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autism spectrum disorder, A mixed-methods design was employed, combining a questionnaire survey
social support resources, and in-depth interviews. Quantitative analyses were conducted with 290
early post-diagnosis period, parents of children with autism spectrum disorder who reported having
parents received support from at least one social support resource during the early

post-diagnosis period. The findings indicated that spouses were the highest-
rated source of support (M = 4.51), followed by maternal grandparents (M =
3.83), paternal grandparents (M = 3.72), and teachers and educational staff
(M = 3.40). Lower levels of support were reported from relatives, friends,
colleagues, neighbors, and local government officials. Parents’ gender,
religion, educational attainment, and the child’s level of autism severity were
associated with the level of support received from certain sources. The
findings provide empirical evidence on the self-reported social support
network of parents who had received support and highlight the need to
strengthen connections between families and professional as well as
community-based resources to expand support networks.

1. Mé dau

Réi loan phd ty ki (RLPTK) 1a mot rdi loan phét trién than kinh anh huéng dén kha ning giao tiép, twong tic xa
hoi va hanh vi cla tré (American Psychiatric Association, 2022). Trong nhiing ndim gﬁn day, ti 1§ tré dugc xac dinh
¢0 RLPTK ¢6 xu hudng gia tang trén pham vi toan cau. Theo Trung tim Kiém sot va Phong ngira Dich bénh Hoa
Ky (CDC), ndm 2020 ¢6 khoang 1/36 tré em 8 tudi dugc xac dinh mac RLPTK tai 16 khu vuc nghién ciru, cao hon
dang ké so vai cac bao cao trude ddy (Maenner va cong sur, 2023). Bén canh nhimg nhu cau can thiép danh cho tré,
viée tiép nhan chan doén ciing tao ra nhiéu thay doi ddi véi gia dinh. Nhiéu nghién ctu cho théy cha me tré RLPTK
c6 mitc d9 cing thing cao hon déng ké so véi cha me tré phét trién dién hinh, ddc biét trong giai doan dau sau khi
tré duoc chan doan (Hayes va Watson, 2013).

Trong nghién ciru ndy, thudt ngir “giai doan dAu tién sau chan doan” dugc tiép can theo goc do tam 1 - xa hoi; sir
dung dé chi giai doan ngay sau khi gia dinh tlep nhén két qua chan doan va bat ddu qué trinh thich ung v6i viée cham
sdc, gido dyc tré cling nhu tim kiém céc nguodn luc hd trg xa hoi. Cac thong tin trong nghién ctru vé mirc do tiép nhan
nguon lye hd tro xa hoi cia cha me tré RLPTK & giai doan d4u sau chéan doan duoc thu thap dya trén hdi tudng cua
cha me. Day la mot giai doan cha me thudng trai qua cac phan img nhur sdc, lo lang, hoang mang va df)ng thoi phai
dua ra nhiéu quyét dinh quan trong lién quan dén cham soc, can thiép, tai chinh va t6 chirc lai doi song gia dinh.
Trong bdi canh d6, hd trg xa hoi duge xem 1 mot trong nhitng yéu td quan trong gitip gia dinh giam bot ap luc, tang
cuong kha nang thich img va nang cao hiéu qua cham soc tré. Cac nguon luc hé tro xd hoi c6 thé dén tir gia dinh,
ban bé, cong dong, cac chuyén gia, co so giao duc, co so'y té va cac nhoém cha me dong dang. Nhiing nghién ctru
tru6e ddy cho thiy cac gia dinh c6 mang ludi hd trg x hoi tich cuc thuong c6 kha ning thich g tot hon véi nhimg
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kho khan phat sinh trong qua trinh nudi day tré RLPTK (Dunst va cong sy, 2007; Meadan va cong su, 2010; Karst
va Van Hecke, 2012).

Miic di vai trd ciia hd tro xa hoi ddi v6i gia dinh tré RLPTK da duoc ghi nhan trong nhiéu nghién ctru quc té song
cac nghién ctru tai Viét Nam hi¢n nay chu yéu tap trung vao kho khan tam li, ganh nang cham soc, nhu cau hd trg hoic
trai nghiém ki thi xa hdi cua cha me. Nhitng nghién ctiru tiép can tir goc do ng116n luc hd tro xa hoi, dic biét trong giai
doan d4u sau chan doan, con trong ddi han ché, trong khi déy 1a giai doan gia dinh phai nhanh chéng thich tmg véi
nhiéu thay d6i va c6 nhu cau tim kiém va tiép nhan sy hd trg tir nhidu ngudn luc xa hoi. Xuat phat tir khoang trong
nghién ctru d6, bai bdo md ta mure do hd trg' ma cha me tw bao cao nhan dugc tir cdc nguén luc ho tro xa hoi trong giai
doan dau sau chan doan d()l vi nhém cha me da timg nhan duoc it nhat mot ngudn lyc hd tro xa hoi, dong thoi phan
tich mdi lién hé gitta mot sd didc diém ciia cha me, tré voi mue do hd tro duge ty béo cao tir cac ngudn lyc nay.

