively)
than in children under five years of age (50.35%). (See Table 3.8.1.1.)
Table 3.8.1.2 gives

TABLE 3.8.1.1. Dental Care History of the Patient as Related to Present Age
of the Patient. Percentages Given in Parentheses.

| PHRESENT AGE
Ever Seen lwy
n Dentise Under % 5 21 Owar 21 Toral
Yes 4% {90.9%) 1, | Bk {500, 451 ) 189 {(O7.0%) 1,708 (RG.19)
No 143 [49.65) 124 { 9,%1) B{ 2.0% 274 (13.87)
Touml 288 (14,47} 1,304 (65.76) | 981 (19.72) 1989 (100.00)

X§= 19.00, P <.000%

NOTE: This analysis was performed after eliminating the under 5 age group.
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the relationship of severity of handicap with the patient's dental

care history. Note that a smaller proportion of the

severely

handicapped have been seen by a dentist than in the other two age

groups.
TABLE 3.8.1.2. Dental Care History of the Patient as Related to Severity of
Handicap. Percentages Given in Parentheses.
SEVERITY
Ever Seen by |— 1
u Denrist Mild Mode rape | Severe Taral
Yes 601 (93.32) BT0 (8262} I 167 (70.17) I, 638 (84.65)
Na 43 [ 6.68) 183 {17.38) 71 (2983} T [1%.3%)
= = e
Tuoeal 644 [31.28) 1,093 (54.42) 238 (12.%0) " 1,935 (1O, ()
X3= 7004, P<.000%
TABLE 3.8.1.3. Dental Care History of the Patient as Related to Geographic
Location of the Patient. Percentages Given in Parentheses.
GEOGHRAPIIC LOCATION
Ever Seen by
& Dendse Lirbssn Hurul | Toml
Yes TI9 (B%. 10] 03 [(64.15) 1,712 (B&, 16)
Ha B8 {10,590} 187 {15.85) 275 (13,840
- e
Trtal BOT (40.61) L1680 [59.39] 1. 98T {100,

X1 0.41, P <005

As indicated by Table 3.8.1.3 urban patients have a better
dental care history than rural patients. This difference was
significant at the .005 level.

There was no difference in the pattern of past dental care by
sex of the patient or by source of present medical care. (See Tables
3.8.1.1A and 3.8.1.2A, respectively.)

Reasons given by families for not seeking dental care for their
cerebral palsied family member were most frequently: 1) lack of
belief dental care was necessary; 2) inability to afford it; 3) fear on
the part of the patient; 4) institutionalization of the patient; and 5)
lack of availability of the services of a dentist.

3.8.2 Dental Care During Past Year

It is recommended that there be at least annual visits to a
dentist. Nearly seventy-two percent of the patients for whom we have
dental care information met this condition. Table 3.8.2.1 indicates
that children under 5, relative to the other two age groups, were
less likely to have been seen by a dentist during the past year. This is
not unexpected since this group contains the very young, who, even
under the best possible conditions probably would not see a dentist
until the age of two.
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TABLE 3.8.2.1. Dental Care Within the Past 12 Months as Related to Present
Age of the Patient. Percentages Given in Parentheses.

" PRESENT AGE
Seen by a Dentist
in Lasc 12 Moncha Under §= %o 21 Owver 21 Toeal
Yes 127 (44,25 QOB [ T6.04) 2% (TE.TON | 1,388 (T1.47)
M 160 {5%,7%) 05 (23.96) B9 {23.30F %54 (28.59%)
Toveal 28T (14.78) 1,273 (65.56) B2 (19,670 || 1,942 (100007

3= 122,47, P < .0005
*This anelysis wes performed affor elisivating the snder 5 ape grosp,

TABLE 3.8.2.2. Dental Care Within the Past 12 Months as Related to Severity
of Handicap. Percentages Given in Parentheses.

SEVERITY
Seen by a Dearise
in Lase 12 Months MELEA bgderaie Eevere Total
Yea 520 (B1.41) 703 (68.12) 130 (56,28) I 1,3%4(71.19)
Mo 119 (18,59 | 329 (1].88) 101 {43,72) 40 {J8.8T)
Teeenl G40 [33.63) 1,082 (54.23) 231 (12,040 § 1,903 100, 00)

x3-g2.31, P < .000%

TABLE 3.8.2.3. Dental Care Within the Past 12 Months as Related to Present
Place of Residence of the Patient, Eliminating Those Patients Not
Living at Home. Percentages Given in Parentheses.

GEDGRAPHIC LOCATION
Seen by n Dennisc
in Lasr 12 Months Urkhan Hawral I Toeal )
Yes 475 (TG6.BG) 530 (83.95) B 1,025 (65350
Mo I43 {25.14) 10 36.0%) 453 (30,650
Towml G118 (41.81) B (56, 19) E 1,478 { 1040, 0y

¥3- 17,88, P < .000%

Table 3.8.2.2 shows that the less severe the physical handicap,
the more likely the patient was to see a dentist. Table 3.8.2.3 reveals a
tendency for urban patients to see a dentist more frequently within the
period of one year than rural patients.

There was no significant difference between present dental care
and sex of the patient. There was, however, a difference at the .05 level

between present dental care and present medical care. (See Tables
3.8.2.1A and 3.8.2.2A.)

It would appear from these findings that there is need for increased
interpretation of the importance of continuing dental care for cerebral

palsied patients, with special emphasis upon young children and the
more severely handicapped.
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3.9 USE OF PUBLIC HEALTH NURSING SERVICE

It is generally recognized that the community public health nursing
service can be of considerable assistance in the home care of cerebral
palsied patients.

In Minnesota, 44.77% of the patients from whom we have information
had been visited at home by a public health nurse at some time. The
percentage visited was considerably higher in rural areas (58.61%) than
in urban areas (25.00%). (See Table 3.9.1.) The younger the patient was,
the more likely he had been visited by a public health nurse; the per-
centages were 51.40% in the age group under five, 46.14% in the age
group 5 to 21, and 31.08% in the adult group. (See Table 3.9.2.)

TABLE 3.9.1. Visits by a Public Health Nurse as Related to the Geographic
Location of the Patient. Percentages Given in Parentheses.

1 GEGGRAPHIC LOCATION
Viaii by Public o,
Hd:lﬂ'l H-_lvr i lfrl_-lrl ) Rairml ] '.I.'-n-‘lf-nll
Yeu 194 {295,000 G0 (56T B (47T
No | smgrsomy | 45904139 1,041 {55.25)
Total TG (41.17) 1,108 (58.83) I, BES ( 100,00)

Wiz 207,23, P < 0003

TABLE 3.9.2. Visits by a Public Health Nurse as Related to Present Age of
the Patient. Percentages Given in Parentheses.

PHRHESENT AGE
Visit by Foblic |
Health Nurae Unider 5 5 m 21 | Creer 21 Toral
——— — 3 — T T BT TTENE RS S 1 TS
Yeu 184 (51400 | 6B (46.14) 92 (31.04) Bdd (4477
Mo | vaismio) | ce3(same | a0dcenom | voa v
Tortml | 398 (18.99) I 1,250 (6%31) 6 (15700 b 0, BES 100,00

X3= 20.72, P < .000%

Reasons given by families for not using the public health nursing
service were: 1) lack of need for a public health nurse; 2) lack of know-
ledge how the public health nurse might help; 3) lack of knowledge that
a public health nurse made home visits; and 4) lack of knowledge how
to obtain such service. (See Table 3.9.3.)

There was no significant difference in usage of public health
nursing service by sex of the patient or by the source of present medical
care (Tables 3.9.1A and 3.9.2A in the appendix).

In view of the fact that many cerebral palsy patients have multiple
health problems, it is surprising to find that only 45% of those patients
for whom we have information had actually been seen by a public health
nurse. There is need for further promotion of the use of this service,
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with emphasis on interpreting to families the contribution which
the service can make and with information on how it can be
secured. The lower usage of the service for urban patients is a
special point in need of further emphasis.

TABLE 3.9.3. Reason Given for not Having a Public Health Nurse Visit as
Related to the Home Address of the Patient. Percentages Given in

Parentheses.
GEDGRAPHIC LOCATION
Rensan LUrhan Fursl Taml
e e 5 (33.67) G (57487 677 (5513

Diid moe kmow what &
Public Healih Murse
could offer 175 (25,30) 106G (32.65) 281 123.0%)
Did mot kniow Public
Healsth Murse made

home Tisits oy (12.36) &4 {19.6T) 157 { 12.88)
Oid mor know heow oo

AITAREE = wimiE B (RS e i ] L | H.94)
Toel 731 (60610 | 468 (38.39) 1,219 { 100.00)

Xi= 7.9, 5P <10

3.10 THERAPY STATUS OF PATIENTS
3.10.1  Therapy Summary®

Nearly seventeen percent of the patients for whom we have
summary therapy information received a combination of physical,
occupational, and speech therapy, 33.79% received physical therapy
only, 5.47% received speech therapy only, and 1.42% received
occupational therapy only. Over 18% of the patients have never
received any therapy of any type.

It is of some interest that 73.56% of the patients for whom we have
summary information have received physical therapy at some time,
36.40% have received speech therapy at some time, and 29.36% have
received occupational therapy at some time.

'The findings of this section are a summary of a patient's history with
respect to therapy including previous as well as present therapy. Pre-
vious therapy is defined as any therapy received prior to 9-1-58 and
present therapy is defined as any therapy received after that date. Only
those individuals for whom we had information on all three therapy
items on the form were included in this summary. For example, if a
respondent provided information on physical therapy and speech
therapy, but left the occupational therapy items unanswered, no summary
information was punched.
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There are some differences reported by geographic location.
A higher percentage of patients in rural areas have never received
any therapy of any type than in urban areas. On the other hand,
patients living in wurban areas were more likely to have had
combinations of therapy. For example, 25.97% of the urban patients for
whom we have summary information have received all three types of
therapy, whereas the corresponding percentage for rural patients was
only 9.57%. The therapy differences between urban and rural
communities were highly significant. (See Table 3.10.1.1.)

TABLE 3.10.1.1. Therapy Summary* as Related to the Geographic Location
of the Patient, Restricted to Patients Presently Living at Home. Per-
centages Given in Parentheses.

GEOGRAPHIC LOCATION
Eammary Urban Fural Toeal
No Thempy TT (12.18) 169 {12.TH) 46 (18.43)
Physical therapy only 155 {246, 14} 294 [10,90) 451 [33.790
O capational therapy
only i 1.01) 130 1.75% 19 [ 1.41)
Speech therapy only 26 { 4. %8} | 7 { 6.4%) T3 5.47)
Physical & occupation-
il Ihtrl.rrj- BZ {13.83) | s140 687 13% 0 9,94)
l"'h:rllcll & speach
therapy BY (14000 o0 (12.13) 173 [12.96]
Oecuparionnl &
speech therapy 10§ 169 5 .G6T) | i5¢ 1.12)
ALl theee gypea of |
thermpy 1%4 (25.97) | TL 9.57) | 2% {16.48%)
e Y T A S 4 i n o s
Toeeal | 598 (44.42) | T42 {49.58) I 1,.3%% {100.00)

X3 111,67, P <.000%

*Vommrize s plysiconl, ocospatioss! amd speech thovapy.

Table 3.10.1.2 provides the therapy summary as related to the
age of the patient. As might be expected the age group S to 21 was
more likely to have received therapy than the age group under S.
However, since this is a summary of past as well as present
therapy, it is natural to expect that the "over 21" age group should
have the lowest percentage of patients who have not had any
therapy, if the availability of therapy was the same for patients
over 21 as for the other two age groups. However, the percentage
for this group is 37.33% as compared to 21.79% for the "5 to 21"
age group. This suggests either a change in the availability of
therapy sources over the last twenty years and/or a difference in the
reliability of therapy information furnished as related to the
patient's age.
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TABLE 3.10.1.2.

Percentages Given in Parentheses.

Therapy Summary* as Related to Present Age of the Patient.

PRESENT AGE

Siamim ik ry Uader 5w 71 Ower 1 Taousl
Mo thesapy BT (28.15) 243 (I1.79) 1079 [ 37.33) 439 (25.58)
Physical therapy

¥ 129 (41.75) 337 (30,220 &8 (21.58) SED [ ABY)
Decupacional
therapy only T 2.37) 11{ .99 4§ 4™ 32 1.84)
Speech cherapy
oaly Gl 1.949 Tr{ 6.91) 9 3.08) 92 { 5.34)
Plysical & nccapa-
thrnal cherapy 33 {10.68} 100§ B.9T7) 60 B.I1Y 159§ 2.27)
Physical &
speech cherapy 18 { 5.8} 141 {12.64) i 0T 188 { LO.9a)
Oeoapatiosnl &
speech cherapy af 0 ) i5( 117 41 1.0 il ]
All three ypes of
thernpy 25 { 9.38) 193 {17.531) 58 (15.01) a0 (15.1%)
Taial M 101 | LS 0Ty | 292 (17020 N 1.TEG {100, 00)

*Summarizas ployaical, eccwpatfonal amd apeach therdpry.
¥T =103.13, P <.000%

Note: This x* was computed after grouping in the following manner: no therapy;
physical, occupational or speech therapy only; and combinations of therapy.

TABLE 3.10.1.3.

centages Given in Parentheses.

Therapy Summary* as Related to Severity of Handicap. Per-

EEVERITY

Summary Mild -I_h:l:rll.r Sewere Totnl
Mo cherapy 113 (20.81) 212 (22.465) 108 (50.95) 433 (25.61)
m’licﬂ therapy

¥ 237 (43.65) 225 (24.04) 54 (25.47) 516 (30.51)
Decupational
therapy oaly 15( 2.%% 17{ L.B2) i1 d4T) M L.B3
Speech therapy
aaly 28 ( 5.18) 61 ( 6.52) 20 ) o1 { 5.38)
Physical & occupa-
tional therapy G4 (11780 T6 { 8.11) 17 { 8.0} 157 { 9.28)
Physical &
speech therapy 42 ( 7.73) 135 (14.42) 104{ 4.72) [T {11.06)
Decupational &
spiech ihefapy 40 -T4) 124 1.28) ot o % i -93)
All 8 pypew of
therapy 42 ( 7.73) 198 (21.15) 20 ([ 9.43) 260 (15.38)
Tatal 43 321 B34 (55.9%) 212 (12,545 § 1,491 {100,000

*Summiprize s plrynical, oocuparional aad speech Fhesapy.
h-: = 19700, P < .0004%

Note: This X* was computed after grouping in the following manner: no therapy;

physical,
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Table 3.10.1.3 gives the relationship of therapy with severity of
handicap. Inspection of the table reveals that the severely handicapped
were less likely to have received therapy of any sort than were the other
two severity groups. On the other hand, the mildly handicapped were
more likely to have received physical therapy only, than were the other
two severity groups, and the moderately handicapped were more likely
to have received all three types of therapy, than were the other two
groups.

There was a significant difference in the relationship between the
therapy summary and sex of the patient (Table 3.10.1.1A in the appen-
dix).

With the high frequency of neuromuscular and speech involvement
among cerebral palsy patients, one might have expected the percentage
of patients having therapy to be greater. The special need for services of
patients in rural areas is again demonstrated.

3.10.2 Status of Present Physical Therapy Service

A total of 22.36% of the patients were currently receiving therapy
(i.e., since 9-1-58). The percentage was slightly higher (Table 3.10.2.1)
in urban areas (23.87%) than in rural areas (21.18%), but the difference is
not significant. Most patients receiving physical therapy received it at
least once a week, and the majority received it daily. (See Table
3.10.2.2.) The sources of current physical therapy are listed in Table
3.10.2.3. The most frequent source was the school, which provided
therapy more in urban than in rural areas.

In conclusion, slightly more than one-fifth of the patients were
receiving physical therapy currently. The largest source was the schools,
which means that this source is restricted to children of school age.
Rural patients are again demonstrated to be at a disadvantage.

TABLE 3.10.2.1. Present* Physical Therapy Status as Related to the Geographic
Location of the Patient. Percentages Given in Parentheses.

GEDGRAPHIC LOCATION
Present Physical Therapy | rhean Hural Toml
Tes 165 23.8T) DI 18E) 3.'9-#:.]2. .}E'I-
Mo SOOLTE. 1) TRB(TH.BL) L, MaB{T7. 64}
Taml TV 43.98) N'.r[‘!-ﬁ..llli'll LT IE;DE:I]

XT =167, .0<P<.20
"D fimed an thovapy aftar Saplember 1, 1958,
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TABLE 3.10.2.2.

Frequency of Physical Therapy Sessions for Those who are

Presently* Receiving Therapy. Percentages Given in Parentheses.

Feequency ol Therapy Muambes
Dadly 180 57,69}
§ i & Emes per wrrk 304 11.54)
I timen par week A5 14,7 4)
Once o week N 9.62)
§ or lewer times a mopth 2 E40)
Toml | §12{100.00)

*Defined as therapy after September 1, 1958.

TABLE 3.10.2.3.  Source or Sources of Current* Physical Therapy as Related to
Geographic Location of the Patient. Percentages Given in Parentheses.

GEOGRAPHIC LOCATION |
Source | T T T
Schiool B 51160 AT W0 1 2) i 130 41.B%)
Privape®® IO IDG2Y B 1% 350 GO0 0. 4%
Public hospiml 2 14.55) a0 VR0 | S 16 209
Private hospil 5L 181161 20 &.TLN
"“Ouber privaga'tees A LIM L6 10.32) 18 %.7%)
Puldic health agency 5 L9 11 7.183 14 4473
Samre haspival af %.70] (TN 10 119
Casp 16 65 o o] i 32
Oher | aim o 2.59) 6 1.92)
Toesl L5050, 48] 1554850 314 100,00)

* e fimed as therapy after Sepiomber [, 1955
=o P havapy glven by a registered therapist om a privafe boxis.

seefberapy glves oe @ privale baosis fo which U e sof cerfaie as fo whether or
i @ regisfered therapist was fauoived

3.10.3 Status of Present Occupational Therapy Service

A total of 11.29% of the patients from whom we had occupational
therapy information were currently receiving occupational therapy
(i.e., since 9-1-58). The percentage was higher in urban (16.91%) than in
rural (6.85%) areas (Table 3.10.3.1.). Nearly all patients receiving
occupational therapy received it at least once a week (Table 3.10.3.2
). The sources of current occupational therapy are listed in Table
3.10.3.3. The most frequent source is the school, predominantly for
children in urban areas.

