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A Tm EEARR

MR HEP £ &
CVRR - - 17.4
SDNN - - 106. 3
1r-MSSD - - 81.2
CVRR SDNN__ r-MSSD
15:00 15.2 91.1 98.5
16:00 12.2 73.7 89.2
17:00 12.0 68.6 79.3
18:00 11.3 63.7 75.9
19:00 9.3 45.2 49.1
20:00 10.2 61.8 78.2
21:00 11.1 77.9  103.2
22:00 9.0 56.6 79.0
23:00 8.3 48.2 62.2
0:00 8.5 50.7 65.8
1:00 8.3 58.5 73.5
2:00 8.9 72.5 98.1
3:00 9.2 68.1 75.3
4:00 11.1 87.4 112.9
5:00 12.1 93.4 111.2
6:00 10.5 70.6 78.8
7:00 9.3 49.0 48.3
8:00 9.1 51.0 57.2
9:00 11.7 74.7 83.9
10:00 11.6 61.0 59.6
11:00 12.9 89.3 1111
12:00 12.4 74.1 87.2
13:00 10.5 50.1 54.7
14:00 10.6 61.4 75.1
15:00 12.2 80.2 98.0
~16:00

4.

B 1M x5E
BEERY EEET 2 &

CVRR - - 13.2
SDNN - - 75.0
-MSSD - - 63, 4
CVRR SDNN  r-MSSD
15:00 12.9 78.4 97.6
16:00 12.6 78.7 100.1
17:00 13.5 89.3 115.3
18:00 12.4 78.0 99.6
19:00 11.1 61.0 72.2
20:00 9.2 48.1 61.5
21:00 9.1 55.6 71.3
22:00 8.7 58.7 74.0
23:00 5.5 31.3 36.0
0:00 6.7 36.3 39.9
1:00 6.4 35.8 44.3
2:00 6.6 41.3 52.3
3:00 5.3 33.5 39.3
4:00 6.1 38.8 46.2
5:00 6.1 36.1 41.9
6:00 7.2 41.1 40.6
7:00 7.0 41.6 48.5
8:00 8.1 41.6 38.1
9:00 6.8 34.2 34.8
10:00 9.4 50.0 49.1
11:00 10.4 59.0 61.4
12:00 8.9 44.5 49.9
13:00 9.5 44.3 45.0
14:00 11.1 64.9 71.8
15:00 12.5 83.3 105.6
~16:00
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A BEHIAFTH, B: %EE, SDNN : NN (RR) FifEDIEHE(R
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FEIRP HEd & &

TF - - 5215
ULF - - 2064
A VLF - - 899
TF ULF VLF
16:00 - - 1210
17:00 4595 1384 1115
18:00 3625 829 699
19:00 2682 1286 508
20:00 3451 855 766
21:00 5075 1086 1108
22:00 2377 310 404
23:00 1957 433 305
0:00 2084 367 409
1:00 3324 871 747
2:00 5844 1934 808
3:00 5251 2149 1034
4:00 6660 1596 1271
5:00 8022 2025 1811
6:00 6233 2681 1114
7:00 4812 3173 606
8:00 4608 2867 550
9:00 9160 5178 1294
10:00 8732 5924 1065
11:00 9408 4040 1401
12:00 5163 1386 828
13:00 4146 2249 652
14:00 5153 3366 745
15:00 - - 1201
~16:00

®5. VLF Eo D HRAEE)

0

BERY WEY £ &

TF
ULF
VLF

- 2859.8
- 820.5
- 590.9

ULF VLF

15:00
16:00
17:00
18:00
19:00
20:00
21:00
22:00
23:00
0:00
1:00
2:00
3:00
4:00
5:00
6:00
7:00
8:00
9:00
10:00
11:00
12:00
13:00
14:00
15:00

~16:00

- 1299.6

- 1158.6
1216.7 983.2
917.1 8I7.6
824.5 579.9
1113.8 375.7
614.6 594.3
582.9 772.9
593.7 284.0
570.5  270.
267.0  232.
286.3 255,
667.1  309.
826.3 317.
1098.8  294.
1174.2 643,
936.0  406.
492.5 501.
621.7 439,
779.9  9lo.
1109.0 766.5
1000.5  499.7
1430.6  490.7
1104.3 1330.1
- 926.3

