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THE SUMMARY OF STUDIES ON THE OPTIMAL ENVIRONMENT IN
MEDICAL TREATMENT AND THE INDEPENDENCE SUPPORTING
METHOD FOR MUSCULAR DYSTROPHY PATIENTS

Susumu Shinno

National Hospital Organization Toneyama National Hospital, Toneyama, Japan

(Purpose)

The muscular dystrophy patient's survival period was extended by receiving artificial ventilation for ten years or
more. However, the problems whether the advanced muscular dystrophy patient was always managed in the safe
environment, and the patient's QOL was maintained also in the situation where complicated medical care was carried
out. In this research group, all professionals in connection with muscular dystrophy patients collaborated and studied
for solving such problems including specialists of clinical psychology.

(Result)

The results of an investigation of the bathing method in which 18.8% of TIPPV patients and 19.5% of NIPPV
patients are taking bath using the conventional ventilators were reported in 2005. In the joint meeting by risk
managers and medical engineers of this research group held in March, 2007, it was concluded that it was more
desirable to use ventilators driven by gas rather than conventional ventilators at the time of bathing. It was
emphasized preventive measures against troubles which have cause in ventilators should be prepared before bathing,
when the conventional ventilators were used unavoidably. The manual which indicated the way handling ventilator
driven by gas and the method of caring for a patient’s bathing using ventilator, etc. was published in this book.

In 2006, three national hospitals of the Kyushu district which experienced typhoon disaster proposed the guideline
which described the measure which the patient who has received artificial respiration management at home should
take when usually and disaster happen. It is very important that each institution refers to this guideline and produces a
suitable guideline for itself.

The joint case conference by many professionals was useful to understanding of patient's mental problems. It was
reported that specialist of clinical psychology could share patient's deep state of mind, and save patient from mental
crisis by continuing interview of patient. The nurse can care muscular dystrophy patient effectively in the stable
attitude by understanding patient's mental state more deeply through carrying out language expression of relation and
conflict with patient.

Although SpO: was measured in 81% and vital capacity was measured in 65% of hospital in monitoring of the
respiratory function, on the other hand, the measurement of maximum flow velocity and maximum inspiratory
capacity could be performed in one third of 27 national hospitals. It is important to teach patients and their family
members the method of maintaining the clearance of respiratory tract from the early stages of the illness, and to
maintain patient's respiratory function good over a long period of time.

Improvement of the footrest and the joy stick of a wheelchair which the patient to whom muscular power became



weak can operate were reported.

For evaluation of ingestion or a nutrient state, resting energy expenditure(REE) was measured. In Duchenne
muscular dystrophy and myotonic dystrophy, REE and REE per weight were lower than normal subject. A possibility
that malnutrition was participating in induction of the respiratory problem and advance of the disease was suggested.

The database of the inpatient who is in a muscular dystrophy ward was built in 1999, and the data for 9 year was

accumulated until now. It became clear that the patient more than a half had received respiratory care.
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1 #8%R (6.7-8.3g/d))