Slightly more than one-tenth of the total number of patients
from whom we have occupational therapy information were currently
receiving occupational therapy. Because the most frequent source is
the schools, this particular service is concentrated to a large extent

on children of school age. Rural patients are again shown to be at a
disadvantage.
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TABLE 3.10.3.1. Present* Occupational Therapy Status as Related to the
Geographic Location of the Patient. Percentages Given in Parentheses.

s GEDGEAPIIC LOCATION |

f B s il e i e A ot A

Decupadonal Thempy L rhan T Faral | Tocal
Yes 11%16.91) B 6.8%) 174(11.29)
No FE4BL.0D) BOA 5. 1%} 1, 567(BR. 71}

— S - —— ol e e T e
Toial GAN 44,155 BG1(35.B7) LS00 100, 00

;!{'f = 17,38, P < 0005
*[hafimed as thovapy afler Sepiember |, 1958,

TABLE 3.10.3.2. Frequency of Occupational Therapy Sessions for Those Who
are Presently* Receiving Therapy. Percentages Given in Parentheses.

Frequency of Thempy Numbser

Taily SIC 35.69)

3 o 5 times weekly 3N I3.02)
7 dmes weekly 410 ¥, 50}
Once weekly LA B.G3}
4 or lewer times monshly W 2.16)
Total o 139( 100,00)

*Defined as therapy after September 1, 1958.

TABLE 3.10.3.3. Source or Sources of Current* Occupational Therapy as Re-
lated to Geographic Location of the Patient. Percentages Given in

Parentheses.
GEOGHAPHIC LOCATION
SomireE Urhan | Ruagal Toeal
Schoal G554 30) 19 35.19) B2 48, 14)
Frivate 1530, 17) 1527.78]) SOL20. 400
Public honpital & 5,17 16,67 15 B.82)
Stape hosploal 5 4.31) L1 01} LIE G 4TS
Public healith agency 2 L72) M T.4l) & 1,53)
Pravate hospial 4 3. 45) 1 185 M I.94)
“"Oigher prvate™ T ] o o ) il 59)
— T e i T el [ —— -
Tatal L0 6. 24 b 540N 1. T 170 LR, 0]

* e finnd as thevafey after Septomber |, 1955

3.10.4 Status of Present Speech Therapy Service

A total of 12.95% of the patients for whom we have
information were currently receiving speech therapy (i.e., since 9-1-
58). The percentage was higher in urban (16.19%) than in rural
(10.46%) areas. (See Table 3.10.4.1.) Most patients receiving speech
therapy received it at least once a week. (See Table 3.10.4.2.) The
sources of current speech therapy
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are listed in Table 3.10.4.3 and indicates that the school is the
most frequent source of speech therapy.

Slightly more than one-tenth of the total number of patients
from whom we have speech therapy information were currently
receiving speech therapy. Rural patients are at a disadvantage. Here
again, the schools represent the primary source of speech therapy,
and the service, therefore, is concentrated on children of school age

to a large extent.

TABLE 3.104.1. Present* Speech Therapy Status as Related to the
Geographic Location of the Patient. Percentages Given in
Parentheses.

GEOGRAPHIC LOCATION

Fresent Speech Thempy [R5 Bamml Tocal

Yes 1081 16, 19) 110, #63 151 1.95)

Mo S59(83.81) TIHED. 540 1, 338(87.0%)

Total G743, 40) BT 0 6. 50 1, 5370 10a0, D0

X7 =10.50, P =.001

*Dafiwed as therapy afier Seplomber |, 1954,

TABLE 3.10.4.2.

Frequency of Present* Speech Therapy Sessions. Percentages
Given in Parentheses.

Frequency of Sessions Number
Diaily 4 24. 390
3 o & imes per week M 1T.68)
2 fimes per week M 6. 59)
Once a week 23 15.24)
4 or fewer rimes & monts 1N 6. 100
Toveal 16HAL 1040 D0

*Defined as therapy after September 1, 1958.

TABLE 3.10.4.3.

Sources of Current* Speech Therapy as Related to Geographic

Location of the Patient. Percentages Given in Parentheses.

[ EE‘JGMFH}C LOCATION

Sonirce Urh®n Hural Taoml

Schoual BT 100 SH 373 13566.82)
Private D61 4, 28 121533} 2813.86)
Public hospioal 5 d.46) 5 55060 I 4.95)
"Ocher prlvae" 1. B BB 1K 4.95)
Public bealth agency i L79) N T.78) M AL d6)
Camnp i B9 3 3.33) W 1.98)
Soate bivspioal A 1.79) U Lt M 1.48)
Chiber 1 1.89) H 2321y 3 1.48)
Toral | 105543 | 90445 203 100,00)

*DNefined as thordpy after Sopiember §, 1958
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3.11 EDUCATIONAL STATUS OF PATIENTS
3.11.1  Ability of the Patient to Learn

The questionnaire contained an item requesting information on the
patient's ability to learn. The respondent was asked to classify the
patient's ability to learn as either a "Fast Learner', "Normal Learner",
"Slow Learner", "Moderately Retarded", or "Severely Retarded". It is
recognized that the data reported must be questioned with respect to
reliability and that the response to an item like this is probably not made
independently of other considerations, such as severity of handicap.

With these remarks in mind, Tables 3.11.1.1 and 3.11.1.2 are pre-
sented. Inspection of Table 3.11.1.2 shows the relationship between
severity of handicap and ability to learn. Few patients who were con-
sidered to be fast learners were severely handicapped while very few
severely retarded patients were mildly handicapped.

There was no difference in the reported ability of the patient to
learn, by geographic location or by sex of the patient (Tables 3.11.1.1A
and 3.11.1.2A in the appendix).

TABLE 3.11.1.1.  Ability of the Patient to Learn as Related to Age of the
Patient. Percentages Given in Parentheses.

| PRESENT AGE

Abdliry o Learn Under 5 T 21 Ower 21 Toeal

Fast 515, 48) 11 §.200 4K 1L 16) 2164 10.80]
T pmal 1004 3. 663 3010 30, 24) 11X30.27) G4 30, 22D
Slow A5 16.58) T 22, 20) G0 16.49) T 19861
Moderntely Remrled G 19.94) 237( 18, 3%) G 1T 84) T 18.51)
Severely Remnded _ﬁ'-"i 19.94) __.'L‘_'S-E!Iflﬂ',ﬂ-ﬂfl B 1“!-_2_'_13 413 30,61
Toeal 336016810 | 5, 2946468} FTOCIE. 518 U 15090 100, 00

¥3=72281, P<.00%

TABLE 3.11.1.2.  Ability of the Patient to Learn as Related to Severity of
Handicap. Percentages Given in Parentheses.

SEVERITY

Abiliny @ Leam Bl Maderane LEvVErE Tomml
Fast 109 17.78) B H.48) B 3.21) 205 14, 75)
Hormmal 285 46, 490 2660 25.63) I 6.43) SET020.84)
Elaw L5024 4T 1221 19) 10{ 4.02% 3808 20,00 )
Moderately Retarded 62010100 2570 24.76) 1165 JH8(18,32)
Severely Retanied T L14) 0T 19.94) 16607 4.70) 4008 21.05)
Tagal G132, 25 | 1,038(54.63) JEM13 1) 0 1,900 100,00)

Xg = T02.25, P <.0005
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3.11.2 Education of School-Aged Children (5 to 21 years)

At the time the information on these patients was collected
slightly less than two-thirds (63.48%) were currently in school.
Nearly twenty-eight percent were in elementary school (kindergarten
through grade 6) while nearly eighteen percent were in junior or
senior high school. About two percent were presently in college
(Table 3.11.2.1).

There were some differences in the various age groups. While
almost 70% of the children aged 5 to 10 years and 10 to 15 years were
in school, only 48% of those in the age group 15 to 21 were in school.
(See Table 3.11.2.1.)

There were some differences by severity of handicap. Nearly
86% of the mildly handicapped were in school, in contrast to 59.74% of
the moderately handicapped and only 8.39% of the severely
handicapped. A small percentage of the children and youth who were
moderately handicapped were in junior high school or beyond. None of
the severely handicapped were beyond the kindergarten level (Table
3.11.2.2).

There were some differences by geographic distribution.
Slightly over 40% of the rural children were not attending school, in
contrast to 31.45% of the urban children. Nearly 23% of the children
in urban areas were ungraded while this percentage was 11.75 for
children in rural areas. This probably indicates an area difference
in facilities available for ungraded children. (See Table 3.11.2.3.)

TABLE 3.11.2.1. Relationship of Present Grade in School with Present Age of
the Patient. Percentages Given in Parentheses.

PRESENT AGE |
Present Grade Under 5* 5om 1 1 15 15 21 | Taal

h.Tl:lI:—rrl wentl S
wetending I Gal47.42) | 144030, 120 | 138(30.5%) | 15752 16) 485 36. 520
Ungraded ! ™ 9250 II AT 18. 200 ! 982168} | T4 7.97) 218{16.42)

Kindergarien I ALOTY | 160 3.35) L W a ] £ W63}
Isror Jad grade | B 9.28) | 92{19.24) M .66) I .33 105 7.91)
ed e dith grade o o !I 202 | 16 A 54) o 0} 11% E.531)
S or Gth prade L1} il B.58) ( SE(1X8F) I 3% 100 T.55)

L

Teh wr Beh prade o o) If 20| dC1637) 4 Li%) T 5.9%)
0 ) H 0 )| GHldi6) | 9330 ) IS 10750
U

[iigh schoal K
College | o m 0 ) I | 2X 7.31) _1__3d__|.‘.!’_3.!_
Tocal ! an 7. J!'.IrT ATH RS, ) | 4520 5404) | 3302267 1] 0, 3280 100.00)

*The individuals under 5 in this group, particularly those in the 1st and 2nd grade,
suggest a classification error on our part. Age was determined under the assump-
tion that all forms were filled out on January 1, 1958. Certainly this assumption
introduces slight errors in age classification, particularly for those forms re-
ceived well after that date.
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Analysis of present school attendance as related to presence of
visual defects produced a significant x? (Table 3.11.2.4). The
comparison of present school attendance as related to the presence
or absence of hearing defects shows little variation, although children
with hearing defects were more likely to be ungraded than children
free of such defects (Table 3.11.2.5).

As would be expected, analysis of school attendance by reported
ability to learn revealed some differences. The fast and normal
learners were more likely to be attending school than the other three
groups. Only 13.96% of the severely retarded and 58.62% of the
moderately retarded

TABLE 3.11.2.2. Relationship of Present Grade in School with Severity
of Handicap. Percentages Given in Parentheses.

SEVERITY

Present Grade nikld Moderste Severe Total
Mot presencly

amending school GH1LTTI 6 0. 260 1420216110 ATH 36T
Ungraded 7 7.84) 164 24.93) J 11X 7.74) W16 58)
Kinderganien oW O1.91) l 80 .TE) I 69 4B 5.T4)
1scor Jad grade 4% 901y a9 B.aT) o 0 ) 10X 7.594)
Ardl or 4th grade TH1529) | W .93 o 0 3 11 B.ED
Sth or Geh grade X114 13 1.07) o 0 )| 9% 7.
Teh or Beh grade SI10.81) | 200 3.04) o 0 3| 7u sm
High school L1 24 36) % %3 o o) 153H11.6T)
College 18{ 3.81) % 6 of o ) 2w oL
Towml CTA6.73 | 63851210 | 155(12.06) | 1,28% 1L00.00)

TABLE 3.11.2.3. Relationship of Present Grade in School with Geographic
Location of the Patient. Percentages Given in Parentheses.

GEDGRAPHIC LOCATION

Present Grade Urhan _!?I.';rll Taial
Mot presently mroending achoo| 175 AY) {0 40, 345) A0 L5 60)
Uinigraded 126(22.9]) OXILTS) 21B 16. 3%
Kindergaren 27 4 2 1.81) 4 LGB)
1s oF Pad grade I 45 H,18) Gl 7.7 TGl T.95)
jel or itk grade | K .09 4% B.0% LI¥ H.48)
Seh ar Gth grade 410 T.435) 59 T.53) 1K 7.50)
Teh or Bth grade 24 4.38) 55 T.01) TR 593
High schaal S5 10,00 ) [LTER )] 1%60 1 1.70%
Callege o L.G4) 14 1.79) 1% 1L.73)
Tireal 4126 | THAER.T4) 1,333 100,00)

Xg = 4216, P <.000%
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attended school, in contrast to 75.52% of the slow learners and about
84% of the normal and fast learners. It is interesting to note that even
15% of those reported with normal or above normal ability to learn did not
attend school. (See Table 3.11.2.6.)

No significant difference was found when school attendance was
classed by sex of the patient. (See Table 3.11.2.1A.)

TABLE 3.11.2.4. Relationship of Present Grade in School with Presence or
Absence of Eye Defects. Percentages Given in Parentheses.

EYE DEFECT
Present Grade Yeu* Ma I Toeal
Mot presently amvending
school 18X 51370 JTeiIT. A1) 458035 30)
Ungraded o6 17.02) 1208 16.44) 2B 16690
Einderganen 18 3.19) 55 4.2%) 489 179
1se thru fob grade 12 32.87) 180 15. 48] 315024340
Tih or Hth grade 38 6,741 A 544} 7Bl 6.0%)
High school Bl 14,895 TH 9.73) 155(11.96)
College 17 A.01) & B ¥ 1.7E)
Toreal 64 43.59) | TN 5h.41) 1, 294K 1 0a0, 0 )

X5 = 2119, P <.005

*Classed in this group are 18 individuals who were considered blind; 14 of whom
did not presently attend school; 1 who was ungraded, and 3 who were in ele-
mentary school.

TABLE 3.11.2.5. Relationship of Present Grade in School with Presence or
Absence of Hearing Defects. Percentages Given in Parentheses.

HEARING DEFECT |
Present Gowde Yen® h__ Mo d Taoial
Mot presenty arvending |
achoal 3(27.397) 4320 37.08) GB350 )
Ungraded 32424 1B101%.54) 1IN 16420
Kindergarren ¥ I 44 1.78) 4N %62
1st thrw fich grade 35026, 51) 2B 24.0%) 1S 24.29)
Teh or Bih grade o 6.82) GBI %.84) TH 5.54)
High school 112 82) LIN11.9%) 155(11.95)
Callege I .7E) 2 1.B0} M LTOY
Toml 15310, 18) L 165BE9B2)} 1. 2971 106D Dy

X3 =10.%, .10<P <. 20

*Classed in this group are 8 patients who were considered deaf; 1 of whom was
ungraded; 2 who were in elementary school, and 5 who did not presently attend
school.
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It is significant that about one-third of the school-aged group were
currently not attending school, including 15% of the children reported to
be normal with respect to ability to learn. The special needs of the teen-
age group for more school sources are demonstrated. Rural school children
are at a disadvantage, as are the moderately and severely physically

disabled.

TABLE 3.11.2.6. Relationship of Present Grade in School with Ability
to Learn. Percentages Given in Parentheses.

ARILITY TOLEARN
Present Fast Normal Slow |Moderutely| Seyerely
Grade Leamaer Learner | Leamer | Retarded | Retarded Toeal
Naot
rhlnll:lr
(1= o 15973 S91%.20% TL24.48)) 96{41.%83 | 22086043 4670 86.29)
Lin gradesd 5 4200 TN 6T WHIT.Z4)] PRHM0.9% | VHIASTM| 207 15.08)
K tindeds
EufEn B 6.7IN IN S.41)] 1% 5.17) oW 1.7 of O ) 4B 1.7%)
152 th
fieh p::ir SO[42.02) | T4% 36,86} 95(3LTE)| 2% I10.7H) L H'_IL Rl 24 400
Teh or Hib
grade IMIDPT)| 4XM1.08) I8 &.21) M o1.2m| o @ ) TH 5.28)
Hi
ld?hﬂ-ﬂ-l IO 16,81 EH:I:I.I.‘:!]; WL ™ o388 o 0 ) I5MILTH)
Callsge # LAT) 16 4.12) M LO%| W O ) o 0 ) ¥ L.7%)
Tatal LIS 92500 MBE W0 150 ZD002 2, 5301 233 16.0%) ) 356 20005) 81, ZR7{ 100, )
3.11.2.1  Type of Class or School in Current School Attendance

Fifty-eight percent of the children for whom we have education in-
formation were attending a regular class in regular schools, 30.40% were
in a special day school, and the remainder, 11.38%, in a special class in
a regular school.

TABLE 3.11.2.1.1.
the Geographic Location of the Patient. Percentages Given in

Type of School Presently Being Attended as Related to

GEOGRAPHIC LOCATION
Type af School Anended 1rhan Hursl Tomml
Regular class in segalar school 155040, 90) 34107200 496058, 27)
Special class in & regular achool f3010,82% i1 1. 84) FH1L.38)
Special day school 183 48, 29 T 16,07) 29530, 40)
Toal o ITHA4.48) | 47555 || 842100.00)

Parentheses.

X3 = 107,22, P <0005
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There were some differences by geographic distribution. A higher
percentage of children in rural areas were in regular class and a lower
percentage in special day schools than urban children (See Table
3.11.2.1.1.)