GO DU 00~ N0
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T.M. FEEAART .M. EEIART

HFD3ETS (0. 15~0. 40Hz)
T T T

A HET umT £ # B ' '

LF - - 582.5 g E

HF - - 152L.6 =

LF/HF - - 0.38  _§ e
LF HF___ LF/HF f§

15100 535.6 2508.3  0.22 =g E

16:00 543.5 2023.5  0.29 =

17:00  473.1 1603.5  0.33

Q

18:00 463.9 1478.8 0.31
19:00 196.7 576.5 0.34
20:00 524.1 1090.2 0.46
21:00 849.8 1738.0 0.50 C
22:00 499.4 951.8 0.52

23:00 318.5 809.8  0.41 w
0:00 387.4 812.3  0.47
1:00 514.5 1082.6  0.49 ~r E
2:00 959.5 1975.1  0.47
3:00 598.5 1369.9  0.41 3 E

4:00 1059.6 2540.7  0.41 -
5:00 1166.5 2812.4 0.41 =
6:00 577.4 1739.4 0.33 -
7:00 2713 709.3  0.42
8:00 288.7 836.6  0.38 o
9:00 799.8 1771.4  0.46

10:00 327.0 1353.9  0.28

11:00 1022.0 2719.0  0.38

12:00 611.5 2220.8  0.29

13:00 225.3 870.7  0.35

14:00 536.4 1169.8  0.44

15:00 836.0 2288.8  0.37
~16:00

X6. MHEIAFTROLFE S . HFELS . LF/HFEE D BN ZEE)
HFERAT I BE T (HFOERANIEH SR : 975 +/- 203) . LF/HFE: (LF/HFEED R AIEE
B :1.5~2.0) IMEETH- T,

A TM. RE B TM.RE
HFD3R (0. 15~0. 40Hz)

BIET REF £ & T 1 ' T ' '
LF - - 336.7 of
HF - -~ 1023.8 ar
LF/HF - - 0.33 of
~8r
LF HF LE/HF g ¢
15:00 626.8 2400.0  0.25 2s
16:00 593.6 2488.0  0.24 L F
17:00  786.2 3308.0  0.24 *8r
18:00 636.7 2473.9  0.25 =F
19:00  301.8 1450.0  0.21 s
20:00 189.9 918.5  0.24 @

21:00 385.9 1030.0  0.39
22:00 450.0 1056.6  0.46 -
23:00 141.0 264.0  0.49 C ™. RE
0:00 150.2 392.1  0.39

1:00 192.2 401.2  0.48 wr
2:00 257.9 625.1 0.43 r
3:00 163.7 361.2  0.42 <«
4:00 307.8 398.8 0.73 [
5:00 233.7 31L5 0.70 L

6:00 185.9 442.4  0.51 ~
7:00 218.2 559.6  0.40 < f
8:00 159.3 416.5  0.41 Lol
9:00 161.1 2789  0.56 (A
10:00 412.2 754.2  0.55 2
11:00 383.8 12347 0.3l 3
12:00 186.5 710.2  0.26 3

13:00 192.2 600.6 0.34
14:00 575.5 1533.1 0.43
15:00 933.3 2816.7 0.35
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FECTOHFRDIZEESE T, LF/HFERIEETH -T2,




WEREE K R

A ¥ Y X DMencapFT /B DPMLD - LinkfF&
FE#E DOBeverley DawkinszBEZF L. A
XU AQERELHEERBEROBEN LBUIRE L
TPMLDA v b U — 27 OIEERRIUC DWW TE#R %
B/,

