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[Title]
Research on Vocational Independence of Patients with Childhood-Onset Chronic
Diseases : Through Process Analyses and Surveys of Support Organizations
[Abstract]

1. Purpose and research topics of this study

This study analyzes the process of vocational independence of individuals with
childhood-onset chronic diseases and investigates the current status of efforts by support
organizations. Based on the results of these investigations, I will clarify the challenges
in supporting the vocational independence of patients with childhood-onset chronic
diseases with the goal of identifying. effective support strategies for such patients.

In order to achieve the above research purpose, the following four research topics were
set.
(1) To clarify trends in systems and policies and identify the challenges in providing
support. (Macro level challenges)
(2) To interview individuals with childhood-onset chronic diseases about their
experiences and events from the onset of illness to the present. I will analyze how they
became vocationally independent, and clarify the challenges in providing support into
the future. (Micro-level challenges)
(3) To conduct a questionnaire survey of support organizations regarding the content and
status of their support for patients with childhood-onset chronic diseases, and to clarify
the actual conditions and support-related challenges in such of organizations. (Meso-
level challenges)
(4) Based on the findings obtained in research 1 to 3, I will present an overall picture of
the challenges in supporting vocational independence, and offer suggestions for future

support strategies.
2. Definition of vocational independence and chronically ill patients in this study

The definition of vocational independence in this study and the scope of chronic

diseases are as follows.
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Vocational independence is defined as being employed in a job that allows the
individual to exercise his or her desired occupation and abilities, being financially
independent, and being able to continue working.

The scope of chronically ill patients is defined as those who are likely to be able to work,
but who “require regular weekly or monthly visits to the hospital or inpatient treatment”
and “require follow-up screening and examinations several times a year” based on the
classification of “the target population in terms of work availability and medical

necessity” as classified by Maru (2012).

3. Overview of chapters
Chapter 1

The current status and issues among patients with childhood-onset chronic diseases
are summarized based mainly on existing survey data. It was confirmed that the
mortality rate of patients with childhood-onset chronic diseases tends to decrease overall,
but that mortality during the transition to adulthood is increasing.
Chapter 2

This chapter summarizes previous studies related to the vocational independence and
employment of patients with chronic diseases and those with childhood-onset chronic
diseases, as well as their achievements and issues. The paucity of studies on employment
support for patients with childhood-onset chronic diseases was pointed out about 20
years ago (Tanikawa 2005). However, I found that not much has been accumulated since
then, and that employment support has not been sufficiently studied.
Chapter 3

In order to examine the support challenges of research topics 1 (macro-level), I
summarized the efforts and current status of “systems and policies” related to the
vocational independence of patients with childhood-onset chronic diseases. It became
clear that it is difficult for users to utilize the systems accurately due to the complexity,
and that there is a bias in the support insomuch as some diseases do not receive the
services and support they need, and the implementation rate of the projects that are
being promoted here is low.
Chapter 4

To examine the support challenges for individuals with childhood-onset chronic
diseases, as described in research topic 2 (micro-level), I interviewed four individuals
with congenital heart disease, three with childhood-onset renal disease, and three with

childhood cancer, all of whom are now adults and professionally independent. The survey



covered experiences and events from the onset of disease to the present. It was found
that career development support, support by parents, and support by medical
institutions were provided according to the developmental stage of the individuals. The
factors that contributed to their career choices included consideration for their illnesses
and self-management, the acquisition of qualifications, and the selection of occupations
that make the most of these qualifications.

Chapter 5

In order to examine challenges faced by the support Organizations, which is research
topic 3 (meso-level), a questionnaire survey was conducted at high schools (educational
institutions) and public employment security offices (employment support agencies) in
Hokkaido, and the results were summarized.

The results of the survey indicated that the current situation in upper secondary
schools 1s that the overall understanding and system of support for patients with
childhood-onset chronic diseases is not sufficiently established, and that upper
secondary schools with students who wish to work after graduation are cooperating with
support agencies.