There are also differences by age of the children, although the
distribution for patients aged S to 10 and 10 to 15 is quite similar. The
majority of youth aged 15 to 21 years were in regular class (73.95%),
and a lower percentage (15.49%) were in a special day school, compared
with children aged 5 to 10 or children aged 10 to 15 (Table
3.11.2.1.2).

The relationship of severity of handicap to type of school
attended is given in Table 3-11.2.1.3. Most of the mildly
handicapped children were in regular class, (82.81%), while 50.38%
of the moderately handicapped were in a special day school and one-
third (33.84%) were in a regular class.

It is of some interest that there is no large difference in the
school

TABLE 3.11.2.1.2. Type of School Presently Being Attended as Related to
Present Age of the Patient. Percentages Given in Parentheses.

Type of School PRESENT AGE

Artemded Umder 5% 5 m 10 00 e 15 1%m 21 Toml
Regular class in

regular school ZEATAL) | IEB(RALEL)| 1EICTV,46) | POMTIOEN| 400038 22)
Special class in |

& regular school A ST ABC13ALY) 3300480 | 1S(10.56N FT11.38)
Special day school | ZW51.92) | 109(31.79)] 101(32.06) | 2215498 290 4. 400
Tioal 5 6.00) | 34440.26) 3193697 | 142 lﬁ-ﬁ'-'ﬂl'!ﬂ-l'lml,m“

¥i =378, P< 000%
*Ths groap was alimimtiod for the Hlmh:i!.

TABLE 3.11.2.1.3. Type of School Presently Being Attended as Related to
Severity of Handicap. Percentages Given in Parentheses.

Attemded Mild Maderaee Savere Tueal
R-:;ull; clazs in

reguiar school IMZABLAELI 135 31.84) 10 B.33) 476058, 190
Epl:i.'i.ll clans ki &

regular schasl X T.75) &3 7.75) o o) TACLT. AT
Special day school YN 9.44) L1 S0, 38} 1 1491.67) 2480 30, 52)
Taoaal 155049 | WURO4) | 1N L.47) B 180 1), 0i)

¥i=227.19, P <.0005
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placement of those children with and without an eye defect. This may
be due to the fact that some of the eye defects may be of a very mild
nature. A special study is indicated, including a study of the 223
children with an eye defect who are in regular class and the 112
children with an eye defect who are in a special day school.
Incidentally, it is of interest also that two blind children were in
regular class. (See Table 3.11.2.1.4.)

Over 39% of those with hearing defects were in regular class,
19.59% were in a special class in a regular school and 41.23% were in
a special day school. These percentages may be compared with the
group free of hearing defects. There are some marked differences. (See
Table 3.11.2.1.5.) It would be of some interest to study the children
with hearing defects who were in special day schools.

As would be expected, the more retarded the child, the more
frequent the placement in a special class or special day school.
Nevertheless, 128 "slow learners" and 26 moderately retarded
children were in regular class, reflecting a need for additional
special classes or more careful placement of children within a
school. (See Table 3.11.2.1.6.)

TABLE 3.11.2.1.4. Type of School Patient is Presently Attending as Related
to Presence or Absence of Visual Defects. Percentages Given in Paren-

theses.
| EYE DEFECT
Type of School Attended Yeou* Mo Toral
Regalar class in regular schoal T35 5. 36 JGHE 5B, 3G 058, 31
Special cless in regulnr school T 1 2. 50 S 10.8T) | 9W11.52)
Special day school | RLAEN. XD 1434 30,67 ) 2540 ¥, 178
Tocal | AN 0 5 4.563) B4 20 1040, R

X3 =.HM, .TO<P <.80

*This includes a total of 5 blind individuals, 2 of whom attended regular class
in regular school, 2 who attended special class in regular school and 1 who
attended a special day school.

TABLE 3.11.2.1.5. Type of School Patient is Presently Attending as Related
to Presence or Absence of Hearing Defects. Percentages Given in

Parentheses.
|||-..'I.:H.’."‘-|ll__|. rﬂ-.F'-:f:T
Type of School Aremded Yes Ma Toeml
Regular class in regular achoal W08 | ASIELO3) ABO{ 58, 50)
Special clans in regular school L9 19. 5%} TTE10,42) 96{ 1 1. 48)
special day scheol AD{41.23) 211(28.55) 250{ 10,02}
Total o7 11600 7 $9(RH. 40) B 36 100.00)

X =17.88, P <.0005
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There is no difference in type of school attended as related to sex
of the patient. (Table 3.11.2.1.1A in the appendix.)

In conclusion some special needs are demonstrated. They are:
1) The need of rural children for more special classes;

2) The need of the moderately disabled for special classes;
and

3) A study of the services needed by cerebral palsied children with
visual or hearing impairment.

TABLE 3.11.2.1.6. Type of School Patient is Presently Attending as Related
to Ability to Learn. Percentages Given in Parentheses.

ARILITY TO LEARN
Type af oM iy e ———1—— -
School Fast Mormal Slaw —lﬂudrmulr; Severely
Arresded Leamer Learmnes | Leamer Bemnrded | Retarded ] Tocal
Hegular
class in
e gl wr I |
sclvol TRTS.49) | 257076, 940 12057663 26019400 of 0 )| SE&39.07)
inl
E:T::: in
[ e
school W 981 306 5599 INIL16N 400F.8%% SOILTIN 93011.26)
Special duy
uchool 24(23.53)| STOI7.07H GTO30.18) G8{MLTI) IHBI. 298 24 29.67)
Toual | VO 12350 33640, 43| TT2OD6.EEY 134016, 225 S4 4. 120|826 100, 00)

3.11.2.2 Home Instruction

The number of children reported to have a home teacher was small,
totaling only 38. The largest group was ungraded (23). Since many of
these children have multiple handicaps (e.g., visual, hearing, and in-
tellectual) this group of children should be studied. (See Tables 3.11.2.2.1
through 3.11.2.2.3.)

It is of interest that of the 38 children with home instruction, 3 lived
in an urban area and 33 in a rural area. Of the 38 children one was under
five years of age, fourteen were S to 10 years of age, fifteen were 10 to
15 years of age, and eight were 15 to 21 years of age.

Of the 262 school-aged children (5 to 21) in institutions, only 50
were reported to be receiving any education (19.08%). This situation
should be reviewed.

It is desirable that as many children as possible receive their edu-
cation in school. Nevertheless, home instruction can serve a useful pur-
pose for certain children. When the entire educational plan for children
with cerebral palsy is reviewed, the question of provision of home instruc-
tion should be included.

96



TABLE 3.11.2.2.1. Visual Status Among Patients Reported to Have a
Home Teacher. Percentages Given in Parentheses.

EYE DEFECT
Present Grade Yes 1 Mo Taoial
Un graded 14(77.78) SL45.0070 2360.52)
lsc duru Bih grade #23.33) 0 500000 L& 3684}
High school of 0 ) I %000 I{ 2.63)
Toal 18047, 373 25 2.65) 36( 100, 00 )

X3=436, P10

TABLE 3.11.2.2.2. Hearing Status Among Patients Reported to Have a
Home Teacher. Percentages Given in Parentheses.

HEARING DEFECT
Presenr Grade Yen Mo Tosl
Ungraded (35,0 22E4-71) 250G 52
1wt thro Beh grade 75.00% (WL YA LY L Nt Bl
High school of O 3 [ L94) 1 Z6%)
T e e
Toial | 4 10.5%) L4iED.ATH X80 1 0e0. OO

3= 283, . W<P<. W

TABLE 3.11.2.2.3. Learning Ability Among Patients Reported to Have a
Home Teacher. Percentages Given in Parentheses.

LEARNING ABILITY i
Fast or Slow : Moderueely
Present Grade Momal Leamer Lesmer Hetarded Tozal
Ungraded TG 6T B S0, D0} TIHT. 5} 20{57.14)
Isr thru fth grade 56T ] 0. D) T )] 18 40.007%
High schonl 1 6.67) o o} o o) I 2.B6)
Tacal 19 42.B6) 1204 200 B[I12.86) 5[ 100 00)

3.11.2.3 Level of Education of School-Aged Children not Presently in
School

Of the 1,403 school-aged patients for whom we have education in-
formation, 297 had never attended school, while 146 patients, although
not presently attending school, had attended school in the past. (See
Tables 3.11.2.3.1 through 3.11.2.3.3.) As would be expected, the more
mild the degree of handicap, the greater the proportion who have ever
attended school. None of the moderately handicapped attended school
beyond high school, and none of the severely handicapped beyond the
sixth grade. The proportion who attended school was greater for urban
than for rural children. There was no sex difference in school attend-
ance. (See Table 3.11.2.3.1A.)
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TABLE 3.11.2.3.1.

Patient. Percentages Given in Parentheses.

Highest Grade Completed as Related to Present Age of the

s PRESENT AGE

Completed Under 5 [ 5w 10 Moo 15 | 15w 31 || Towml
Never arended school | 41(97.62)] 106(79,70)| =8r9.03)| sx36.11)]@M6T.00
Ungraded W 2.38) 215043 1M15.32) 321530 7H16.03)
Kimdergurien W o] M .26 i Bl N 1.39) Bl 1.3%)
Tue ehiru ieh grade o o) & 3.0a) M 3238 10 T.eA4 1T 429
Tth ar Ath grade o oy of @ 3 A 161 10 &.94] 12 27D
Migh schoal o 0Y o o) o o3 sNIRTON 3T 8%
College X O ¥ o Q] om o) i &7 u .2%
Toml 420 5.4y 13330.02)| 124027.99)] 144032, 50 4430100.00)

TABLE 3.11.2.3.2.

cap. Percentages Given in Parentheses.

Highest Grade Completed as Related to Severity of Handi-

SEVERITY

Highest Grade Compleed Mikd Maderaine Severe Total

Never anended schoal G 984 | 1G406T.ZL) | LITVR4.39) || BT 660
Unigraded L0 1. 30 321.72) 6 4.84) G0 160y
Kindergarien I L.&64) Y 2.0% of o ]'. & 1.40)
Isx thru Gch grade 1% 8.2 1 4.9 I -Bl) 1BL 420
Tth or Brh grade M14.7%) ¥ 1.23) o o} [2 2.B0)
High schoal 24T, 34) N 2.87) LU | 3 B9
Caollege 1 1640 M @ ) o @ ] W .23
Toal GLI14.22) | 2480%6.88) | 124028.900 || 429(100.00)

TABLE 3.11.2.3.3.

tion of the Patient. Percentages Given in Parentheses.

Highest Grade Completed as Related to Geographic Loca-

GEOGRAPHIC LOCATION

Highest Grade Compleced Uebam Kuwral ‘l'uli.ll

Never arrended school FalG0.65) 2037045 2OTET.04)
Ungraded ¥ 25.16) 31111 T1E16.03)
Eindergasen i 68 WL ol 1.3%)
1ax thru Gth grade b B 51 14 4.B6) I 4.29)
Tih or Beh grade M L9d) W 31D 12 371)
High schoal 1% 8.39) 24 A.1%) 7 B3N
Callege 6 o ) it .44 W 2%
Toal N s ZBB(65.01) 4430100, 00)

Xg= 16,45, P <.025
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3.11.3 Previous Education of Adult Patients

Nearly 32% of the total group of adult patients on whom there is
information had never attended school. Eleven and one-half percent had
spent 1 to 5 years in school, 7.66% had spent 6 to 7 years in school, and
7.89% had spent eight years in school. Nine and one-half percent had
spent 9 to 11 years in school, 11.72% had spent 12 years in school, and
20.09% had spent 13 or more years in school. (See Table 3.11.3.1.)

There were some geographic differences. There was a higher per-
centage of rural adults (38.47%) who had never attended school than urban
adults (22.82%). Furthermore, patients with urban home addresses were
more likely to have attended school longer than rural patients. (See Table
3.11.3.1.)

TABLE 3.11.3.1. Total Number of Years Spent in School as Related to Geo-
graphic Location of the Patient. Percentages Given in Parentheses.

Toeal Mo, of years GEOGRAPHIC LOCATION

Spent in School Urhan | Ruarml Total
Never attemiled schoal &N 22.82) a0{ 38.47) 132 310.59)
1 =5 years 2311.96) (1111} 4B(11.48)
6 =7 yenrs 1 7.07) 19 8.12) 3 7.66)
B yenrs 11 5.98) 2 9.40) IY 7.89)
9 - 1] yoars 19(10.33) 21 8.57) 4 9.57)
12 years 25(13.98) 24010.26) AN1L72)
13 years 1¥ 7.07) 70 2.99) 20({ 4.76)
14 - 20 years 392119} 25 10.68) 64(15.31)
Toml 184 44.02) 234(55.98) 418 100.00)

¥32= 2192, P <.00%

TABLE 3.11.3.2. Total Number of Years Spent in School as Related to Severity
of Handicap. Percentages Given in Parentheses.

Total Mo, of Yeurs — SEVERITY

Spent in School Mild Moaderme Ceavere Taml
Never smended scheol 4. ab) T2 31.0%) SO(ED, 28) || 127(31.75)
1- %years & 53680 0 16, 38) X 35N 4601 1.50)
&= 7 years o H.04) 2N B.48) o 0 3 I T.TH)
8 vears I 4.04) 23 9483 o a3 1N B.00)
9= 11 yemrs LS 1 4. 230 I 7.3 I 3.57) % B.T5)
1 yenrs I5(22.31) 21 B.0%) i 1.79) 1175
13 years 14 12, 50) 6 2.5 ® 0] 20 5.040)
'!-i- 20 yeoars IT24.11) 3401 4.66) il 1.79% &2(15.500
Tioeeal 112{28.00) | 233(58.00) Sl 14000 [ 4004 1040, D)
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There were some differences by severity of handicap. Most of the
severely handicapped (89.28%) never attended school, while 31.03% of the
moderately handicapped and 4.46% of the mildly handicapped had never
done so. In general, the mildly handicapped had attended school for more
years than the moderately or severely handicapped. (See Table 3.11.3.2.)

Fourteen percent of the adults for whom we had information had
attended college; an additional 14.18% had completed senior high school.
The proportion completing senior high school and attending college was
greater among urban patients than among rural patients. (See Table
3.11.3.3.) The proportion completing high school and attending college
was also higher for the mildly handicapped than for the moderately or

TABLE 3.11.3.3. Highest Grade Completed as Related to Geographic Location
of the Patient. Percentages Given in Parentheses.

GECGRAPHIC LOCATION

Highest Geade Completed Ll has  Reral |} Towl
Wever arreaded school A Z2.83) O AT 13N 51.21)
U grmd ed 33U 17.93) FLCLEATH G4(15.1%)
151 = Sab gracde o 4,89 17 700 36 615
Gk = Tob grade o 489) 201 8.3 20 6.86)
Hah grade 11 5.98) 19 7.9%) V050
i = [1eh grade 1N 5.52) K &.I8) N 3.20)
12th grade 13 17.95) ITCLL.3a) 0 1. THY
18z yeur collegs 1% 7.07) 10 d.&0) 24 5.67)
2nd = Sch year college I3 11.96) 14 5.84) ol B.%1)
Toeml 1B 4 41. %0} 250 96,90 - 42 % 100.00)

XTw2z24, P<.004

TABLE 3.11.3.4. Highest Grade Completed as Related to Severity of Handicap.
Percentages Given in Parentheses.

SEVERITY

Highese Grade Completed Mild Moderare Bevers Toeal

Mever arrended school o o4-35) T3 30, 00) iR, 2m) | 12731440
Unpraded B 6960 41 20,60 & T.14) G0 1ALBS)
15k - 52k gemde # 3.48) 2 HL5B) W o] M .94
fath - ik grade 1t 2.57) 16 6,6T) o o) 70 G6E)
b gradde 15(13.04) 15 G.44) of o ) W T.43)
B = 11th grade 1M B.7T0) Bl 3.43) o o} 180 4.46)
124k grade T8 24 34 N 1 2,68} W L.7% S04 14,607
1at year college L% 1 3.04) W 1.B4) o a ) 24 5.94)
Indd = Sth year college 19 16.52) 1S G.44) U LT 18 B.BA)
Toial L1928 47) 23R(5T.6T) S50 1 1.85) 08 1O 00
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severely handicapped. Only two severely handicapped adults completed
senior high school, and one of these had attended college. (See Table
3.11.3.4.)

Table 3.11.3.5 gives the relationship of highest grade reached as
compared to the number of years necessary to reach that grade. The mean
number of years spent in reaching a given grade are given in the right
hand column of the table.

There was no sex difference in the previous education of adult
patients (Table 3.11.3.1A).

Only 9 adults had ever had home instruction; of this number, 6 lived
in urban areas, and 3 in rural areas.

It is significant that about one-third of the adult group had never
attended school. The rural group was at a greater disadvantage than the
urban group. Few severely handicapped ever attended school, while about
one-third of the moderately handicapped and 4.5% of the mildly handi-
capped had never attended school. On the other hand, 14% of the
adults had attended college, and another 14% had completed senior high
school.

TABLE 3.11.3.5. Relationship of Highest Grade Completed to Total Number
of Years Spent in School.

YEARS SPENT IN SCHOOL H dana e
Highe st Gerade Comploted | 1-5| 68 [5-11] 12 | 13 (1420 Totwal || of Years
Un graded | 6| 2| 1| 8] 4 331 || 62
Lt - Seh grade 8| 4| ol o] o] o 22 || 414
Gth - Bth grade 1| @ |22 2| 8 1 57 || 804
Bth - 11th grade ol of 15| 2| 1| 4 22 || 1198
12th grade | o] o| 2]43] 4| 8 58 || 12.40
Isg yenr :nllcpr i} a [i] a 14 10 24 13,58
'E"-..'.J- = Tahy il mi]n_:le | o i) [1] (1] 0| % _;_E;_ ]1.19-6
Toeal 2| 61 | wmlas| 9] 64 | 212

3.12 VOCATIONAL ASSISTANCE AND STATUS
3.12.1 Vocational Assistance

Only 8.81% of the patients from whom we have information have
ever received any vocational assistance. The percentage is higher for
urban patients (11.76%) than for rural patients (6.57%), although it is
small in both groups. (See Table 3.12.1.1.) Only 22.22% of the adult
patients (over 21 years of age) have ever received any vocational as-
sistance. (See Table 3.12.1.2.) Only fifteen and one-half percent of the
mildly handicapped, 6.46% of the moderately handicapped, and 1.81% of
severely handicapped have ever received such assistance. (See Table
3.12.1.3.) There was no sex difference in vocational assistance received
(Table 3.12.1.1A in the appendix).