RIC, BEAROEERBAOES L BRE, K

JeDIEFRIL (kL UTHAT) BB L,

A XY AR THEEIZTEEL TV D & OFHE
5T,

(1) PMLDR w R —9 DFEEIAA

Beverley Dawkinsfc (PMLD-Link#f£
&) OBBIC LD &, EELHEE FEXTI
Profound Multiple & Learning Disabilitie
s) \ZBE9 54 3EDOEFFEOEHRITERIT
HElbic, 2ESHCHMBIIRET 2EER
BROBRGEO Ry hT—27 5D E~DOBR
& & AEMIIEE (CORREDOVEDRB, 20O
bHEFRLUEHRES) | S OITHRER~D
EHIEE) (A~ MREVEEENFIHTER
DRI A VOETNARE) REEFRITEDT
T3,

B, ZOBEMOFTFEOERFET —<
ZHETDHE UTOLRBY TH D,

2008 Spring : Families

2008 Summer : Community Partnerships
2008 Winter : Money Matters

2010 Spring : International

Perspectives
2011 Spring @ Speaking Up-Being Heard

(2) Persons With Profound And Multiple
Learning Disabilities in Japan
ERF 11X, 2009y AR — A TEMNTZE
BREREESERIASSIDOE 2 [E T V7 « KFE
FERTR CHRIEMNTT o 72 Key Note Lecture D4k
BETHY ., PMLD-Link?» b OKIEIZ L Y BE;
SN bDTH B,

ZONEFEEERIC, BATOEEREICRT

JIIE B FRAB AL R A R 2R

DER - BALORERE L BRI OV CERIR L&
1Tolc, EDFRER, BAOBRIZA XY 2DZ
AUCE L, BERICHEEL TR, #AMIZH b
v TV B D E ORI E ST,
ZDRITDONWTHE, ROV L - w2 VHE
Erfiir . BATOERER &) 45
(EREEEO— R | TR -F—F) &
il s ik, BEERMER 2 IS UEEEEE
REOTDDXEER (BEREBERE, va—
ATAZ L CHIRIE® - M. VB U4y
AT L) ~DFHMDOZHENBEETE D, EFH
RRICEIEIRE EFHEICE » TEE LWHR S, 7
OBEEIXR U LB,

Vb v BNV REELTE, AXYRT
FZEMBICL 22 FEOXBEESLELTHE
FELHBEERIZE -T, 0LV —ADERDO=
— R E ST —EREZRIZAND ZOITIE,
FHENMRESELWEHZER TS Z LR85,

ZTULRBEBHIIELE ULRABICRD L, £
DEIREZFZOLONRKRRATHY ., TEY
—ERIBEIZZ LV, BEH LA OX
¥y TDOREIDEREINTNWDIOTHD, b
Bl TEREDaA FOEFENLEMETE
Do



PMLDQ@ LINK

<EE1>

Vol. 22 No. 1 lssue 65

Persons With Profound And Multiple Learning Disabilities In
Japan

Shigeru Suemitsu
Professor of Kawasaki University of Medical-Welfare

The History of Care for PMLD in Japan

Medical care service and social welfare coverage for severely disabled child in Japan had emerged
in the 1960’s. At this time there were three institutions where a form of institutionalized PMLD care
was being provided. However, this care was a volunteered service relying on people’s good will and

philanthropist’s investment.

In 1961 parents of PMLD who were facing similar
problems in caring for their children got together and
formed the Parent’'s Association for Profound
Multiple Learning Disability (PMLD). Their efforts
prompted the government to explore a publicly
funded solution to PMLD care services.

Until the 1960’'s early Medico—Social welfare
administration in Japan was limited to children with
mild and moderate intellectual disabilities and a
small proportion of children with physical disabilities.
Care for persons with severe intellectual and
physical disabilities did not exist. Understanding and
awareness in society was insufficient and people’s
attitudes were rather cruel and cool.

Children with either severe intellectual or physically
disability, or with both disabilities were not covered
by existing social welfare law at that time. Before
1960's, the socio — economical environment of
Japan was still recovering from World War Il. In
such a social environment, parents of PMLD children
had to struggle with the financial problems of caring
for their children, who were often isolated from
ordinary social life.

At this time society’s reaction to PMLD children was
harsh. In order to overcome such difficulties some
parents felt their only choice was to terminate their
child’s life, or for the whole family to commit suicide.
Such stories often appeared in the news paper or
other mass media.