2. Phuong phap nghién ciru
2.1. Thiét ké nghién ciru

Nghién ctru sir dung thiét ké cat ngang, két hop phuong phap nghién ctru dinh lugng va dinh tinh. Trong do,
nghién ctru dinh lugng dugc sir dung nham mo ta thuc trang cac nguon lyc hé trg x4 hoi d6i véi gia dinh tré RLPTK
trong giai doan d4u sau chan doan va phan tich mdi lién hé gitta mét so dac diém ctia cha me, tré véi mirc do hd tro
ma cha me tu bao cao nhan dugc tir cac ngu@)n luc x8 hoi. Nghién ctru dinh tinh dugc thuc hién thong qua phong vAn
sdu nhdm 1am 13 va bd sung cho cac két qua dinh luong.

Déi v6i ni dung hd tro xa hoi, bang hoi duogc thiét ké theo dang cau hoi phan nhanh. Trude hét, cha me duoc
hoi gia dinh c6 nhan dugc bét ki su hd trg ndo trong giai doan dAu sau khi tré duge chan doan RLPTK. Nhiing nguoi
tra 161 “C6 nhan dugc it nhat mot ngudn lyc hd trg xa hoi sau chan doan” tiép tuc danh gia mirc do hd trg tir timg
nguén luc xa hoi, nghién cliu nay deé cap dén muc do tiép nhan nguén Iuc hd tro x3 hoi thong qua bao cdo ciia cha
me vi vay khong dua cac dir liéu vé nhom cha me tra 1o “Khong nhan dugc sy hd tro tir cac nguén luc xa hi trong
giai doan sau chan doan”. Cha me thudc nhoém da nhan dugc hd tro tir it nhat mot trong céc ng116n luc hé tro x3 hoi
s& tiép tuc tra 10 phan danh gia mirc d6 hd trg. Do do, ciing mot nguoi tham gia ¢6 thé bao cao nhan duoc hd trg
nhiéu tir mot sb nguén luc nhung khong nhén dugc hd tro tir cac nguén luc khac.

Thoi diém khéo sat khong tring v6i thoi diém tré m6i duoc chan doan, cac thong tin vé ngudn luc hd tro trong
giai doan déu sau chan doan duoc thu thdp dua trén hoi tudng cda cha me. Vi vay, két qué phan anh mirc do hd tro
ma cha me ty bao cdo da nhan dugc trong giai doan gia dinh méi tiép nhan chin doén.

Muc tiéu cta bai bao 13 mé ta mirc do hd tro ma cha me tu bao cao nhan dugce tir cac nguén luc xa hdi, cac phan
tich trong bai dugc thyc hién trén nhom 290 cha me da bao cao nhan dugc it nhat mot ngudn Iyc hd trg trong giai
doan dau sau chan doan. Vi véy, cac két qua trong bai phan 4nh murc do hd trg trong nhom cha me da timg nhan hd
trg, khong phan anh day du thyc trang tiép can ngudn luc ciia toan bo 508 gia dinh tham gia khao sat.

2.2. Khdch thé va dia ban nghién citu

Nghién ciru duoc thyc hién trén 508 cha me ¢6 con dugc chan doan RLPTK dang tham gia can thiép tai cic trung
tam can thi€p va cac nhom cha me tré tu ki truc myén & Viét Nam. Khach thé duogc lra chon theo phuong phap chon
mau phi xac suat, két hop chon mau muyc dich, thuan tién. Trong s6 508 cha me tham gia khao sat, co 290 nguoi
(57,1%) cho biét gia dinh da nhén dugc it nhat mot nguén hd tro trong giai doan dAu sau khi tré duge chan doan
RLPTK va 218 nguoi (42,9%) cho biét chwa nhan dwoc hd trg. Theo thiét ké bang hoi, nhém 290 cha me tiép tuc
danh gid mtrc d6 hd tro tir timg ngudn luc xa hdi. Vi vay, cac phan tich vé mirc do hd trg xa hoi gia dinh nhan duoc
tr ting nguén Ire x3 hoi duge thyc hign trén nhom 290 cha me. .

Tiéu chi Iwa chon khach thé gom: (1) 1a cha/me ciia tré da dugc chan dodn c6 RLPTK theo cac két qua danh gia
cta Béc si hodc Nhan vién y té tai cac bénh vién; (2) tryc tiép tham gia cham soc tré; (3) dong ¥ tham gia nghién ciru;
(4) Mbi ngudi tham gia dai dién cho mot gia dinh tré RLPTK. Bén canh khao sat dinh lugng, nghién ciru tién hanh
phong véan sdu 07 cha me nham 1am 13 hon vai trd ctia cac ngudn e hd trg xa hoi trong qua trinh dong hanh clng
tré sau chan doan.