101



The State Office of Vocational Rehabilitation provided vocational
assistance for 91 patients, voluntary health agencies (the UCP Centers,
and Kenney Institute, etc.) for 31 patients, the schools for 11 patients,
sheltered workshops for 2 patients, and miscellaneous sources for 11
patients. (See Table 3.12.1.4.)

It is of some interest that of the patients employed full time, 47
out of 97 had received vocational assistance; of those employed part
time, 11 out of 35 had received vocational assistance.

The types of vocational assistance most frequently received in-
clude training, testing and job placement. (See Table 3.12.1.5.)

In response to the item whether vocational assistance is needed
now, 11.41% of respondents indicated such a present need. (See Table

TABLE 3.12.1.1. History of Vocational Assistance Status as Related to Geo-
graphic Location of the Patient. Percentages Given in Parentheses.

B i 2 GEDGRAPHIC LOCATION

Vocarionsl Asslsesnce Lirhan Teural Toeal

Yea B0 11.76) 9( 6.57) 139( 8.81)
Mo GO0 BA. 24) BI9(93,43) 1, 439091, 193
Toal S GRO{ 43.00) BOH(56.91) 1, 5780 100,00}

xf* 1L36, P < .05

TABLE 3.12.1.2. History of Vocational Assistance Status as Related to the
Age of the Patient. Percentages Given in Parentheses.

Has Padent Ever Hasd PRESENT AGE

Yocationnl Assistasce Under 5 5 em Il Owes 71 Tnﬂ

Yes I 1.22) T 6. TEY Gh{22.22) 13 B.BI)

Mo 2AMTE.TR) | PEHIL. X2 | IALTT.TE) || 1, 4391 18}
s LI Bk

Toral 245 15600 | 1L03NES.54) | 29T(1R.84) 11,5764 100,00}

X3 = 89.39, P <. 0005

*These three reports are most likely the result of an error by the respondent in
filling out the form or an age classification error (see Appendix 3, part 3).

TABLE 3.12.1.3. History of Vocational Assistance Status as Related to Severity
of Handicap. Percentages Given in Parentheses.

Has Patdent Ever Had - SEVERITY

Vocational &seistance Mila Moderate Severe Total
Yea TRI1S.49) N 6.486) N oA 1340 9.05)
No A30(84.51) | 75493.54) | 16X98.19) | 1,347190.99)
Torgal SI0C Fdofd) | BOS S4.35) | 1GG011.20) 14814 100, 0x]

XE e 4286, P < 0003
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3.12.1.6.) Specification of such a need by age of the patient indicates
that a slightly higher proportion of adults listed such needs (17.16%) than
in the group aged S to 21 years (12.76%). Specification of such needs
was highest in the mildly handicapped (21.38%), next highest in the
moderately handicapped (10.26%), and lowest in the severely handi-
capped (2.44%). The types of vocational assistance most frequently
needed now include training, job placement and guidance. (See Table
3.12.1.7.)

In conclusion, a low percentage of adult patients have received
vocational assistance. Rural patients are at a disadvantage. The need
for increased vocational assistance services is demonstrated.

TABLE 3.12.1.4. Source of Vocational Assistance as Related to Geographic
Location of the Patient. Percentages Given in Parentheses.

GEDGEAPHIC LOCATION

Boupce 1! rhoan Rural Toal
Difice of Yoecatonal

Rehahilitasion X 49,.41) B0, 52) P61 54)
Valuntary healith agencies® 206 30, 59) 5 B.20) B ZL.Z3)
Sebionl Bl 2.41) u 497 1 7.53%)
Ehelrered Workshop A 235 o 0 ) 2 137
ithes® ¥ T B.24) 4 6.5h) 11{ 7.5%)
Toal BEsE.220 | &M4L7E I 14seee(100.00)

*|ncludes such agencies as Sister Kenny Institute, Cerebral Palsy Centers, and
Minnesota Homecraft Center.

**Other includes such sources as state institutions, public hospitals and Good-
will Industries.

***This totals more than 139 because some patients were receiving assistance
from more than one source.

TABLE 3.12.1.5. Type of Vocational Assistance Given as Related to the Geo-
graphic Location of the Patient. Percentages Given in Parentheses.

GECOGRAPHIC LOCATION

Type of Assisimnce Llrban Hizral Tocal
Training 4 2608} 1330, 36) 45 28, 05)
Tesung g R 153082} 26(15.8%)
Job placement 2 T1. T4 W 4.17) 25 14,02)
Tuirion payment lor palnlsg o 9.TH) | W18, ) TH 13410
Guldanes B{ &.70) B{11.11} 16 9.76)
Shelpered Workshop {employmenr) ] 11011.96) A L.TE) 13 7.93)
Financisl S A5 BOLL.10D 13 7.93)
rther 4 4.35) 1 1.3%) 5 3.05)
Towal T2 506, 10) TAAI20) TGA=[ 1060, 0t

*This totals more than 139 — the number of patients who have had vocational
assistance — because some patients received more than one type of assistance.
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TABLE 3.12.1.6. Need for Vocational Assistance Now, as Related to the Geo-
graphic Location of the Patient. Percentages Given in Parentheses.

15 Vocndionsl Assint GEDGRAPHIC LOCATION

ance Needed Now Urhan Raral Toral

Yes GI012.30) AT 10.7a) 138011410
Ha 43%ET.70) S50, 10) o0 4R, 19)
Todal 456 44213 ] 55.79) 1, 123 | 0o Dy

X7=.9 WN<P<. W

TABLE 3.12.1.7. Type of Vocational Assistance Needed Now as Related to
Geographic Location of the Patient. Percentages Given in Parentheses.

GEOGRAPHIC LOCATION

Type Urban Burnl Toiml
Training 36,11 A2 38.55) SBEAT.AT)
Testing S 6.94) o T.2% 1L 7.10)
Job placement I 27.78) 1AL1EBTY 3402004
Tuidon peyment for mraining 1 1.38) 4 4.87) 5 3.13)
Guidance 1419440 1615, 1) 19,350
Shelrered Workshop employment A 2.TE) H 2.41) 4 3.58}
Finsncial # 5.56) T OBAT) 70y
Ocher W o} H 2413 N 1.2
Tocal TH 4. 45) B353,55) 155%( 100,00]

*This totals more than 128 because some patients listed more than one type of
vocational assistance needed.

3.12.2. Current Employment Status

Only 7.71% of the total group of patients from whom we have em-
ployment information were currently employed. Among those who were
employed, about two-thirds (67.53%) were employed on a full-time basis.
The percentage of patients employed was higher in urban areas (11.71%)
than in rural areas (4.94%). (See Table 3.12.2.1.) Over 22% of the adult
patients for whom employment status information was available were
currently employed, predominantly on a full-time basis. Itis of some

TABLE 3.12.2.1. Employment Status as Related to Geographic Location of the
Patient. Percentages Given in Parentheses.

GEDGRAPHIC LOCATION
Employment Stams Urhan Rarml Toml
Mot employed TZ4(BE, 27) 1, 1305 50060 1.B4405 2, 3%
Employed pan time 24 2.971) 6 2.7F1) s 2.50)
Emplayed full rime 72 8.78) 3 2.7 104 5.21)
Tagal B2 41.04) I.I'-l'ﬁl'!-ﬂ-ﬂ] 1,998 1 DO.00)

X3= 37.57, P <. 0005
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interest that only 15.14% of the mildly handicapped were currently em-
ployed. (See Tables 3.12.2.2 and 3.12.2.3.) Table 3.12.2.4 gives the
employment status as related to sex of the patient.

The majority of the patients earned less than $1,000, although five
patients earned more than $5,000 in 1958. (See Table 3.12.2.5).

The types of current employment are listed in Table 3.12.2.6. It
is of interest that 62 of the 147 patients were described as doing manual
labor.

In summary, about one-fifth (21.41%) of the entire adult group from
whom we have completed questionnaires, were reported to be currently
employed. The further need for increased vocational rehabilitation
sources is demonstrated.

TABLE 3.12.2.2. Employment Status as Related to the Present Age of the
Patient. Percentages Given in Parentheses.

PFRESENT AGE
Employment Srams Uniler 5 5 o 21 Ower 71 Toeal
Mot employed RA0C 100,00 | 1, 2079487 9TV 54) || 1B40{92.28)
Employed par time M D ) N 2.3 18] &.70) S04 2.51)
_qui:rrﬂl full time o o Y 1590 T 1E, 5%6) 108 5.2F)
Toral NN IT.000 | L, ETH68.T9) IR 19200 | L5040 10000

TABLE 3.12.2.3. Employment Status as Related to Severity of Handicap. Per-
centages Given in Parentheses.

_ - SEVERITY
Employment Siatas Wild Modernie Severs Toml
Mat employed AONEABEY | ORE(94.110 | 24H99.%9) | 1.609(91.8%)
Employed par time BN 5100 18 LT W o) 48[ .60
Empleyed full time o[ 10.0%) A3 4.19) il diy] iod 553
Total SEE31.B0) | L 00B0 5508 | 24313040 § 1,849 100.00)

TABLE 3.12.2.4. Employment Status as Related to the Sex of the Patient. Per-
centages Given in Parentheses.

=
Employment Stans Male Female Tocal
Mot employed 1,026{90,55) B 18(94. %) B4, 19
Employed part time il A.18) 14 1.62) W T30
Employed full tme T G.2TY 1 LA 1040 5.213
Toeeal 1 L3N %571} BOS 452 L, S5 10000}

X5 =651 P<.08

105



TABLE 3.12.2.5. Annual Earnings of Patients Employed Either Part
Time or Full Time in 1958. Percentages Given in Parentheses.

Amount of Ansun] Eamings in 1958 Humber of Patients
Leas than §1,000 T2{1%.E0
Between §1,000 snd §2 000 240 18,600
Between §2,000 snd §3,000 16 12, 40
Beoween §3,000 and §4,000 120 9,30
5,000 amd aver S 388
Tiotal L=

TABLE 3.12.2.6. Type of Employment of Patients Employed Either Part
Time or Full Time in 1958. Percentages Given in Parentheses.

Type Number of Patients
Profeanional and Ezxecutive I 660
Managerial I .G8)
White callar IR 1T.00)
Ehillead labary 1701 0.5&)
Maniual labas G242 1E)
Hamsemak &5 I{ .GH)

F apemhmnad 1N G800
Diher 206 14.29)
Tital 147

3.13 PARTICIPATION IN RECREATIONAL ACTIVITIES

Over one-third (37.35%) of the patients who provided recreation
information had participated in some type of recreational activity either
at present or at some time in the past. The percentage was higher in
urban than in rural areas. (See Table 3.13.1.) It was highest in the adult
group (47.38%) and lowest in the group under 5 (9.40%). See Table
3.13.2. Table 3.13.3 shows the relationship of participation in recreation-
al activities with severity of handicap. A higher percentage (54.10%) of
the mildly handicapped participated in recreational activities than did
the other two severity groups.

There is a sex difference in the attendance at recreational activi-
ties at the 5% level. (See Table 3.13.1A in the appendix.)

TABLE 3.13.1. Recreational Activities as Related to Geographic Location of
the Respondent. Percentages Given in Parentheses.

GEOGRAPHIC LOCATION
.ﬁirudl Activities (T Hueal Toeal
Yes S0 40.71) 510 %4.89) GS1{37.35)
Ko 4375529 G565, 11) 1,0 H6L.6%5)
Toecal TN 42.28) 1,006{57.72) LT AN 1000

Xt =500, 01 <P<.075
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The types of activities attended or performed are listed in Table
3.13.4. Note the high percentage of community activities that are fur-
nished by athletic events.

In conclusion, the need for further provision of recreational ac-
tivities is demonstrated. While it is needed for all patients, there is
special need for more recreational services for rural patients and for the
moderately and severely disabled. The special needs of children under
5 years of age must also be considered. Some consideration might also
be given to increasing summer recreational activities.

TABLE 3.13.2. Recreational Activities as Related to Present Age of the
Patient. Percentages Given in Parentheses.

PRESENT AGE
Atmends Activites Under § | Ower 71 Togal
Yon 250 G.40) 4540 40.83) 172 47.38) GSL{¥T. 599
Ko 241090,60) Eﬂ;‘__ﬁul?? 1?1551.'52! l!ﬂﬁlﬁli
Towml 26601531 | 1,11H63.87) IEH20.85) || 1, 7400 100.00)
X2 =110.12, P < 0005
TABLE 3.13.3. Recreational Activities as Related to Severity of Handicap.

Percentages Given in Parentheses.

) SEVERITY

Arremds Actlvities '—E‘!J -f Moderare Revere Toml
Yes W0 | w428 | dsnzo|  s24seom
Mo Iii[li?ﬂll Gl WaT, 22} ITI{7E.80] | 1,001561.93)
Total s2%32.03) | 8975473 | nrszell 1,6390100.00)

TABLE 3.13.4.

x2 =404, P < boos

centages Given in Parentheses.

Type of Recreational Activities Attended or Performed. Per-

Types ol Activiry Frequency
Aehlede netlwides 16X 19. 11}
Hospiml or insrinsrional scrivitles 158( 1B, 64)
School actiwities 1T 15.21)
Community actvides 100{ 1. 7T%)
Speciaiol Epocts T B.a61)
Family acdvitdes 560 G,00)
Churech evenis Bl il
Volunisry agency actvines i 5.1f}
Camp I L77)
Telew sion 1" L77}
H ainald wa ik S .59)
?ttl ¥ ALTT)
Towal HAB{ 100,001
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3.14 ASSISTANCE NEEDED BY FAMILIES

Almost one-half (46.40%) of the families responding to the item
on need for services and assistance expressed some need for assistance.
The expressed need was most frequent in urban areas and for children
under five years of age. (See Tables 3.14.1 and 3.14.2, also Table
3.14.1A in the appendix.)

Five hundred and ten families listed one need, 209 listed two
needs, 75 listed three needs and 32 listed four or more needs.

The types of specific needs are listed in Table 3.14.3. The most
frequent were medical and related care and educational services.

It is significant that 46% of the families expressed the need for
some type of assistance. From the list of needs expressed by families,
it is evident that comprehensive, non-fragmented services are needed.
It is also interesting to note that several families said they were un-
aware of the facilities available to them, indicating a need for community
education as to the resources available.

TABLE 3.14.1. Need for Assistance or Service as Related to the Present Age
of the Patient. Percentages Given in Parentheses.

 PRESENT AGE |
Assistance Needed Unders | 350021 Over 21 | Toul
Yeu - ) 161{52.61) ! H-H;?-"l 132038600 § 826 46, 45)
Ka 1430 47.359) MT(SLAN) | ZI0{61.400 0 95N(33.34)
Toual | s06c17.200 | 103006355 | 3da019.20 0 1,778(100.00)

x1=1340, P <.00%

TABLE 3.14.2. Need for Assistance or Service as Related to Geographic Loca-
tion of the Patient. Percentages Given in Parentheses.

GEDGHRAPHIC LOCATION
Assismmnce WNeeded Urkan Fwrnl Toal
Yes T saaesa A5H 4 11) 8261 46, 40)
Mo SHA 50, 46 37 4095.89] 954 53.60)
Toal | TEN42.% | 10ZF57.T0H I, TR0 100.00)

XP =49 02ICP .08
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TABLE 3.14.3. Types of Assistance or Service Requested by Respondents to
the Questionnaire.

Type of Requests Type Mo, of Reguests
izal are i, Instlmigional Cars
Fhyslcal dserapy 149 In&e mtion I3
Speech therapy o4 Hame for handicapped 17
Hehakilltadon L) Cusmdial care g
Oeeapatonal therapy 42 5, Yagatianal
Diagnostic service k)
Yoot agal Ti
Dental care kL M Tormans 48
Medical care 22 Shelprred Wark shop 3
Payehiatrie care 0
. Receeational
Susgery 18 £ Re
¥ Kecrention o0
Testing 14
Nursing T Nursery school T
Hewring T '.*I E!EE"‘"
Medicarion 5 Equipment 15
Vislon L] Aracen Ly
oo vl i o 5 Wheelehale 7
7, Fducadonal Services Glasses 3
Fduratkon (R 1] B._Transponiation E ]
Tutoring 2

9. Miscellansous
1. Social Service Asalstance

Guidance &1
Finaneial 75 [o mor know resources 4
Temparary home 11 Service for romrded 1
i L ? General Assisrance 14
Cane worker '] Dcher 0
Hewsing 4

3.15 THE PRESENCE OF CEREBRAL PALSY IN OTHER MEMBERS
OF THE PATIENT'S FAMILY

A total of 89 families, (4.16% of the total from whom we had com-
pleted questionnaires) had at least one other family member with cerebral
palsy. Of this group, 79 families had one other family member with
cerebral palsy, 7 families had two other family members, and 3 families
had three other family members with cerebral palsy.

There were 11 sets of twins, both of whom had cerebral palsy,
known to the study.
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CHAPTER 4: RECOMMENDATIONS

RECOMMENDATIONS

One of the primary purposes of the Minnesota Cerebral Palsy Study
was to present facts to provide a picture of the present status of the
patients and the care they were receiving. It was the hope and intent
that services for cerebral palsied patients would be expanded and im-
proved, if the study showed that this was indicated.