The current status of employment support at public employment security offices for
long-term care patients, including patients with childhood-onset chronic diseases, is
mainly support for patients in adulthood or later. In the case of employment support for
high school students and students of higher education institutions, it was found that
cooperation with educational and medical institutions was not being conducted.
Chapter 6

Future support challenges for institutions and policies (macro level), individuals with
childhood-onset chronic diseases (micro level), and support organizations (meso level)
are discussed. The results at the macro level revealed four support challenges. The
micro-level results revealed four support challenges. The survey of high schools
suggested three support challenges. The survey of public employment security offices
indicated five support challenges.

Final chapter

The support challenges at each level identified in research topics 1, 2, and 3 were
applied to the research framework presented in the introduction to provide an overall
picture of support challenges for the vocational independence of patients with childhood-
onset chronic diseases. As research topic 4, I discussed one way of future support for the
vocational independence of patients with childhood-onset chronic diseases, and showed

the necessity of direct and indirect support through social work, which is positioned as
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the conclusion of this study.
The limitations of this study and challenges for future investigation include the need
for surveys of more individuals with childhood-onset chronic diseases and the conducting

surveys in different regions.
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HICEPE IR IR O, Bl RETIRREOREOF I, ik - & B EE 1 EFE e
v H —OFREE BT, 2022 (TN 4) FITIE, I EBFE T ERIE 3.8%, HrA LT 1T 0.08%,
FLIESE T 1T 0.18% & 072 D ARWER & 7p o T 5. JEFEHIBE T O E 72258 & Ui, V)
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(2) EETEFESCERN T 7 BLELR T8

IR T A B & 35 1 E B IRERN T T R E T, TERN T T R KO OF Ik
X B ARICET 2IEE (BLF, BB 7 38R | ik TA TR £ 2 M As
B, WEIEW S| EDMOERITAZ N D | LERINTWD. OEETERNZTIRENST
b, 1z 2 EEOHEIEROREIIRIALS, VERTFTHE2HETHDH. BT LN
X, BEHERZENTZENHELLS, ~BDIFEALERy FRETRITHALHY, A
W ECHIRIEE, TOMOBEEOHISCREIZLE VRS S, 95 Liz, EFRNT T IR
152 Tl 4B E 2 BIMEEIC H Y, 2021 (50 3) EEDIEEDERR 7 7 ITH 2
FANEHRFE TS (X 1-11).
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RAEHIIRET D T ELICEBEBE 22T ST IREE A>T D, SIBIT, FREAEESR
16 L CHREHEN T EHIZ 9 FOWEHEE L= T ST L8, FREBIESE 17T RICTTHE
LERFSEIRGEEZHELTCND. 29 LB REE 22T S 585, FRAAHFESE
DRBEDO—IT, FREEIEE 18 £ TIE 1[I - BEAR T OMST 252 nFEHR D7
DL ENEE L RO SN DG AITIE, EE OV HIC X0 BRSO T USRI
bS] Lo TND.
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TLENTERWVEREL SNTEY, BRI, 1BEUTEA - BEEOHER O - ik I
BTHILEMELL, HEEZT D2 ERREEUIRFRERE DR R L 25T D, filx

23



(X 2023 (50 5) FEOFRIEAFAETIE, BFRMT - GBRELMIEAERT, W95 -
BAREEICKL HDRE 6 N (FEHILE 6~11 5% 4 N, SFHEE 12~147% 2 N), B T# 23
AN CEERIRE 6~11 7% 22 A, “FEVEE12~147% 1 N) THDH I ERHEEN TV,
(2) /NFERE, TFEL, @A ORI SR AT

OFFRI ST

Rl SR, b DD X7 DRI ER (RREEE, WREEE, miEEE, K
REMBE, RIHEOHERETHE) IS TWD. NEHISERMER B EE I BET 5
ERL, EITHRT - HIRETE D, EEOREY, B IEMITEH 2250 3] 12T
LFOXEIITED BTN D.