2.3. Phwong phdp va cong cu nghién ciru

Nghién ciru str dung phuong phap hdn hop, két hop gitra nghién ctru dinh lvong va nghién ctru dinh tinh. Nghién
ctru dinh lugng dugc thuc hién thong qua bang hoi tw dién. Nghién ctru dinh tinh dugce thyc hién bang phuong phap
phéng van sdu nham bo sung, giai thich va minh hoa cho cac két qua dinh lugng.

Cong cu nghlen ctru 14 bang hoi do nhém nghién ctru xay dung trén co sé tong quan cac nghién ctru vé hd tro xi
hoi ddi vai gia dinh tré RLPTK va tham khao cac nghién ctru ctia Dunst va cong su (2007), Meadan va cong su
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(2010), Karst va Van Hecke (2012), dong thoi dleu chinh cho phu hop voi bdi canh Viét Nam. Mirc d6 hd tro tir cac
nguon lyc xa hoi duoc danh gia d6i v6i 13 ngudn lyc gdm: vo/chdng, dng ba ndi, dng ba ngoai, ho hang, ban b¢,
dong nghiép, hang x6m, GV hoéc nhan vién tai co sd gido duc, bac si hodc nhan vién y té, can bo, cong churc thude
co quan nha nude, cha me ¢6 con RLPTK, cong déng truc myén va cing déng ton gido. Mbi ngué)n luc duge danh
gia theo thang diém tir 1 dén 3, trong do: 1 = hau nhu khong nhén dugc hd trg; 2 = nhan duoc it hd trg; 3 = nhan
duoc hd tro & muc trung binh; 4 = nhan duoc nhiéu hd tro; 5 = nhan duoc rat nhiéu hd tro. Gia tri trung binh cang
cao phan anh mirc do hd trg ma cha me tu bao cao nhan duge tir nguén lyc trong g cang 16n.

Trudc khi tién hanh khao sat chinh thirc, bang hoi dugc xin ¥ kién gop ¥ ciia 01 chuyén gia trong linh virc cong
tac xa hoi va 01 chuyén gia gido duc dic biét nhim ra soat ndi dung, ngdn ngit va tinh phit hop véi muyc tiéu nghién
cuu. Sau do, bang hoi dugc khao sat thit trén mét nhom cha me ¢6 con RLPTK dé diéu chinh cach dién dat, bao dam
cac cau hoi 1 rang, dé hiéu va phi hop véi bdi canh nghién ciru trude khi trién khai thu thap dit lidu chinh thirc.

Pé bd sung va lam 1 két qua dinh luong, nghién ciru thue hién phong van sau voi 07 cha me c6 con RLPTK.
Khéch thé duoc lua chon theo phuong phép chon mau muyc dich nham béo dam sy da dang vé gioi tinh, do tudi cia
cha me, muc do RLPTK cua tré va trai nghiém tiép nhan ho trg xd hoi trong giai doan dAu sau chan doan. Noi dung
phdng vin tap trung vao trai nghi€m cta cha me khi tiép nhan chan doan, cac nguén luc hd trg d3 nhan dugc hodc
chua nhan dugc, nhitng khé khan trong qua trinh tim kiém hd trg va cam nhén cua cha me vé vai trd clia cac nguén
Iyc hé tro xd hoi. Mdi cude phong van kéo dai khoang 30-45 phut, duoc ghi 4m (sau khi co sy dong ¥ cua ngudi
tham gia), ghi chép dy du va chuyén thanh vin ban.