From the facts presented in Chapter 3 of this report, certain needs
are evident, and the following recommendations are made.

A. It is recommended that a coordinating committee, representing
all of the agencies concerned with the prevention of cerebral palsy and
the care of the cerebral palsied in Minnesota, be established to review
the findings of the study and to develop and implement the plans of
action.

B. It is recommended that specific steps be taken to improve case
finding of cerebral palsied patients. Some steps to be considered include
the follow-up of the more vulnerable groups (i.e., those more likely to
develop cerebral palsy). They include:

1. Infants born prematurely (birth weight of 51/2 pounds or less);

2. Infants born after prolonged (more than 24 hours), precipitate
(less than 3 hours), or difficult labor;

3. Infants born of mothers who have had certain complications
(bleeding and toxemia);

4. Infants delivered by high or low forceps;

5. Infants requiring resuscitation at birth;

6. Infants and children who have had—
a. ahead injury,
b. a bacterial or viral infection of the central nervous system,
or

c. lead poisoning.

C. Itis recommended that each patient with cerebral palsy have the
opportunity for a comprehensive evaluation by a team. As a minimum,
this should be made available to all patients moderately or severely
disabled. Certain specifics should be considered:

1. The need for a comprehensive initial evaluation and for frequent
periodic re-evaluations;
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2. The need to develop teams consisting of medical specialists,
therapists, a psychologist, a social worker, a vocational counsel,
a dentist, a nurse and teacher (An ophthalmologist, an otologist,
and an audiologist routinely should be members of such teams.)
such teams.);

3. The need to provide these services, not only in the larger urban
areas, but also on a regional or district basis to bring the serv
ices closer to the patients to be served;

4. The need for evaluation on.
a. prior to planning the treatment and rehabilitation program
for the patient,
b. prior to school placement,
c. prior to providing vocational assistance,

and
d. prior to recommending long term institutional care.

5. The need to coordinate such comprehensive evaluation services
with the combined diagnostic and rehabilitation services;

6. The need for a complete ophthalmological examination on young
preschool children, because of the frequency of strabismus and
because of the need for early diagnosis and treatment to prevent
loss of vision in the crossed eye;

7. The need for careful interpretation to parents and for counseling
of them following the diagnostic evaluation.

D. It is recommended that comprehensive diagnostic and rehab
ilitation services be planned and developed to meet primarily the needs
of ambulatory patients, since most of these patients are living at home.
At the same time, consideration should be given to the quality of
institutional care for those patients in institutions.

E. In making plans for the further development of diagnostic and
rehabilitation services, consideration must be given to the fact that,
until more effective preventive measures are known and employed, an
increasing proportion of patients will be more disabled.

F. There is need to promote and provide continuous medical super
vision for all individuals with cerebral palsy. Other equally important
recommendations concerning medical care include:

1. The need to provide practical refresher courses for physicians

in general practice because of their prominent role in treating
the cerebral palsied;
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2. The need to make available the services of medical specialists
to patients, especially in rural areas (The provision of regional
or district teams will assist in meeting this need.);

3. The need to coordinate medical care, because of the multiple
sources of care for a significant percentage of patients.

G. There is need to promote and provide continuous dental care
for all individuals with cerebral palsy.

H. There is need to promote and provide public health nursing
service for patients with cerebral palsy and their families, especially
where the patient is moderately or severely disabled.

I. It is recommended that special school services, primarily
special classes, be provided on a county basis for children living away
from the larger urban areas. Such services need to be staffed by a team
consisting of teachers of special education, therapists, public health
nurses, psychologists, and medical personnel. For the teenage group,
vocational assistance is essential. Special attention is needed for
those cerebral palsied children with visual or hearing impairment. Trans-
portation to and from school is necessary.

J. It is recommended that vocational assistance be expanded,
including testing, guidance, training, and placement and should begin
during adolescence in the schools. More sheltered workshop services
are needed for the moderately to severely disabled.

K. It is recommended that recreational activities be increased,
especially for the moderately and severely disabled, for patients in rural
areas, and for young children.

L. For those patients in the study whose families have indicated
the need for assistance, it is recommended that a team review each
patient and his family individually and make plans to provide the neces-
sary assistance. It would be desirable that the reviewing team be drawn
from the official and voluntary agencies concerned.

M. In making plans for the further development of services for
patients with cerebral palsy and their families, it is recommended that
separate services for the cerebral palsied not be established. The indi-
vidual with cerebral palsy may have multiple types of problems, e.g.,
neuromuscular, visual, hearing, psychological, and so forth. Thus, a
comprehensive diagnostic and rehabilitation program for patients with all
types of handicaps is indicated.
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APPENDIX 1

COPY OF THE QUESTIONNAIRE USED
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MINNESOTA CEREBRAL PALSY STUDY
Co-sponsors UNIVERSITY OF
MINNESOTA SCHOOL OF PUBLIC HEALTH
UNITED CEREBRAL PALSY OF MINNESOTA
MINNESOTA STATE DEPARTMENT OF EDUCATION
MINNESOTA STATE DEPARTMENT OF HEALTH
MINNESOTA STATE DEPARTMENT OF PUBLIC WELFARE

Dear Reader:

A study of the needs of people with cerebral palsy in the State of Minnesota is
presently being carried on by the University of Minnesota School of Public Health,
the United Cerebral Palsy of Minnesota, and the Minnesota State Departments of
Health, Education and Welfare. This project has been approved by the Minnesota
State Medical Society. The purpose of this study is to determine the services
which patients with cerebral palsy are already receiving, and the necessary serv-
ices not now provided. In order to accomplish this we need YOUR help!

For this reason, we would greatly appreciate your filling out the attached ques-
tionnaire and returning it in the enclosed addressed envelope. Please read each
question CAREFULLY and answer each one as COMPLETELY and ACCURATE-
LY as possible. Be sure to answer questions one through eight, and eleven
through sixteen for patients of all ages. Question nine should be answered if the
patient is BETWEEN five and twenty-one years old. Question ten should be an-
swered only if the patient is OVER twenty-one years old. Answers to all ques-
tions should be written in this booklet on the appropriate space provided. If more
space is needed for certain questions you may use page eleven of this booklet.
Be sure to identify your remarks with the number of the question to which the
remarks apply. Should you need more space than is provided on page eleven you
should feel free to enclose an extra page or two for your added comments.

Your providing us with the information asked for on this questionnaire will help
us in planning and developing more services and facilities to help people with
cerebral palsy and their families. All information will, of course, be kept strictly
confidential.

Thank you for your assistance and cooperation.

Very sincerely yours,

Helen M. Wallace, M.D.

Professor of Maternal and Child Health
School of Public Health

University of Minnesota

Minneapolis 14, Minnesota

P.S. If we are mistaken and this questionnaire does not apply to the person whose
name is typed near the top of page two, or if that person named does not belong to
your family, please check one of the following three items. If you have checked
items one or three, fill in the corresponding blank, then mail the questionnaire
back to us unanswered.

1. Person named does not live at this address. His address is (if known)

2 Patiesi iz no longer liviag = = +=sscsssssccsssapasasnsima

=
L= S

3. Onher reasons {specifly}
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STUDY OF SERVICES AND NEEDS OF
PEOPLE WITH CEREBRAL PALSY

NOTE TO PERSON OR PERSONS FILLING OUT THIS FORM

This is a questionnaire dealing with cerebral palsy and applies to the person
whose name is typed below. The questions on this form should be read care-
fully and answered as accurately and completely as possible. While filling out
this form please disregard the numbers written below the parenthesis on the
right side of these sheets. They will be used in a later part of this project.
REMEMBER — the success of this study depends on you. Your cooperation
will be greatly appreciated.

HISTORY OF PATIENT; Please indicate the patient's present address, his date
of birth and sex, in the appropriate spaces below.

Las Firmt Middle Sweerer RFD Clty Cousty Stae
Does the patiens live within the city DATE OF BIRTH
limits of Duluch, Minneapolis

or 5. Paal -===---=Yeal | Ho{ }JSEX-===-=~--Male{ ) Female( }

Mondh  Day Year

I PLACE OF BIRTH AND PRESENT LOCATION OF PATIENT
A. Wan the patient bom in & hospital= s scssccssscccs Yem|{ IMoif i

1If YES, give name and sddress of hospioal.

— — — —n

I NG, was patleas bomm ot home] » == s-seecnemcen= Yeal JNaf

Patieat wad bom asmewhere other than ai hoeme

ufi_n.hmp]_u_'lil'.........-.-r...--.--r-...-.-.....-.- fg-.t }Hﬂt}

B, s the parient living at home now? Yes( Mol )
If N0, wheee is the pacient living? (Fill in the proper blank below.)
i In a foscer
o boarding home

e —— =

{PHIIDETZ‘II';I. ;n.-d. wddrenn)

B, In an institution

[(Mame of place and sddress)

e. Living elaswhere

(Please seate with whom living and address)
. Ohier

(Place and sddress)
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2. MEDICAL CARE
A. How old was the patient when diagnosis of cerebral palsy was first made?

B. List the NAMES and ADDRESSES of PRESENT medical care. Be sure to

list all the names and addresses of doctors that are presently seeing the

patient. Also, if the patient is presently in a hospital please give its name
and address. If the patient has no PRESENT medical care, please indicate
this by writing NONE in the space below. You may use the last page of this

booklet if more space is required.

On what dare was the padent lase seen by a d I
Month Dy Yeur

Please give mday's date, - r = s =2 evnsncnmn=

Month  Day Teas

. List the AMES and ADDRESSES of PREVIOUS medical care. Be sum o
list all the names and addresses of docoors that hive seen the patient in
the pase, ﬁjljﬁﬁ! IF soune of chene were llsted abhove. Alse, give the names
and addresses of any hospitals tdenr de pariens bas been in for revmmant.

You may use the lase page of this bookler i mare space (8 needed,

[ Has the patient ever been seem by an ophthalmologist (docwr specializing
In 70 AIBOtdara)l == s s sssnsnnsnsanssnsnasass Youal ) Mol )

I YES, give aame{s) of doceoe{s)

E. Hax the putient ever been seen by an omlogisg (docroe apecinlizing in sar,
mose and throatr disorders)? ~ = s s s s cmccrnacreaas Yeal ) Naf )

Il YES, ghve mumaia) of d =] -
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2 MEDICAL CARE (continued}
F. Has the parienr ever been seen by an orchopedic sargeon
{doceor specializing in bose and joinr diseases)? =« == o= Yea( ) Nai )

If ¥ES, give mameis) of dociods)

3. DEMTAL CARE
A. Has the patient ever been w0 & destigt? ~ccsesaaacas Yeu( | Mai )

If NG, give ressos (8]

B. Has the pazieat been 10 & deagist within the pase reelve
(1) moatha? = s casvnsnsncsnsnmnassscsnannnss Yaul J] Mol )

If B0, give reason(s)

4 NURSING CARE
A Has o pablic healdh purse ewer visived the padent ar
| T T T TS P —— ¥Yea ) Mol )

B IF N, please check e many of the followiag smiements B8 66 RS eaEady
o BEST describe your reason or reasons for not haviag a vialt by & pube
lic health misrwe. Use the indicated space an the right for ehecking,

n. Did mor knaw what & pablic bealth nurse could affer in the way

nfhl[p.-r-r---r-------r----—---------------r--r--- {:
s Dkl moe kenaw how to anange 0 wisll sses s sranssensrnnns [ ]
g, Did pot knaw public healih nurses made home wimlga = ===2:222 [ ]
d. DHd not have & seed for & public health surse. s s s sssnmmana | )

&, Oeher reasans. (Specify. ). £

5 PRESENT COMDITION OF PATIENT

A. Does the parient have ﬂﬂl*ﬁﬂﬂ scmnmse==c== Yeul } Mol }
Does the patient need glasses? == - - ccc - s caacoco- Yeal ) Mai }
Does the patient have glassegl == =----- sasaccans Yeul ) Mol )
Does tie panient wear llll-l-!l-i' ----------------- Yeail ) Mol §



5. PRESENT CONDITION OF PATIENT (continued)

B. Does the patient have hearing Afflculiy? s s sncnanaas Yea| § Nof )

F.

Does the parieny need & bearing ald? se s vanvssnnes Yea [ ) Nof )

Does the patlent hate & hearlag ald? sv e s cnnanenaaa ¥Yeal ) Mol )
Does the pacient use & hearing ald? =csccccacraraaa Yeuf{ § Mol )
. Does the patient have convulsions of "G - - s es=- Yea{ ) Mol )
M YES, how olien 7

Il MOV, ban the patlens ever hod dhem in the pastd = === Yeaf ) Mai 1}

. Please check ONLY ONME of the following four senteaces char BEST des-

crileen the patenst's walking abiliry. Place your check ar the righe
i The patient s wsually able w walk along withour help. == ==2saaa [ ]
b The patient is wsuslly able o walk only with bracen. = snsawcws [ )
&, The pasient in esuslly able o walk only with crutches <2222 )
d. The patlent s wsually able o walk oaly with beaces

pad crasches, =sscssssnsssnenssansnsnnsnnannnnana [}
Il the patient ls HOT sble o walk ot all, please check the QHE ssntence
e o, Hur:ﬁ-mklﬂlhlﬂ-pdnl'pmﬂdu.
& The patient is usally conflned o 8 wheelchalf. s s s s vnvnnawaa [
. The pasieny s nsually conlined mwbed, coreernsnanassnaana | §

« Plesse check ONLY ONE of the following four sentences diss BEST des-

cribes the patient's ability o feed himsell, Place your check at the
righr.
m. The padenr is usually able to feed himsell complepely, = s 2= 2=== [ )
b The patlens is usually partdy able w feed himsgll = = 2= caceaes [
. The patient s usually able o (eed himsell snly paarly

or very lree. s s asnnnsrsnersrnsrrsrresar mrmnnnnss | )
il. The patless is usually sot able o feed himsell ar gl s v s s s nawa | )

Please check ONLY ONE of dhe following foar sentences char BEST des-
cribes the pateni's ahilicy o dress kimself, Place your check st the right
s, The patient is wsually able o dewes himaell completely. = = = = <2< - [}
b, The pmin:t in wmually partly able o divns himaelf, = s == 22 cscze A |
c: The patient is seually able fo diess himaelf only pooely

or very litdle, - = s =cccsccncaiccscnccnacsncnansnncnsf }
d. The patieni in wnuslly nat able to dresa himeelf simll, - ==s==2:2=2= {1
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%. PRESENT CONDITION OF PATIENT (continued)

G. Please check ONLY ONE of the lallowkng four sentences thai BEST des-

cribes the parient's ablliny wo speak. Place your check as the fght

a. The pasient la usnally able to speak cleadly
bh. Usually the patient speaks clearly enough m be clearly

ﬁl.‘m‘-ﬂ-——"‘r—'r“'—'r-'r-'r'r'r-llrr'rl'I'I-'Ilr--lll‘ i
. The parient is usually able o spesk oaly pooily af

wiry i, - == s === -=vcczon-
d. The padent is usually not sble o speak ar all. - -

H. Please check ONLY ONE ol the follawlng four sentences char BEST des-

R |

cribes the padent's ability 1o care for his wilet noeds. Place your

cheek n1 the righe

i, The patlent in isually akle o care for his milet needs

b The padient is usually pardy able to care for his wiler

L L[ T e -

B 8 A e i

¢, The patlent ia usually able o care for his milet needs

only ;tnmir or very litcle,

- o

e R i T |

. The padent is usually not able o care for his odleg

“H‘“.IL A A - o S

1. Please check ONLY OME of the following five sentonces char EST des-

e e e e e

eribes the patient's abdlity @ leam. Place your check st the right.

i The patlent la conaldered a fans leamer, - = = - s cscmccecnans i
b. The patient Ix conzidored & nomal leamer, - -« «-ccvemenen. =
c: The patient in consldered & alow leamer. =+ saceceeaaa S |
d. The patlent |5 coaabdered modermely romaeded, «-------=con oo
2. The patient is considered severely retapded. = = cc ccccccascsas i
J : Does the padlest have any other healdh problemal « « o« 2 = Yesi ) Mol

If YES, please describe them. You may use the lass page of this boaklet

if more space is sesded.

L
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HOTE: In Part B of questdons &, 7 and B; 9/1/58 i used ax 8 shorthand
expression for Seprember 1, 1958,

& PHYSICAL THERAPY
A. [d the parient ever receive physical chermpy before

Sepoember I, 1932 ~ = e e e rnn=e- Yeu{ ) Hol )
If YES, smre source® oo sowrces of physical dherpy. (see foomome)

—_— ——

If YES, how aften did the patient receive physical dhernpy?

B. Has the patdent received physical therapy sinee 971587 Yes{ ) Mol )
If YES, smre source® or sources of physical cherapy. {see foomote)

W YES, how ofen does the patiear receive physical therapy

7. DCCUPATIONAL THERAFY
A. Did the patient ever tecelve cecupational phempy belore
September I, 1998 = === ===vcrscsarsannanannn Yesl ) Mo( )
I YES, seape sowcs® of souwrces of socupational therapy. (see foamare)

——

If YES, how often did the parient receive occupstional therapy?

B. Has the padent received ccospadonsl chemspy since 971 987 Yes{ 1Ha( )
If YES, state source® ar posirces of occupational dhernpy.

Il YES, how aften doss the patient recelye sconpadonal therapy?

* Please gell us from which agency or agencies the patient received ar
receives the therapy in questicn.
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B. SPEECH THERAPY
A. Did the patientr ever receive speech therapy before
Sepiomber 1, 19 ~ - rrrr e ee Yun | ) Mo )
If YES, sue wource™ or sources of spesch therapy . (aen hlllh:.ﬂl-l

S

If ¥ES, how often did the patient receive speech thempy?