A well-known novelist, Mizukami, whose child had
PMLD wrote an open letter to the Prime Minister
lkeda in a commercial journal and raised public
awareness of the plight of these children and their
need for society’s help.

In this harsh and negative environment, the Parents’
Association continued to press the government to
help them and work in collaboration with volunteers
and philanthropists who were funding the institutions
providing welfare services for PMLD.
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Members of Parliaments and bureaucrats at the time
gave unusual reasons for denying assistance to
PMLD children. For example they said that they
could not spend tax on people who will never have a
chance to pay it back by working in future. That was
a fundamental argument used against PMLD
persons. The movement, however, gradually gained
momentum through the constant effort of supporters
and activists.

Part of the reason this movement was effective and
generated powerful compassion from society were
that politician’s wives were involved in this
movement and their efforts, combined with pressure
from mass media and normal members of society,
brought about change.

Finally, aid for PMLD was included as part of the
social welfare administration and hospital type
institutions were funded by the government. These
institutions were categorized as “Jyusho Sinshin
Shogai Ji Shisetsu” which means Hospital for PMLD,
and were clearly differentiated from existing facilities
for mild and moderate disabilities. At that time, most
parents considered it difficult to care for PMLD
children only by the family, so in general, they
wished for their children to be institutionalized at
specialized hospital that combined welfare and
hospital services.

As the government began to give support, Special
Hospitals for PMLD run by non-governmental
organizations increased. And they needed the
Definition of PMLD as legal Term. For this we had
used the Ohshima'’s scale for assessment of PMLD.
Those client whose level of motor function are within
a range of “keep sitling” and “Bed ridden”, in
association with intellectual level below 1Q 35.

Integrated Care Model - Family and Hospital
Staff Collaborate: Wheels on Both Sides of the
Car

There was a strong desire among the parents of
PMLD children to have all PMLD children living in
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the institutions, as it was considered to be difficult to
support them at home. Therefore, it was considered
best to construct enough number of specialized
institutions which provides medical care supported
by social welfare law. 100% institutionalization was
their aim at the time. Then Japan has constructed

unique hospitals for PMLD which provide
habilitation, chronic medical care and special
education.

When the Parent's association “A Society for
Protecting PMLD Persons” was formed, they
established principles to govern their activities in a
constitution.  We strongly believe, this philosophy
made their activity more effective, sustained and
appealed to all members of society. It is particularly
true in the socio-economic, and political environment
at that period.

1. Never struggle with Person whose status is in a
weak. They can not find the place to live under
the environment of the struggle.

2. The parent should not bring their own political
ideology to join this association.

3. This association must protect all the persons,
covering even most weak persons.

Present Scope and Future Task Issues-Facing
Hospitals and Institutions Servicing PMLD

Here, we would like to introduce the recent
characteristics of PMLD institutions and the
problems associated with them. For example, when
the institutionalized care services of the special
hospitals started in 1967 under the Child Social
Welfare Law, it was considered that the life
expectancy for PMLD would be around 15 to 16
years. From the variety and severity of conditions of
the clients experts thought they would never live
longer than 20 years old, and the number of the
children with PMLD who live more than 20 years old
of age must be very small. Therefore, the special
hospitals should be governed under the Child Social
Welfare Law.

However, as time went on, their life span has
become much longer, and now the average age of
those who live in the special hospitals is over 40
years old and persons over 18 years old comprise
90% of the total. Nowadays, the number of the
special hospitals for persons with PMLD total 194,
and the total number of the beds are 19,010. The
number of people on the waiting list of living in the
special hospitals for PMLD is 3000. About 300
children have not be discharged from NICU for more
than one year because they need intensive medical
care to live. However, the number of the babies
staying at the NICU for less than one year is almost
6 times that number.

Currently the special hospitals for PMLD have two
issues. The first one is the role for the children from
NICU. Intensive medical care is necessary to them,
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but that makes them being unable to go home
directly. Therefore special hospitals for PMLD
receive them from NICU and include intensive
medical care. Then they start rehabilitation,
counselling and training of the mothers to go home.
Introduction to the community support team may be
done before the children go home to help the
mothers. Children from NICU essentially need much
medical and nursing care. They have severe
systemic condition requiring respiratory
management, tube feeding and other medical and
nursing care of high level of knowledge and skill.