18 Cl(99-109mEq/)

42

FCH1~168 | RCae~118 |RCH4~7E |BCH2~3E |BCH1~28 | FEA~108 ECii~e8 | RUHe~118 [RCA4~7E |ETH2~38 |FCH1~28 |FCA~ 1884
A 7.4 7.3 7.8 7.8 7.9 76 A 97 g5 90 90 89 88
H 7.3 75 7.5 7.4 741 7.2 H 97 94 97 99 96 93
M 6.4 59 5.7 6.4 6.3 6.6 M 108 102 107 106
R 6.1 5.9 6.1 6.0 5.9 6.1 R 98 100 101 97 97 97
K 6.5 5.9 6.8 6.6 6.6 6.4 K 94 96 99 100 103 99
T 74 7.2 8.2 7.2 6.8 7.3 T 94 92 96 98 88 89
2 CPK (62-2871UN) 9 YRXAF>C(0.5-0.9mg/)
RCH12~168 | EUHB~118 | BTH4~7E |FLH2~38 | FCM1~28 | RCB~108 RCh12~168 (ECHO~18 [RCH4~7H |FCHi2~38 |ECH1~28 |ECA~188
A 651 700 878 749 673 1106 A 3.05 3.42 4.01 5.80 5.72 6.36
H 479 683 504 422 516 345 H 1.63 1.20 0.92 0.94 0.93
M 359 403 318 181 212 139 M 1.15 1.60 1.71 1.84 2.28
R 224 274 242 217 247 193 R 1.60 1.71 1.45 1.25 1.55 1.45
K 610 384 322 295 284 K 1.90 2.58 1.84 1.78 1.67 2.48
T 964 360 380 561 79 T 2.02 213 1.65 6.33 2.79
3 3YLIXF5—+t (3600-7600IU/1) B10 7 KL 3V 2 (100pg/miLTF)
RCh12~168 [ECMB~118 | RCAHA~7E |RCH2~38 | ECH1~28 | ECA~1EM RCHu~88 | BT~ | RChe~118 | RCA~386
A 2682 3071 3872 3766 3958 3786 A 117 7 74 29
H 4470 5600 5443 5595 4913 4427 H 62 34 40 13
M 5444 3274 2972 3760 3590 3732 M 136 89 42
] 2634 2366 2380 2258 2274 2561 R 29 13 26
K 3895 3294 3875 4244 4103 2764 K 40 88 200 211
T 7215 5424 7052 6984 5856 4220 T 77 36 42
B4 RFEZEFE (8-22mg/dl) E11 /T K31 (100-450pg/mi)
ECHI2~168 |EUHB~11 |FCH4~7E [FCH2~38 | FCM1~28 |RCH~18H FLhu~48 | ELh~04 | Rthd~nd | REB~8s
A 113.5 147.2 148.7 209.9 185.2 199.3 A 807 875 595
H 14.5 36.0 16.1 10.0 13.9 9.6 H 1552 1047 865
M 19.9 31.5 46.6 46.2 40.1 74.1 M 897 400 222
R 305 28.9 248 23.9 26.7 29.5 R 224 177 119
K 41.8 58.5 40.2 45.5 45.9 56.5 K 562 451 614 808
T 20.9 38.0 43.5 21.0 73.7 108.6 T 753 454 443
5 FRE (3.6-7.0mg/dl) 12 HANP (40pg/mIELT)
RLh12~16] [FCH~118 |RCHd~7T (FTH~3E |FECH~28 | RTB~10H Fiio~408 | RUR12~08 | FCFHd~118 | TCB~384
A 15.4 15.8 121 12.9 13.4 14.0 A 280 850 420
H 123 12.8 1.8 1.9 10.7 12.8 H 200 130 62
M 15.0 16.2 14.7 16.2 14.7 15.1 ] 400 780 850
R 10.6 9.7 11.6 10.7 8.6 9.3 R 290 260 650
K 16.4 10.2 17.2 171 18.2 K 68 270 560 530
T 56 8.5 10.5 17.4 27.2 28.1 T 69 150 230
E16 Na (138-146mEqg/l) 13 BNP (20.0pg/miELTF)
Ethie~ed |RCHe~18 |Frme~78 |FCH2~38 |RCH1~28 |ECE~186 Rehi~el | Eehr~28 | EChid~18 | BCA~3ER
A 131 132 132 129 130 131 A 875 1800 547
H 132 131 134 136 131 129 H 451 197 137
M 143 138 143 147 M 801 1860 2640
R 133 135 134 132 129 133 R 934 1420 3410
K 131 129 141 134 135 132 K 96 475 629 1170
T 134 136 142 144 137 132 T 94 118 1200
7 K (3.6-4.9mEq/l)
RtHie~168 {RChe~118 |FETH4~78 (FCH~3E |RCH1~28 |RCB~184
A 4.0 45 48 46 4.7 47
H 4.1 4.8 3.7 33 37 3.4
M 47 49 47 39
R 4.7 45 4.2 43 44 4.2
K 48 47 43 46 6.3 5.2
T 4.2 4.4 46 37 6.1 32




——A
—a—n
—a—n
=R
———K
——T

——H
—A—M
—=n
—-—1

=
S
2
=]
o
wuo--mz BUTRE |~ | RUT-~ G p—
~ o |
wum--om & gug—-on & = A gl O BuG——en O
= N
BLGa-om iy T mw.\ V. Bugn-ca 9 Kue—on O
| e M iy
BUSwn5 | b} [=23
N N e g /] e & s 8
Bpgo-zm X HUGe-TR ® * °
H Rl #Uge-R r Rpge-cm
v A = -
uEy-2m
3 = wugy-em T uzs~sR & IRUEN~2R £
= ]
n
"
D (=]
g 8 g CA g P = 8 g8 s
(-] (-]
3 oz ox » < = u_n £ x -
) =
i P ]
\. % BTG-S HUT--8S BUT--RG \ Q- ~BG
- = =
T £ 3 I3
wig--og B BUG—ng =D UG -0l m. uge—og W
3 N~
R.v [-9] Qo m
o o N ok
BUGN—en s RUgo-rR J e RUgv-ofl
] & @ @
2]
RUGe—r .ﬁ BUZverg W h g~ w Ruge-rg o
RiEo-rm WUGe-c8 o~ RUGa-TK RS o-n
[Te) (-]
- &
\v\ pugs-eg B RUE-2R - \ I
3 8 8 § ¢ 8 B ¢ % 8 8

43




E10 7 FL7VU (100pg/mitTF)
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