B. Has the pudent received speech therapy since 9/1/58% - = 'ﬁ-t Y Wai }
If YES, wmte source® or soutces of speech thempy.

I YES, how ofven daes the pagleal recelve speech thempy?

9. ERUCATION FOR SCHOOL-AGED PATIENTS (If the patieat iz berween § and
21 yemrs old, please answer all pares of this quesdon, otherwise skip thia
quesgion nsd go on g D)

A Does the paciens afoend school? s s s scccsscccccsss Yeul } Hol )
If YES, In what grade Lo the padsant now) {Ilhu-n-m-l was nEver
graded, pleass indicace thia by writing UNMGRADED a the :pm mrldrd ¥

H.Hﬂﬂhﬂ-.ihlt_ﬂﬂgid:nﬂlii-ﬂn.ﬂuuthuiﬂuﬂ'ﬂr
tonew, &, b, of ¢, that BEST describan the school the patient is arrending,
&, The pament is scoending rogular class in & regular school, == ---= [ ]
b The patient is amending & special claszs ln o regelar school.= === - [ )
. The paiient I sttending & special achoal. = - s - ccccccac e [ )

iC. If the padient does not sitend schesl, has be EVER
mrpended school? s cemssssnsasascnnscccsnss Yeuf | Nof §
I YES, what wans the higheas geade completed? (If the pationt waa never
graded, please indicare this by writing UNGRADED in the space provided. ]

* Pleane tell us rom which agency of agenciss the "dmmﬂmd =
or receives the therapy. % :
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9. EDUCATION FOR SCHOOL-AGED PATIENTS (continued)
[ I che patient has srremded school in the pase, plesse check as many of
the three searences &, b aad ¢, below, that you need in acder 1=
_lm describe the schoal ar schools previeusly asended.
n: The padent has avesded regulnr claas in regular sehool. === =222 [ )
b The parient has acrembed special class In regulas schoals sncsss | )
c. The padent has srended special school. se s snsssnasan=as [ §

E: Does the patieny have & home teacher? ccccccccccacc Yea | ) Nof )
“m in whan grade is the padent naw? (1] the parient was never
graded, pledse lndicaie thia by writdlag UNGRADED in the space provided. )

F. s the patient being taught in ss instinacion other
thas 8 achoolf = <= =ssmsniassansnnasansasers Yes{ ) Ma( )

G Is the petient receiving any tesching ar presemc? - - = - -~ Yeal § Nof }

10. EDUCATION FOR ADULTS (If che patient is over 21 years old please anwwer
thiw item, otherwise skip this gquestion and go oo w gquestion 11.)
Has thie patent ever seeended schooll - - = - s s v e v e Yea( J Mol )
If YES, please answer ALL of the following five items, o, b, ¢, d, and e.
8. Please give the years of elementary school compleved,
[[!mm.hﬂiuudﬂillult:lputmﬁerlﬁml :
b Plense give the years of high achool complesed. {11
ﬂ!ﬁ. write the number zero in the space on the righe)
c. Please give the years of undergraduate college com-
plessds (If NOME, weite the number zefo in the space
0 AN = 5= e 8 et e e
i Please give aay other educaton the patient has had, by specifying
it in the space below. (Il NOME, please indicaie this alsa,)

T

e —

& Pleass give the woml number of years the patleng
his sttended schogl. == rcssscscccrsnnscnnsncas
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MOTE; The rese of the items ars to be answered foe PATIENTS OF ALL AGES,

11. VOCATIONAL ASSISTANCE (job placement, job training, testing and so lorth
A, Han vocational assismance ever been given the papemt? Yes( ) Na )

I YES. by whar ageacy or sgencies?

Type of ansisrmsce given

B. Is vocationsl sssistance needed now? - - ceveetccaas Yeaf § Mol )
If YES, what lkind(s)?

12. EMPLOYMENT

A. Is the padent employed? - - == c=--cvccscrrenes Yeal § Kol )
if YES, give the irpe of work done.
i YES, check OMLY ONE of the senvences, s or b, helow,
" Ilﬁlpldu:_:loruﬂ.pmli-:.-------------1-1-----------{'p
b. Is the patient employed full time, ===+ =srssscrmnsasnenns [ )
If employed at sny cime during the calendar year 1958, check ONLY ONE
of the five seniences, Hﬂ.ﬂﬂmﬂ!lﬂﬁklhm'l rﬂ.rl:r

esmings,

. The patienr enms less than S1000.00 & yeaf. roacscvacnasaaa |
i The patent eamas berween F1000.00 and §7000.00 & yedr. =« =« = = i |
e. The patlent enms berween §I000.00 and §I000,00 & prar. = « = === i}
{. The patient eama bevween §3000,00 and $4A000.00 & year, = = = = = = i1
g The patienr enmms over §5000.00 a year. ssssnarcsnsessensa | }

B During the pasi year how many weeks was the pamen:
employed? (1] the patienr was not employed durlng the
PAST yERr, write the namber zero in the spece provided. )

1%- RECREATION {(Use the lnar page of this bhooklet if more space is needed.)
Dioex the patient scrend any recroationnl acovides? = = === Yesl ) Mo )

If ¥ES, give the place and rype

Please list any other recreational activities the pationt attended fast
summer. (Il none, write the wanl HONE in the space below. |
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NOTE: The rest of the items are w be answered for PATIENTS OF ALL AGES.

14. HEED FOR ASSISTANCE {f more space is needed you mwy use the lnsg
page of this booklet. )

Does the patent need any kind of help not previously mentioned
in this questdonnaire? - <----c=---c-cccec-cc--Yeuf )} NHal )

If YES, pleass describe.

1% NEED FOR SERYICES (1f more space |8 aneeded for this irem you may use the
lnse page of this booklee.)
Do you ar the patdent ased any servlces which your commuming
-T#.Mh?--......--.--------..a-----r----.-'!..,ﬂ i Mol b

I YES, please describe.

1. Do amy other members of the patient's family have
cerebral palayF - =cconeens e ~wr=== Yes [ )} Mo )
If YES. please give name, sddress and deve of bink.

HANE ADDRESS DATE OF BIRTH
NAME ADDRESS DATE OF BIRTH
WAME ADGRESS DATE OF BIRTH

Date thia questionnmire was Alled &y = == == =

MONTH DAY

Now that you have finished filling out this form check it over carefully. Make
sure you have answered each part of questions one through eight, eleven through
sixteen and nine or ten. Then, fold this questionnaire and place it in the envelope
that you received and drop it in the mail box.
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TABLE 3.2.1A. Source of Information Provided on the Questionnaire as Related
to the Patient's Present Place of Residence. Percentages Given in

Parentheses.
PLACE OF RESIDENCE
7 Living im m

Soarce of Liviag Fomier of Living in
T i rmam i . nt Hioams Boarding Hoame [TRCTI Tagal
Patent's
fmmily 1 449093, 24) GO(ED . TT) 1T 41.B2) 1,688 A1.62)
lnmeinaiion M 019 2 24.42) 24657 48) 0{ 1L06)
Theo patient 66 4.25) ¥ 3.49) o o ) 6 3.34)
Gicher M 1.33) o 2.32) M 0.0 41 L.0a)
Tiostal 1, 354(75.14) B& J.16) 428030, TOY 2,068(100,00)
TABLE 3.2.2A. Source of Information Provided on the Questionnaire as Re-

lated to Severity of Handicap. Percentages Given in Parentheses.

v

Saurce of ERVRELTY
In Formsion Mild Moderare Sewere Tooal
Pariest*s
Family Sin{e%.HY) BoaE3. 41) 1BBED, T4} 1,6180 B1.TE)
Insrinagion MK 478} 142{15.15) B 29 520 I5H 12.7%)
The patient 4 T64) 24 2.2 i 0.37) T3 3.69)
Gieher i1 1.75) 24 2.12) Il 0.37) Wi 1.62)
Touml G2B(AL. TN 1,080 54. 58} ITU13.69) 1,979 10D, 00
TABLE 3.2.3A- Source of Information Provided on the Questionnaire as Related

to Present Age of the Patient. Percentages Given in Parentheses.

FRESENT AGE

Source af
Inlormackon Uinder & % 21 Ohves 71 Taeal
Pagieas's
(amily 350{96.68) 1. 200(RA. 31) 12add7.23) 1,747 BL.75)
Insrinerion W L4 13 9.56) 1A5(32.53) ITH 12.82)
The patient oo 19 1.40) 56413, 49) TS .51)
Oeher M A3 1K 0.73) 28 6.75) 41 1.22)
Toal 3621 16, 04) 1, 36063, 64] 41519, 423 2, 1370 10000
TABLE 3.3.1.1A. Place of Birth as Related to Sex. Percentages Given in

Parentheses.

EX
Place of i
Birth Mnie Female Toenl
Bom in & hospdeal BES(EI.41) TORBE.61) 1,500 B4.800
Bom s home 176 16.59) 1051 5.39) 8% 15.200
Toml 1,061056.559) Hl4{43.41) 1 ATS 100, D)
¥1=341 .D5<P<.10
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TABLE 3.3.2.1A.

Present Place of Residence as Related to Geographic
Location of the Patient. Percentages Given in Parentheses.

GEOGGRAPHIC LOCATION

Fresent Place A —

of Residence Urban Hurnl Toml

inme GATA. 3 b e 4 1,554 T3.03)

Instimton 1T{19.7) M1 20.7) 433 20.30)

Foster or Boarding

Home 40{ 4.6) 46 3.6) S d404)

Oher® 1M 1.4) 44 1% S ReN
o

Tl BET 4. 74) L 261059260 2.1 280 100.00)

TABLE 3.3.2.2A.

Xi=L%, <P <9
*This gromp was el imimated for dhe j{" el yadn.

Present Place of Residence as Related to Sex of the Patient.
Percentages Given in Parentheses.

Present Place X

ol Residence Minle Female Toeml
Hames Hli'ﬂﬂﬂ 6T373.68) 1,554 73.03)
N pu i o 2.0 175(19.21) i3 20.%0)
Faster aor Boanling

THome 48[ 4T 281 3.0T) Al k)
Other® 21 1.73) 50 5.8d4) 560 2.63)
Total 12175719 G1E(42-B1) 2, L 280 100,00

X3 = 456, P =10
*This groap was eliminsted for the ¥ analysis,

TABLE 3.4.1A.

the Patient. Percentages Given in Parentheses.

Age at Time of Diagnosis as Related to Geographic Location of

GEOGHRAPHIC LOCATION
Age at Time
Ciingnosis Urkam Tuenl Towl

Under 1 ye. 26 IT.ET) A2 350 G 3G.86)
I w5 yrs. 4N4T.IT) SR 540, 40y Bl 40,500
3 o 10 yra. THIO.4T) #3 8.3 e 9.3%)
Crwer 10 yrs. 30( 4.1%) A7 ATH TH  4.30)
Tmeal TI6{41.82) 9084 S8, 1B) T_ 1, 7L X 100.0a)

W3 = 69, A0 <P <.50
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TABLE 3.4.2A.

Patient. Percentage Given in Parentheses.

Age at Time of Diagnosis as Related to Sex of the

SEX
Apge at Time
Hagnosis Male Femsle Tocal

Under 1 yr. 55 56.81) TR 36,97) 631 36.86)
1 & % vrs. 45404754 O S 1.7 B4 49.30)
5 1@ 10 yrw. 10X 10, 74) 57 7. I 9.34)
CDhwer 10 yre. 4 5.11) 28 LT TH  A.50)
Total DR0{%6,02) 753 44.08) 1,713 1 0. v

XE=n.0d4, P =.05

TABLE 3.5.1.1A.

Severity of Handicap as Related to the Geographic
Location of the Patient. Percentages Given in Parentheses.

i GEOGRAPHIC LOCATION

Severity of

Hamblsap Lirbsan Fural Toeal
Mild 261(32.14) WTINLLAS) £2m 3173
Modernie A47(95.09) B33 54.24) L, OB0 54.58)
Severe 104{12.81) 167014, 31) 27U 13.69)
Toml B3 41.0%) 1, 167(58.97) (e Rl

TABLE 3.5.1.2A.

X3=.04, B0<P<.70

Severity of Handicap as Related to Sex of the Patient.
Percentages Given in Parentheses.

" SEX
ericy of
mﬂcq Male Female Toral
Mlild ATH 330 235(19.97) G280 ILTH)
Moderane [ L N ATT( 56,05 10800 54.58)
Zewere 152{13. 47} 115 13, 98) ITH 13.69)
Toral 1,128 57 .00 A%1(43.00) 1, 9790 1000 )

TABLE 3.5.1.3A.

XE=2.18 .30<P <. 40

Severity of Handicap as Related to Place of Birth.
Percentages Given in Parentheses.

FLACE OF BIETH
Bom im Born i
Seveniiy Hospical Hams Toral
Mild 491033,72) o5 36,541 SB6 34190
Muslerare T9R{ 54.81) 143 55,00 GAL] S4-84)
Savemn 16T 10.4T) 1H B.45) 18H 11.01)
Taml I ASG{E4.05) 260{15.191 1,76 100,00}

T w233, M0CP <40
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TABLE 3.5.2.1A.

the Patient. Percentages Given in Parentheses.
GEQOGRAPHIC LOCATION

Ability to Walk as Related to Geographic Location of

Abdli

o 'I'l.ii Urban Rural Total
Able o walk

withour help SERGT.02) BOWEY.82) 1, 3681 6. W0
Able o walk

with braces 160 1.90) M 2.1%) i .04
Akle o walk

with endsches N 4.9 40 L61) Bl 5.93)
Able o walk wirk

crarches and braces 300K 3.68) 4 5.28) Tl 1440
Cenflaed o wheslchair 1304 15.42) 192(15.74) 320 15.61)
Confinsd po hed G4 7.59) 11% 9.42) 1T B.58)
Total B4 % 40.BE) 1,220 90.04) I 2,049 104,000

TABLE 3.5.2.2A.

x§=1.1, s0<P <70

Ability to Walk as Related to Sex of the Patient.

Percentages

filwen In Parenctheses.

SEX

Ability o Walk Male Female Total
Able o walk
withour kelp T ET.TT 5G4, 36) 1, %680 646.31)
Akle mm walk
with braces 218 1.7H) i 2.8y 421  2.043
Able to walk
with crurches 420 5.54) B oA.4L) Bl 3.93)
Able to walk with
crutches and braces M 3.3 I 1.51) Tl 3.440
Confined o
wheelchair 181 15.%) 141C15. 950 2N 15.61)
Confined o bed 96 B.14) B3 9.3%) ™ B.68)
Taowml LI 47.1%) BEA(42.85) 2,046 % 100,043

X% =168, P =.60

TABLE 3.5.2.3A. Walking Status of the Patient as Related to Whether or
Not The Patient Has Had Physical Therapy. Percentages Given in

THERAFY STATUS

Had Physical Kot Had
Walking Searus Therapy Physical Thempy Total
Able o walk
withaut help T3265.53) 3B0(56.84) 1,015 &6.57)
Able o walk
with besces 24 I.1%5) 11 1.93) I5f 2.07)
Able o walk
with cratches 62 6.18) LI T 4.51)
Able o walk widh
braces and cruiches 80 £.92) Bl 1.40% By 1.7
Confined w wheelchalr 179{ 16.03) oK 1%.79) 26 15.9%)
Confined o bed =8 5. 19) T 281y 5 7.7h
Taral 1, 117066, 21) STO013. T 1, 68T 1060, 00)

Parenthesis.

X1 = 6134, P <.0005
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TABLE 3.5.3.1A.

Feeding Status of Patients as Related to Geographic

Location of the Patient. Percentages Given in Parentheses.

Feeding Status GEOGRAPHI LOCATION Total
Urban Rural

Feed self completely 614(72.75) 854(69.83) 1,468( 71.02)

Feed self partly 73( 8.65) 112(9.16) 185( 8.95)

Feed self noorlv or

very little 43( 5.09) 69( 5.64) 112( 5.42)

Not able to feed self

at all 114(13.51) 188(15.37) 302( 14.61)

Total 844(40.83) 1,223(59.17) 2,067(100.00)

TABLE 3-5.3.2A.

X2/3=2.21, .05<P<.10

Patient. Percentages Given in Parentheses.

Feeding Status of Patients as Related to Sex of the

SEX

Ft-l:_ﬁ.l.-u.l E.I.l.ﬂ.l.'l hale Female Tocal
Feed sell completely B43(T1.29) G2 T 0.5 I, 4568 71.00%
Feed self parely 107 %.06) TR B.B0) 8% 8.9%
Feed self poorly o
wery Lirde Gl 5.42) 4B 5.42) 11H - 5:42)
Mot able e fesd sell
nr all 1680 14.2%) I %1512} S 14.61)
Total 1,180(57.14) 8642860 | 2,067(100.00)

¥i=.35, P 205

TABLE 3.5.3.3A.

Feeding Status as Related to Whether or Not the

Patient Has Had Occupational Therapy. Percentages Given in

| THERAPY STATUS

[imd Ciecup. Not Had
Ferding Stamw Therspy decup. Therapy Total
Feed self compleiely 343073.60) BE9(72.06) 1,228( T2.49)
Feed self parcly SI.16) o8 T.74) 14T 8683
Feed self pooddy or
very little AW 4.04) &7 5.46) o 53D
Hor able o feed self
ut ull A 10.30% 181 14.74) 220 13.92)
Yol 66 37.51) 1, 32072 49) 1, 6540100, 00)

Parentheses.

X3 =077, D1 <P <025
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TABLE 3.5.4.1A. Dressing Status as Related to the Geographic Location
of the Patient. Percentages Given in Parentheses.