181 DIFR IR, EIRER OMRERE, EIERT ALY DM DORE D REEDHHE L TIESER TR
Bz T SFED D
L IRIE TG DITEDHHE L LI 0 2 S S FSED b D

2010 CERk 22) FLIBEO MR IEERE = & OB % O(EEES IR & A/ oHEB 51X 1-
12 1RT. B9 - T E 2 172 5 R ORISR 2RI 130~ 150 KiRit:, 1EEES)
IRREAERIT 2 5 AR THER LT\ 5. 2023 (45F1 5) O EEATRA T, 156 1%
1219,339 N (ShHEER 23 A, /INFEED 7,632 A, H55E0 5,204 N, m%EES 6,480 AMMTERE L
TS Z ENHEINTND.
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SEEEE, BIFE - BRES) COES TV, 20 T/NEEITER IR BB I
B9 2 FEERE, TR - HIRET &5, 2010 Pk 22) FELIMEOXSEER = &
D ERE I TR R B AL OWR 4, K 1-13 1T, BRI SC e T AR BT I3/ N R,
HEPANIZRRE SALTW DAY, J955 - SRR & %P5 & LR S FR O E 1%, ARt
FOHRREAED T DITRFENICHRBESND Z 21D 5. BEOREL, HEEOHDIE
ST D RN O — B L HEICHOWT (B 25 4 10 A 4 B AT SRS
WP EHERE®RM) ) 12T, UFOLITEDHNTND.

1B DIFIR 551 2 DI IR DI BEDFFHEHI K I IR A I RN T LG D E PR B S S FEED E
D

LRI GG DYREPFFHCHIN AL DE PSR FEL T SFRED & D

2023 (47F0 B) FEDOFIEARRAEIZ L D &, W99 - HIRNE TS % 272 2 REFE &3 5 555
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B ATHER R IR E I L), TN EAERT 4,200 A UK 2,848 A, HE% 1,312
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Hol=Z b, 1I0EMTBLE 2/FICHx TV 5.
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AR DNMERE, NFAE, TR, @SR, R SR AR AR T D IR 7 7 &
T DHRIREAEROHR 2 1-14 1277 20H0E 2022 (FF14) FI2iE, Febll S8
AL TIFAE 30,808 1, 1TAHITIE, WBEKL (RBEN) 5,075 1, WEHE%L1 (FkEA)
5,000 f, #FERE (HAHD) 4,856 1, RS (REN==2—LWNHE) 3,124 L5
FHL TWD. SHERE, PR, R, @RI TER S VTV D BRI T T ITEE R
3213 TH Y, 1TABITIX, MBEEHIE - 1 > AU S 6194, EIR 570 1, WEHEESI
(REH ==2—LHER) 380 1F, #ENRE (HA9H) 323 LMt sh T 5.
ORFRISHRTFEL, R SR TR ATES 8 AR AE O HER IR
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AT 80%fK, 1974 H1T1X 90% I L 2e o 72, 2022 (45F0 4) 4F1% 98.8% (i[5 HlFRfE %
Eir) Lo TWA. Z LT 1980 FERE L 0 BmEHIFREAMb > T HH T, 1984 (B
1 59) F-OBEHIFRE~DOEFHRIT 0.2% ThH -7, 1999 (CFpk 11) FI2iX 1.1%, 2016
BT 2.1% 5 %, 2022 (FF14) FlTIL4.6%E o7z,
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TR LT D, W55 - SRS & 72 HREE &7 2 Rl SR AR P AR AR DG,
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FRRLS D@ HEFRACHET LT Y, A MR, @ ubhas EART - BT AEE S W
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(8) EHEHEWECI T DEEFAL - FEPAEERER

A ARSFA SRS DN EAR LT D FEEDH 5 FAEOEFIHRICET 5 EEHE) &
0, K%, KT, BSHMEREDOEED H 5 FEOERERROHERE 21X 1-20 12,
R ORFER LRI EER 15 RT. EERERE LT, HEEE, R - S5EEE,
RN E R, W95 - 59, BHE, FEEE, HelEE BEDIX 2016 FE L VN bh
7. FNLARNE TZ2oft) TR, ZOMoEE, THEL, TEEEECSRORN % fH
EREL VD,

2022 (5l 4) FOREFELEEEAREKIL, £ 1,114 0525 970 £ (82.6%) TH -
To. BEEFAET 49,672 N (2FAD 1.5%) THY, AIFEELY 8928 A L EFERIX
FEr @ o T D, BEERE I, HhkEE 15,787 A (R4 12,228 N), 795 - 55 13,529
A (FT4FE 11,830 A\), F&iERET 10,288 A (Hi4F 8,698 N) DOIMMBAE THD. FHEALED
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59« I TH Y, BIEEN 9 FNEWVOIER - SEEREE, W - B THD.
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