The second issue is adults with severe motor
disability and profound cognitive damage from
variable reasons. This conditions means the patients
can be classified as PMLD and this level of care is
putting further strain on existing services. There is
greater expectation to the special hospitals to
provide continued and wide ranging care for persons
with PMLD, as old as 60 or 70 years.

According to the score, persons with PMLD are
classified into 3 types ; over 25 points are classified
as PMLD requiring most intensive Medical Care,
between 10 to 24 points are as PMLD requiring
Semi-intensive Medical Care, and less than 10 point
are as PMLD requiring ordinary medical care. The
first photo (below) is of a person with PMLD
requiring intensive medical care living in the special

hospital for PMLD.

It is estimated that approximately 25,000 persons
with PMLD live at home. 6,000 of them use facilities
for day care service tailored to PMLD needs. Others
are going to special schools, with the remainder
receiving their treatment at home and being cared
for by family members. The second photo (on the
following page) shows a child with PMLD requiring
intensive medical care commuting to the special
school. These persons living at home are increasing.

Age distribution of the persons using daycare center
shows 2 groups, namely younger than 6 years old
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and older than 18 years old. There are two types of
day care center specialized for PMLD. Standard
Type A has daily capacity for 15 persons, and Small
Size Type B has daily capacity for 5. These facilities
are being increased gradually. Nowadays there are
277 daycare centers throughout Japan and
approximately 6,000 persons are registered.

By the amended law for school education in 1979, all
of the disabled children are given the right of having
an education. Nowadays, disabled children from 6 to
15 years of age, either go to special schools, or have
visiting teacher from those schools. As a result, over
99.97 % of disabled children, at present, are given a
school education. To the family who care for
children with PMLD at home, short stay care is very
important supporting system. Seeing the
distribution of reason for using short stay service, the
most one is “refreshment of mothers” followed by
“disease of family member”, “rehabilitation for daily
living” and “delivery by mother”. Total man-day
number is more than 100,000 in 2008. Because of
the increase in PIMD living at home there has also
been a greater need for nursing, rehabilitation and
care workers to visit homes and provide care
services.

Advocacy for the Dignity of PMLD client
Nowadays, advocacy for the dignity of PMLD clients
is widely accepted and society is sympathetic to their
needs. However, this was not always the case. lItis
often overlooked that this social situation can be
maintained by both society and law. And their dignity
as fully humans can be promoted by the enthusiastic
and seamless efforts of people involved in their care
and activists who supported their cause.

Here, | would like to introduce some examples
concerning these issues.

Mr. H. Kitaura is the only of one of the first and most
committed activists for the rights of PMLD. He
contracted encephalitis after a small pox vaccination
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given at the age of 7 months. Since then, he is on
the bed all the time and is unable to speak. He was
institutionalized at the age of 24. He was able to
progress and he could turn over by 40 years old, and
then he could hold
a brush by 48.

Photo 3 (right) is
an example of the
work he produces.
This is a
wonderful

example of such
through care for

persons with
PMLD can
develop their
abilities even

though they are
40’s.

Mr. Kozuka e '
. . Tiroopway Rl el
received brain
damage at birth,
which has led severe motor and intellectual

disability. He, however, lived his entire life with a full
of love from his family member, parents, grand
parents and elder brother. He has lived in a special
hospital for PMLD since 5 years of age. Again he
could live with full of love from staffs and school
teachers in the hospital. He passed away at the age
of 23. Afterward Parents wrote a book using all the
records about him and memory remained in their
heart.

One day pupils from an elementary school visited
the day care centre for PMLD (see photo 4 below).
They were very impressed by observing the PMLD
clients trying to do something with their limited ability
in a rehabilitation session. One pupil wrote a letter
after going back to school. The letter said, ‘| feel
very sad whenever | see the news of murder or
suicide. However seeing their spirit to live under
such hardships taught me the importance of life. If |
may struggle with something in the future, | will try to

overcome it by thinking how they live.’
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