GEDGRAPHIC LOCATION

Dressing

Sqamas Urbam Hizral Toml
Deeas well completely A30(32.30) SH 4504} 1,020 50.37)
Dvess aelf pandy 134(16,36) 1O B OT) NIT 16.1%)
Dieas sglf poorly or

very listle 630 7.6% 99( 8.24) 162 8.90)
Unnble e dreas well

at all 159623.79) BN 26.65) SUG{ 25480
Tatal B4 40,69) 1, 2010%9.51) 20525 10aD . Dx0 )

XE =183, H0<P <30

TABLE 3.5.4.2A. Dressing Status as Related to Sex of the Patient. Per-
centages Given in Parentheses.

SEX
Diresaing
Sumrun Male Femnle Taoesl
Diresn self complecaly GO4(92.25) R1EAT BT 1,020 %0.37)
Dress self parnly 166 14. 36) LG IA.53) I 16.1%)
Dress self poorly
ar wery litde o T7.79) TN 8.28) IE20  8.00)
Unable vo deess self
nt mll 206029 60) I 29.92) ' Slef 25.4B)
Toml 1,156(57.09) 869042900 || 2,025(100.00)

X§ =740, 03<P <10

TABLE 3.5.4.3A. Dressing Status as Related to Whether or Not the Patient
Has Had Occupational Therapy. Percentages Given in Parentheses.

THERAPY STATUS
Diressin Had Ocewp. Nae Had
Smous . Therspy Cecup. Thesapy Taeal
Deess well EIE-F-i-II-'Ih' 11 46.B4) 631052, TG BAGL $1.11%
Diress sell parcly 95{20.70) 178 1 4.88) ITH 1650
Dreas llﬂllflfwrlr
ar wery lirtdle 41 B.93) o7 E.LDL) 1380 B.14)
Unable o doons weli
it wll 10B 25.53) 22425} Tl 24.05)
Toeal 45N 27.79) 1L IBG(T2.27) 1, 6% % 10s0. 00D

X3 =9.40, P = .02%
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TABLE 3-5.5.1A. Toilet Care Status as Related to Geographic Location
of the Patient. Percentages Given in Parentheses.

GEOGHAPHIC LOCATION

Toiler Care Uirban Tazral Toasl
Able o care far

needs complecely SHKG1,01) GOT(5T.TO) 1,200 59.04)
Ablle o eare far

needs panly 106{12.68) 1400 11.55% 246{ 12.04)
Able to came for

needs poorly 4 5.14) TH &.04) 11 5.68)
Not able o care

for needs ar 1PHILAT) 2OR(I4.6T) l 450 23.24)
Toral B3E] 40.940) 1, 208052, 107 ‘ 2, 0041 100 D)

¥f=a72, 0P <.

TABLE 3.5.5.2A. Toilet Care Status as Related to Sex of the Patient.
Percentages Given in Parentheses.

SEX

Taoilee El:_ - Male Female Toaal
Able o care for

needs completely G 59, 28) S14058.74) 1,207 59.04)
Able o care for

meeds partly L5001 .58y 113 5.3%) 2450 12.04)
Able mo care for

needs poorly B E.4T) i 188} 116 5.68)
Her able to care

for needs ac all 2B5(22.6T) 210610, 3T 47 23.24)
Taml 1, 15957 .19) B7S42.R1) 20441 100, Dy

=617, P10

TABLE 3-5.6.1A. Speech Status as Related to Geographic Location of
the Patient. Percentages Given in Parentheses.

GROGRAPHIC LOCATION
Speech Stamus Uieban Hornd Taouml
Able to speak clearly ATE{44.84) SO 41.7E) BN 43.03)
Able o speak pamly
clens Z04024.20) T 22980 AB% I3 44)
Able o spenk very
lirele 122 14.47) 17 1L T4) U 1463
Kot able to speak
ar nkl 13 16.47) 24R(20,51) 3H4( llﬂ
Toial BAMA0.PE) 1, 204059.03) 2,057 100, D0

X3 =570, . 0<P<.20
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TABLE 3.5.6.2A. Speech Status as Related to Sex of the Patient. Percentages
Given in Parentheses.

SEX

Speech Smiun Mals Femnle Taoial
Able to speik cleaily SO 473,04} ITHA2.94) BES( 43.09)
Able m speak pard

-_-J--rm . WU M. ITY 198(22.9%) BN 23.48)
Akl enk

uul.':“ st 188 15.61) 117613, 33) W 14.63)
Now able vo spesk ac

all 2017.1%) 186{21. 18) NRB[ 1B.9¢)
Tatal I, 1T 57.33) BTR{42.68) 2,047 100.00)

¥i=67, .05<P<.10

TABLE 3.5.6.3A. Speech Status as Related to Whether or Not the Patient
Has Had Speech Therapy. Percentages Given in Parentheses.

THERAPY STATUS

Haid Speech Mot Hed
Speech Swmrun Themmpy Speech Therapy Taoral
Able o sprak cleasly 165 30,56} SERIST.45) TE2 4524}
Able o speak parly
clear I2G{40.57) 1706 15.03%) 96{ 23.52)
Able to wpesk only
pearly 11 19.6%) 136(12.20) i 14.73)
Moi able o speak ac
all 4B{ B.58) 2304 200, 34) H ITH 16510
Toml 553(32.84) LIIMWET. 06 0 1 6840000.00)

%5 = 190,18, P <.0005

TABLE 3.5.7.1A. Eye Defect as Related to the Geographic Location
Patient. Percentages Given in Parentheses.

GEOGHRAPHIC LOCATION
Eye Conditian Lrrksan Hural Toml
Has =ye defect }?_H_-i{._'ﬂ'ﬂ'-]" FO4{42.18) BTT{-i!.!-jT
Has no eye defect A86(%9.00) EOL{ST.82) L, 4T (S6.6T)
Total B 40 95) L, 1950 55%.04) 20240 100, 00)

Xi= 147, 0 <P <.30

TABLE 3.5.7.2A. Eye Defect as Related to the Sex of the Patient.
Percentages Given in Parentheses.

SEX
Eye Condition Male Baimale. | Total
Eas eye defecs HOAL48) | SEEALA4) BT7(43.33)
Hes wo sye dadect G62057.52) 485055, 56) 1, 1470 56.67)
Taotal 1, 1500 56.87) BT 34515 2,024( 100, 00%

XT=70, P& g0

140



TABLE 3.5.7.3A. Ownership of Glasses Among Patients who Listed an Eye
Defect, as Related to the Geographic Location of the Patient, After
Eliminating the Blind and Those Who Did Not Answer This Portion
of the Question on Eye Care. Percentages Given in Parentheses.

GEOGRAPHIC LOCATION
Glasses Sisrun Urbam Twmrnl Towal
Has glasses T TE) 309( T0.07) 53H{p8.62)
Moes nor have glasses 114 33.24) 153 79.93) R T
Teseal B 43.T5) 441(56. 25) THA[ 100, D)

XT= .83, .30<P<.40

TABLE 3.5.7.4A. Ownership of Glasses Among Patients Who Listed an Eye
Defect, as Related to the Sex of the Patient, After Eliminating
the Blind and Those Who Did Not Answer This Portion of the
Question on Eye Care. Percentages Given in Parentheses.

SEX
Owmership Minle Female Towal
Has glasses 2B 66,15) 256T1.50) 548 G 6 )
Does mor have glasses TAM33E%) | 10328680 TAG{31.58)
Toeal 42554.21) | 3945 ELE LR

XT= 104, MD<P <.

TABLE 3.5.7.5A. Does or Does Not Wear Glasses Among Those Patients
Who Have Glasses as Related to the Geographic Location of the
Patient. Percentages Given in Parentheses.

GEDGRAPHIC LOCATION

Wears Glusnes Ul-l;-1 = T___ ;:ll'll -1 Touval
Yes 219{05.63) 28H92.23) S5 3.68)
No I £.37) X T.TTH M 630
Total XM 4157 O 57430 S580 1 00,4

XT =208, MO<P <. 20

TABLE 3.5.7.6A. Does or Does Not Wear Glasses Among

Those Patients

Who Have Glasses as Related to Sex of the Patient.
Percentages Given in Parentheses.
S5EX
Dumerahip Male Female Todal
Wears glasses DG(TA.33) 238(92.57) $0:4(93.68)
Doen aci wear glasses 160 S.67) 18 7.0%) 14 &3
Tatal AN 5242 236{47.58) 538( 100, D
xi=.,22 G0<P<.T0
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TABLE 3.5.8.1A. Presence or Absence of Hearing Defects as Related to
Geographic Location of the Patient. Percentages Given in

Parentheses.
GECGHAPHIC LOCATION
Hearing Smias Lt by Hairal Toial
Has hassing dekict #6(10.35) 116 9.67) 203 9.9%)
Has no hearing defeer TASED.65) 1LOBM90.3%) 1,B28{%0.0%)
Toml BAL{40.9:4) 1, 190 55.06) 2, 0%04 10000

¥Te.18, BO<P.<.70

TABLE 3.5.8.2A. Presence or Absence of Hearing Defects as Related to
the Sex of the Patient. Percentages Given in Parentheses.

SEX
Henring Stams Male Female Total
Has hearing defect 11N 2.71) B 10.28) XN 9.9%)
Has no hearing delecy 1,005 10 50 250 TITED.72) 1,828(%0.0%)
Toml 1, LG4(57. 34) BEG{42.66) 2,030( 100,00}

XTe .7, MNP <40

TABLE 3.5.8.3A. The Relationship of Sex of the Patient to the Possession
of a Hearing Aid, After Eliminating Those for Whom We Have
Inadequate Information. Percentages Given in Parentheses.

SEX
Cwneralip Male Female Taotal
Hin heasdng aid I 43.E2) 26{ BB GHALGT)
Does mot have heasdag aid SO 56 18} B 15) DL 5A.35)
Total BH57.05) G 42.95) 15 1 0e1. 000}

¥E =22, SO<P<.TO

TABLE 3.5.9.1A. Presence or Absence of Convulsions as Related to Geo-
graphic Location of the Patient. Percentages Given in Parentheses.

GECOGRAPHIC LOCATION
Conwil sion Hismry Lirkaiu Turad Toecal
Has ao hiswory of convalsioas | §47053.1%) BAB(SZ. 21) 1085 52,59}
Has mo convalslons s presest
and no information about pass LS 16, 41) 0% 16,77 AN 1663
Hsd eonvul sloas ln the past,
but none now 128{19.22) 1B4[ 1 5. 06) FI2(1%.12)
Har convulzions now 128{1%.22) 105 1 5. 06) 2% 15.68)
Tasl " BAL{40. 7T} 1, 2233925} 2,068 100,00 )

X§=.%0, PR.9%
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TABLE 3.5.9.2A.

the Patient. Percentages Given in Parentheses.

Convulsion History

Presence or Absence of Convulsions as Related to Sex of

o mrne now
Has convalsions now

Tocal

S5EX
i Blnle Female ‘I_"nul

Has mo history of convalsions |  642(54.37) 443050, 23) 1,085(52.59)
Has no convalsions st presem:
and no information abowr past SOZC1T.00) 1411599 I 16.63)
Had convulsions in the past,

16301 3.80) 14 16.89) ILAN15.12)

I?ﬂli.?'ii lg lﬁrﬂﬁ'! EIH IEEt

1, 1B1(57.25) BEX42.75) 2,063 100,00

¥iz=6m, o3<P<.a0

TABLE 3.5.9.3A. Frequency of Convulsions (Where Given) for Patients
Who Have a Present History of Convulsions as Related to Place of
Residence. Percentages Given in Parentheses.

PLACE OF RESIDENCE
Livimg Living
[ 1§ im am
Frequency Home Immi. Toaal
One of more times & week S3(38.67) B{1&.00) 41(29.29)
Lees than once a weck ST63.33) A 2B, Oy .71
Toaml Bole4, 79 S0{35.71) 1 40 100, 00

Xt=567, P22

TABLE 3.5.10.1A. Frequency Distribution of Other Health Problems (In
Addition to Those Already Discussed in Previous Parts of This
Section) as Related to Severity of Handicap. Percentages Given in

EEVERITY R

Problem ?:_llll:ﬂ- e Mild Moderate GEvern Tertal

Resplration 1210, 17) BR(26.0%5) 360 41.86) 116 24.95)
Gastro-inteaginal tract  4.24) A2 16.09) 226,75 TM15.05)
Keuma-payeh problems T LG FE{ 1. T 1 1163 TH19.21)
Bane and muscls 116, 10) 41[15.71) T H.14) E7(14.41)
Ekim 1Y11.02) 100 4.21) N 2.AE) 26 5.9
Genitourinary pract H 4.24) 16 6.1%) # §.69) 2% 5.58)
Allergy T 5.93) 140 5.36) N 2.37%) 2H 4.9%)
Cardiovascular system o 7.63) 110 #4.22% M 116} 200 4.52)
Endocrine-=membolic M 5.9%) 0 1.49%) & 5.B1) 210 4.9
Orher organs 2 1.69) B 3.07) I 1.16) L1f 2.34)
Congesital H 1.69) 8 1.3 & 4.55) L1 2.5&)
Toml 1182538} 261(56.13) BOVA. 4% 0 8650100, 00

Parentheses.
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TABLE 3.6.1.1A. Type of Present Medical Care as Related to the Sex of the
Patient. Percentages Given in Parentheses. (See footnote for Table

3.6.1.1.)
SEX

Type Male Female Total
Medical specialty care 352430.77) 04035810 656{32.97)
General Practitionsr only 236 20.63) 16822, 14) 42H21.27H
Oicher hospiml J11{18.44) 14400 6.96) A55(17.81)
Wo presear medical care J43A0.16) F13(25.09) 558( 78.00)
Towal 1, 14457400 B4 42,600 1,993 100.00)

X3=936, 015<P <05

TABLE 3.6.2.1 A. Count and Type of Physicians Currently Caring for the
Patients as Related to the Sex of the Patient. Percentages Given in

Parentheses.
BEEX
Type Male Female Tostal
Physicians
General procd tiener AOB{I8.2T) F3H 37500 TALCAT.92)
Onhopedin 1540 4.45) 1Al 1. 44D 30K 15.35)
Pedintrician 10ed 3.94) T0E11.94) ZEH10A5)
Opheh-omlogist I L.7T2) [ .29} 4 251}
MNewrologise I 1.9T7) I 1.22) LB 1.95)
Physistrise b A 5 LA 146 MM 1.02)
Mearosurgean o J56) (LY ] I .51}
Inrermist A .38} of  J68) o 4G
Other specialist B .75) 120 1.3%) 2 1.02)
1,999 T1.60)
Hospimsls snd Clinics
Gillecte Hospieal 4 AL1Im kB 4.28) TH LG
Universlry Hosplesls 36 3.38) 240 .70} GO 5.07)
Seare O.C, Clinles 240 .25} L4l 1.58) & 1.94)
Maye Cliaie B .79 8 56) 1 .67
Keany [nstinite N .I8) oW O ) B .15
Oither hoapilaal | 219 20.55) 1506 16.89) LM LA 85
! 355(28.40)
Tatal | 1,060 54, 55} BAB(45.45) 1, 9540 10000
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TABLE 3.6.3.1A. Number of Sources of Present Medical Care as Related to
Geographic Location of the Patient After Eliminating Those Patients not
Presently Living at Home. Percentages Given in Parentheses.

GEOGRAPHIC L'['I_ZA'II'-'H
E'n.-hn: of Sources Urhan Rural Toeiml
Ko pressnt medical care® 196(31,56) 304(35.77) %00(33.97)
1 214(34.465) 202004313 34T
2 141{22.71) 179(21,04) 320{21.74)
3 or mare T011.27) 760 .93 1460 9.97)
Total - 621{42.19) B51(57.81) 1,4720100.00)

*This groxp has been elininated for the W3 amlysis,
X3- 149, 40<P<.50

TABLE 3.6.3.2A. Number of Sources of Present Medical Care as Related to Sex
of the Patient. Percentages Given in Parentheses.

- SEX
Number of Sources Male Femals Teoml
No present medical care® 345030, 00) 213 24.6%) SEMIAT.T
1 51784, 005) A9 45, 40) IH[45.57)
2 197017.13) 170 19.88) BoB{LE31)
% aF mare ol 7.91) TH E.E;I_ 15% B.41)
Tol 1,150{%7.21) BHIK42.79) 2000 1 00, Dy

*This group bas been elimingted for the 32 gmalyafs,
X3 =1.08, S0<P<.60

TABLE 3.6.4.1A. Time Last Seen by a Physician as Related to the Geographic
Location of the Patient, After Eliminating all Patients not Presently
Living at Home. Percentages Given in Parentheses.

|  GEDGRAPHIC LOCATION

Time lLast Seen [T rbenm Ruaml Totial
Within cae month 121(20.86) 14X17.7%) 263(19.04)
2 thru § months 236{40, 69 345(43,07) SA1(42.07)
7 thri 12 months B7(15.00) 123(14.35) 211%.21)
1 ta 2 years TB13.45) 97(12.11) 175(12.67)
Ower 1 yoars SR 10.00) 94{11.73} 15H11.01)
Toeml sao(dz.o0 | BOWSE.00) 1,381 100,00}

xiti.-ﬁl, N

Note: This x* was computed by grouping time last seen by a physician into two
groups, i.e., within 6 months and over 6 months.
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TABLE 3.6.4.2A.

Time Last Seen by a Physician as Related to Sex of the
Patient. Percentages Given in Parentheses.

BEX

Time Lawt Seen hdnle Female Toml
Within cne month ZBE2E.5T) ZRRI0.5T) SHNZO. 430
2 thm & months T RT.50) ZERAT.05) AT TR
T thru 17 months 1312, 90) T IA,04) 2FH AT .5
1 o 1 yearn 11440 1.51) Ti DALY 190 10, 75)
(rver § peamm 9T 9.62) Gl B,43) 161 2.11)
Toal 1, 00857 %) AT | L TEN 160,000

Wi=1.9%, M <P < 40

Note: This X* was computed by grouping time last seen by a physician into two
groups, i.e., within 6 months and over 6 months.

TABLE 3.6.4.3A. Time Last Seen by a Physician as Related to Type of Present
Medical Care. Percentages Given in Parentheses.

TYFE OF METHCAL CARE

Mo F"‘:I'Hﬂll Care by Care by
Time Medical Specialry G. P. "cher
Lass Seen Care Cmre Dialy Houplea]" Taeal
"'ilh].ﬂ-ﬂlll'-ﬂlﬁ_‘l % 55T IST(IS. 74| 102(27,05) | 223(8R, 14) | SOB(29.76)
2 thra & months T4{29.598) | s03(d9, 31)| LAS(49.07)) 20{ 7.91)) G47(37.50)
& thma 13 moachs TrIG.A9)| B I4. 59 47(12.47) & 2371 NMW1Z.EY)
1 o T yeass 11023550 450 7.38)| 26{ 6.90)) 24 .To)} 1BM10.72)
Ower 2 pram LTA(Z4. 400 17 2.78) I 4.501) 2 .M9)) 190 8.7
Tosial CAET(2ZT, 56) |GIOYE. TR 3T 22 09 298( 14, 82) 81, TOT(100,00)

*These 26 individuals raise a question as to the reliability of the information

furnished by them.

TABLE 3.7.1.1A. Care by Orthopedic Surgeon as Related to Sex of the Patient.
Percentages Given in Parentheses.

Séen by BEX

Drthopedle Susgeon wale Female Tol

Yes IR IS 15) 1iado, 18) T 3T BT}
Mo’ B0 E3.BSY 475(59.82) 1, 155062.1%)
Taml 1,065 57.20) To4{42. 71} 1,859 1 00.00)

XF=2.06, 05<P <10
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TABLE 3.7.2.1A. Care by an Ophthalmologist as Related to Sex of the Patient.
Percentages Given in Parentheses.

SEX

Seen by Ophthalsologis Male Female Total

Yes J00{18.69) 175(21.26) 375(19.81)
Na BTO{EL.31) GAB(78.74) 1,518(80.1%)
Toel 1,070(56.52) B23(43.4B) 1, B93( 100,00)

X¥=1.78, Q0<P<.20

TABLE 3.7.3.1A.

centages Given in Parentheses.

Care by an Otologist as Related to Sex of the Patient. Per-

SEX
Seen by Owlogist Male Femals Taml
Yes BN 8.07) G T.60) 145( T.BT)
Mo QEB(1.9) TIHI2.AD) 1, 69T 13
Total | 10535717 TEM AL B3] 1,B42{ 100,00}

X1=0m9, TO<P <. B0

TABLE 3.8.1.1A. Dental Care History as Related to the Sex of the Patient.
Percentages Given in Parentheses.

EEX
Ever Seen by s Dentint Male Female Tmtal
Yen a7 s .6) TAL{BA.9) 1,71 2(B5.2)
Mo T6M 1440 113151} AT75(13.8)
Toml L1357 1) B5M42.9) 1 987 100,00

¥Tw 33, M0<P< 50

TABLE 3.8.1.2A Dental Care History as Related to Present Medical Care of
the Patient. Percentages Given in Parentheses.

PFRESENT MEDICAL CARE

Mo Present | Has Prosest
Ever Seem by a Denvint Medicul Cume Medical Care Toml
Yes AEHEE_ T I, 14B{85%.0) 1,627{8%.%)
Mo TH13.3) 0% 15.0) ITT14.5]
Tatal _ SAT{28.4) 1 ME3TL.4) 1, P04 1000

¥3= .80, 30 <P < dD
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TABLE 3.8.2.1A. Dental Care Within the Past 12 Months as Related to the Sex of
the Patient. Percentages Given in Parentheses.

Heen by n Denrist SEX

in Lase 17 Months _H.llu Female Towml

fes THEET0.30) GOG{T3.19) 1, 30H71.5%)
Hao 35H 29.70) 22 H 26 81) ¥4 IR.47]
Taral oL nmsT 49 BIR(42.55) 1.4 100,00)

¥ 1.80, .30 <P <40

TABLE 3.8.2.2A. Dental Care Within the Past 12 Months as Related to Present
Medical Care of the Patient. Percentages Given in Parentheses.

PFRESENT MEDICAL CARE
Seen by Dentisy Mo Prv:ﬂ-:II Hes Present
in Lam 17 Mosths Medical Care Medical Care Toal
Yes LA AT.04) TLT1.93) 1,333 70.53)
Mo 17TR(32.96) F?_{#.ﬂ?’l 33T 19.47)
Total SATR. ST 1,350 70.43) 1, B0 100,08)

=20, 025<P <08

TABLE 3.9.1A. Visits by a Public Health Nurse as Related to the Sex of the
Patient. Percentages Given in Parentheses.

Vimit by Public SEX

l_-tull:l Murse : Male Female Toml

Tem 4G1(43.70) AR 46, 14) B44{44.77)
No S50 565,50 447153 86) 1,041095.2%)
Tomm] 1,055(55.97) B 44.03) 1, B85 1 00.00)

¥T=1.09, .30 <P < .40

TABLE 3.9.2A. Visits by a Public Health Nurse as Related to Present Medical
Care. Percentages Given in Parentheses.

MEDIC AL CARE
Wisits by Pablic Mo Preseat Has Presenn
Henlth Murse Medleal Care iﬁdﬂtl‘l Care Towsl
Yem 23 42.11) SEH45.71) TOT{44.60)
Ma RI5T.BOY 2 _ﬁ'{lt 54.29) S0 5% .40
Totsl 451(30.83) 1,2%6469.17) 1,787 100.00)

¥=1.m6, A0<P< 20
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TABLE 3.10.1.1A. Therapy Summary* as Related to the Sex of the
Patient. Percentages Given in Parentheses.

SEX

Semmary Mala Female Tatal

No thermpy 2620 2. B4 1 TR, 99 A4 25.62)
Phyzical thempy only 0K 30,7 4) 23K 1 Ol¥)y 530 30.65)
Occupational thempy oaly 20 21.2%) Iy 1.3%) 33 1.Bh)
Speech therapy anly S0 605 M 4.45) oM 5.36)
Physical & occupational therapy| 720 7.38) BT(11.72) 15 9.25)
Physical & speech thempy Rl DR T2 2. A0) TEEL 10,04 )
Oocupational & speech dherapy I3 1.3%) 4 .54) 1 99
All 3 types of thempy 1524 1%.57) 1081 4.9%) 26 15.1%)
Tonl 97636810 | 742043.19) 1,718¢100.00)

Xi=19.31, P <000

*Summarizes physical, occupational and speech therapy.

Note: Thisx* was computed after grouping in the following manner: no therapy;
physical, occupational or speech therapy only; and combinations
of therapy.

TABLE 3.11.1.1A. Ability of the Patient to Learn as Related to
Geographic Location of the Patient. Percentages Given in

Parentheses.
GEDGHAFHIC LOCATION

Ability to Leam Urban Huenl Taotal
Fasr BT 10, 66) 129 10.88) J1610.79)
Nammal 242029 66) 6N 0. 600 605 30.22)
Slow 170 20 8%} T2 19.80) 399 19.93%)
Modemiely rerasded 1606 19,613 1177 AT 18481
Leverely remanded 157 159.24) 295021, 50) 130, 58)
Towl 16 d0. T 1, 166055, 24) 2,003 100,00

¥I=287, S0P 60

TABLE 3.11.1.2A. Ability of the Patient to Learn as Related to Sex of
the Patient. Percentages Given in Parentheses.

SEX

Ability to Leam Male Female Total
Fant 1171020} 90{11.58) 216(10.79)
Normal 331(78.86) IT4(32.0%) HOS 30.22)
Slaw 242(21.100 15718, 16} 199(19,93)
Moderrely retanded 216(18.83) 154(18.01) 3700 18,48
Severely retarded 241(21.01) 171(20.00 A412(20.58)
Towml 1, 147057, 29) BSS42.71) || 2,002{100,00)

Xi-4.76, P2.30
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TABLE 3.11.2.1A. Relationship of Present Grade in School with Sex of the

Patient. Percentages Given in Parentheses.

SEX

Present Grade . Male Female Taoml

Mot presently artending school 2R 5E.0) 2060 84,97 AR5 EH)
Ungraded 11715.72) 101617.1%) 218{16.35)
Kindergamen a4l 3.2%) 50 4.24) 4 3.68)
Tat ar Iad grade =N 7.68) 4% 8.33) 1D 7.95%)
rd or dth grade 5T 7.66) S5 9.51) L1 B.48)
Sth or frh gmde Lof 7.0%) 41 &.28) e 7500
Tih or Bch grade I AH 5.64) ¥ 628 TH 5.93)
High achool O1§12.25) G0 04) 1S&(01.700
Callege 14 1.BE) o 1.53) I 1.7H)
Total T4455.81) SHN 44,19 1, 3330 1o, 00}

XI=49%, JO<P< 80

TABLE 3.11.2.1.1A. Type of School Presently Being Attended as Related to the
Sex of the Patient. Percentages Given in Parentheses.

SEX
Trpe of Schoal Awended I‘ Male. | Female Towl
Regular class in regular school ITHS9.36) 217(56.81) A0 58.22)
Special clans in regular school | 33(11.28) H4(11.52) 9T(11.38)
Special schoal 138 29, 36) L21{31.6T} 259 340. 40
Toeal _ * . 4TINSS.16) 3B2{44.84) B52(100,00)

Xi- 63, T0<P .80

TABLE 3.11.2.3.1A. Highest Grade Completed as Related to Sex of the Patient.
Percentages Given in Parentheses.

SEX

Highest Grade Completed Male ' Female Total
Never attended schoal 168 6. 01 129(67.88) 297067 04)
Ungraded 4701858 24(12.6%) T116.08)
Kindergasten W19 ¥ 1.58) o 1,39
1mr thru Heb grade 10 %.95) AL TAY 1% 4.29)
Tih or Bth grade B 316 i LI X 2.71)
High school 170 6.7 20(10.5%) 370 8,35)
College o 0 ) 1 .53 1 .23
Tol 253057110 190(42.89) 443 100.00)

Xi=6.38, P 40
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TABLE 3.11.3.1A.

the Patient. Percentages Given in Parentheses.

Total Number of Years Spent in School as Related to Sex of

Towl Mo. of Years SEX

Spent in School kinle I emnle Toinl
Newer nmended sehoal BRI 34.37) 4437, 16) 132(31.59)
1 =5 yedrs IMI1.33) 1#11.73) 48(11.46)
it - ¥ years I8 7.0%) 14 B.64) 33 .68
# years I3 B.9E) 15 6.17) 3% 7,89
Q- 11 yeurs ZH 10, 04) 13 7.41) A o857y
12 yeais 29(11.33) I 12.35) 411,723
13 years W 3.52) 180 6.79) 20{ 4.78)
14 = 20 yencs AN 1E.50) 12(19.75) G4 15.31)
Toml 15661 24) IGI{3E. Ta) AL 1 D D0

¥2=11.09, .D<P <. 20

TABLE 3,11.3.2A. Highest Grade Completed as Related to the Sex of the
Patient. Percentages Given in Parentheses.

SEX

Highest Grade Completed Male Femals Towal
Never spended school BE( 54000 40 26,6T) 13H 1. 200
Dok el A617.B3) 1B 10.91) 615130
Isg - Sth prade 13 A65) 14 B.48) 60 6.15)
fh = Trh grade Lx 465 LT 10,341 200 6. 86)
Eth grade 1 T.%6) 11 &.67) 50 T.003
Gth - 11th prade 1% S5.81) ™ 4243 TN N.30)
12nh grade L. 14y 2918 04y GOC14.18)
1nt year callege 1% S5.04) 11 &.67) 14 5.6T)
Ind - Sth yeas college 16( 6200 {12.15 360 851}
Tatal 258 G0. 90 LESYR,.00) FRETRL

¥=17.29, P& 023

TABLE 3.12.1.1A.

Sex of the Patient. Percentages Given in Parentheses.

History of Vocational Assistance Status as Related to the

Has Pacient Ever Had SEX

Vocationa] Asslsmpce Male F emale Toaml

Yea B 9,04) M B8.51) 133 B.Bl)
Ha B D, ) GIE51.49) 1439 51.19)
Total HEH 56.04) GE M43 92) 1, 578 100.00)

XP=.08, J0<P<.80
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TABLE 3.13.1A. Recreational

Activities as

Percentages Given in Parentheses.

Related to the Patient's Sex.

. sEX
.I‘.I'l_EDd_I\_.IEE‘l’J.:'I.I'.l_II_ L :_;'h:.l:_-:-_:.—_ I;_t!_llr_u | Toml
Yas ' SONIST | 2 | 65103739
Mo ald(50,43) A TE6%.75) 1,092(62.6%)
Total 1, 016058, 29) TaAT41.T1) L7473 100,00

X¥1euqme, 015<P <08

TABLE 3.14.1A. Need for Assistance or Service as Related to the Sex of the
Patient. Percentages Given in Parentheses.

SEX
Assiztance Newded Malr Femmle Tomml
Yea ATTIAT1E) TADAS. LB) B2 4. 4D
Na SI4(52.82) 420 54.62) 954651600
Tozal 1,00 156, 80) TEA 4 Y. 20} 1, TR0 1o, 0

¥E= %0, 40P < 50
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APPENDIX 3

DEFINITIONS USED
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1 SEVERITY CODE

Items on ability to walk, to feed oneself, to dress oneself, to
speak and ability to care for one's toilet needs (items 5D through SH
on the questionnaire) were combined to yield a severity code. Individual
responses to each of these items were weighted, as given below, the
weights then summed to derive a severity score.

TABLE 1A.1. Individual Weights Used to Derive the Severity Code.
\_ ___ ASSIGNED WEIGHT
0

[[E] 1 L] 5
S0 (Walking} . by c, d e, |
YE [Feeding) n b e, d
iF [Deessing) i b g, d
%0 [(Speakimg) B b [ |
SH (Toile: cars) [ [ e, d

From Table 1A.1 we see, for example, that an individual who
could walk without help (item 5D.a) could feed himself completely
(item 5E.a), could dress himself completely (item SF.a), could speak
clearly (item 5G.a), and could care for his toilet needs completely (item
S5H.a) received a severity code of 3. On the other hand, if a patient was
confined to a wheelchair or bed, could feed himself only poorly or not
at all, could dress himself only poorly or not at all, could speak only
poorly or not at all and could care for his toilet needs only poorly or

not at all, the severity score for such a patient would be a maximum
of 21.

A minimum score of 3 was defined as a mild handicap, scores of
3 through 20 were defined as a moderate handicap and a maximum score
of 21 was defined as a severe handicap.

Individuals for whom we did not have information on all five items
were not given a severity score. There were a total of 162 such indi-
viduals. Included in this group were individuals who were considered
too young by the respondent for an evaluation on one or more of the five
items of interest. See sections 3.5.2 through 3.5.6 for specifications
of these age restrictions.

Because of difficulty in evaluating a patient on the above men-
tioned items, particularly young patients, this measure may be quite
unreliable for those under five. Possibly the measure could have
been improved if it had only been computed for individuals over age 5.
In this manner, the response to items SD through SH should have become
essentially independent of age.
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Table 1A.2. below gives the actual distribution of severity scores.

TABLE 1A.2. Severity Score as Obtained From the Response to Items 5D through
SH. Percentages Given in Parentheses.

Severity Score Frequency
3 | 628 (31.71)

i | 233 (12.78)

5 BY { 4.3

G 120 { &.046)

Tor 8 1o { 5.56)
9 or 10 Lo {509
i1 &0 5.0%)

Id 220 111

13 T 34

14 thra 20 154 (12.83)
21 271 (13.67)
Toal 1,979 { 100,003

The weights used in deriving this severity measure were arbitrary.
Walking ability, feeding ability, and toilet care status were weighted
more heavily than dressing or speaking ability.

Other items in addition to the five used for the severity measure
could have been included. This would have, however, in part defeated
our effort of trying to keep the measure as simple as possible, but yet
define groups that actually differ in terms of severity of their handicap.
We believe we have accomplished this because of the manner in which
this measure correlates with other items on the questionnaire. Although
this measure could possibly be improved in several ways, we feel it is
adequate for our purposes in this study.

2 URBAN - RURAL STATUS

Patients having home addresses in the five-county area of Anoka,
Dakota, Hennepin, Ramsey and Washington counties were considered to
be residing in an urban area. Patients with home addresses anywhere
else in the state were considered to be residing in a rural area. As with
the severity measure, this particular definition was chosen because of
its simplicity. Better, but more complicated, definitions could have
undoubtedly been derived. For example, the area around Duluth might
also have been included in our definition of an urban area, as well as
certain other areas in the state. Although desirable to include such
areas it was not practical in terms of the address information we had
available for each patient.
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It should also be emphasized that this urban-rural definition was
based upon the home address of the patient and does not always reflect
the facilities available to him, particularly when a patient is not
living at his home address. However, in those cases where we were
particularly interested in the facilities available to a patient, this defi-
nition was restricted to those living at home. Whenever this restriction
was introduced it is mentioned in the text.

3 AGE OF THE PATIENT

Since questionnaires arrived over a period of several months and
since date of birth was the only information routinely available, an
arbitrary decision had to be made as to how to compute an individual's
age from such information. The rule used was to assume that all ques-
tionnaires had been filled out on January 1, 1958. This arbitrary decision
does introduce discrepancies into the age distribution. In a few cases
an individual's age may be incorrectly stated in this manner by more
than one year.

Again, this procedure was adopted because of its simplicity.
Technically it would have been possible to determine an individual's
age exactly at the time the form was filled out. However, this would
have been quite a tedious and time consuming task.

Table 3A.1 below gives the date of birth for the 2,141 patients
for whom we have completed questionnaires. The patient's age as re-
corded in this report was determined from this distribution.
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