2.4. Phwong phdp xik li sé liéu

Dit liéu dugc xtr li bang phan mém SPSS 26.0. Thong ké mo ta (tan suat, ti 18 phan trdm, gia tri trung binh va do
léch chudn) dugc str dung dé phan anh dic diém khach thé va mirc d6 hd tro tir cac ngudn lye x4 hoi. Kiém dinh
Independent Samples t-test duoc sit dung dé so sanh su khac biét giira hai nhom; hé s6 twong quan Spearman duoc
str dung dé phan tich mdi lién hé gilta mot s0 dac diém ctia cha me, tré v6i mirc d6 hd tro ma cha me tu bao cao nhan
duoc tir cac ngudn Iy x4 hoi. Mie ¥ nghia thong ké dugc xac dinh 1a p < 0,05. Cac két qua dugc bao céo sau khi da
xem xét gid trj p hiéu chinh. Do nghién ctru thyc hién nhiéu phép kiém dinh ddng thoi trén cac ngudn luc hd tro xa
héi, céc gia tri p dugc hiéu chinh bang phuong phap Benjamini-Hochberg nham kiém so4t ti 1¢ phat hién sai (False
Discovery Rate - FDR). Ddi v6i dit liéu dinh tinh, cac cudc phong van dwoc ghi 4m, phién mi nguyén van va phan
tich theo chu dé (thematic analysis). Sau khi doc 1ap lai cac ban phién ma, nhom nghién ciru tién hanh mé hoa cac
don vi y nghia, nhom cdc ma ¢6 ndi dung turong dong va xay dung cac chu dé phan anh trai nghiém ciia cha me vé
viéc tiép nhan ho trg x4 hoi trong giai doan dau sau chan doén. Qua trinh phén tich hinh thanh cac chu de phan anh
bbn nhém nguon luc hd trg x4 hoi dugc trinh bay trong phén két qua nghién ciru (ngudn luc gia dinh, ngudn luc
chuyén mén, ngudn luc cong ddng, ngudn luc dong dang). Dit liéu dinh tinh duoc sir dung deé gidi thich va minh hoa
cho céc két qué dinh lugng, gitip 1am 19 trai nghiém ctia cha me dbi voi timg nhom ngudn lyc hd tro; khong duoc sir
dung dé suy luan vé mirc d6 phd bién cua cac hién tuong nghién ciru.

3. Két qua nghién ciru
3.1. Thuec trang nguon luc hé tro xa hoi doi véi gia dinh tré roi loan pho tw ki sau chén dodn
Bang 1. Mikc do hé tro tir cdc nguén luec hé tro xd hoi doi voi gia dinh c6 con RLPTK
trong giai doan ddu sau chdn dodn (N = 290)

Ti 1¢ nhan dwgc nhiéu

Nhom nguon luc Nguon lue ho trg xa hoi Mean SD hodc vAt nhidu hé tro (%)

Vo/chong 451 0.897 87.6

N o Ong ba ndi 3.72 1.012 66.2

Nguon lyc gia dinh Ong ba ngoai 3.83 1.005 68.6
Ho hang 3.06 1115 36.5

Neudn lue chuvén mon GV, nhan vién co s¢ gido duc 3.40 1.119 52.5

guoniic chuy Bac si, nhan vién y t& 3.16 1151 424
Ban b¢ 3.03 1.032 34.8

X o Ddng nghiép 2.61 1.190 23.1

Neuonluc cong dong o 6m 271 1228 286
Cén bg, cong chire tai dia phuong 2.00 0.952 6.5

N Cha me ddng ding 3.17 1.061 39.9
Ngug‘; lf;ﬁﬁ“%nda“g Cong dong truc tuyén 323 1.077 43.1
wety Cong ddng ton gido 235 1516 282
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Trong tong s6 508 cha me tham gia khao sat, ¢6 290 ngudi (57,1%) cho biét gia dinh da nhan dwoc it nhat mot
ngu@)n luc hd trg trong giai doan d4u sau khi tré dugc chan doan RLPTK; 218 nguoi (42,9%) cho biét chua nhan
duoc hd tro. Di véi nhom chua nhan duge hd tro, béang hoi tiép tuc thu thap thong tin vé li do chua ghi nhén viéc
tiép nhan hd tro. Noi dung nay khong ndm trong pham vi phén tich cta bai bao. Trong pham vi ciia nghién ciru cac
phan tich dudi ddy tap trung mo ta cac hinh thirc hd trg ma nhém cha me da nhan dugc tir cac ngudn e xa hdi trong
giai doan d4u sau chan doan. Gia tri trung binh dugc tinh trén nhom 290 cha me da bao cdo nhan duoc it nhit mot
nguén hé trg x4 hoi trong giai doan dau sau chan doan.

Két qua tr béo céo cua cac gia dinh tré RLPTK cho thdy cac gia dinh tlep nhan sy hd tro tir nhiéu ngudn lyc khac
nhau. Tuy nhién, muc d6 hé tro gitra cic ngudn Iyc co su khac biét dang keé. Can ctr vao déc diém va chirc nang hd
trg, cac nguon luc duge phan thanh bdén nhom gom. nguon luc gia dinh, nguon luc chuyén mon, nguon Iyc cong
dong va nguodn lyc dong ding - trye tuyén. Két qua dugc trinh bay nhu sau:

3.1.1. Nguon hec hé tro tir gia dinh

Trong nhom 290 cha me dé bao cdo nhan dugc it nhét mot ngubn hd trg xa hoi, két qua ty bao cdo cho thiy cac
ngudn lye trong gia dinh 1a nhom ngudn lyc ¢6 mirc hd trg cao nhat. Trong cac nguon Iye duoc khao sat, vo hodc
chong 14 ngudn Iyc c6 diém trung binh cao nhit (M = 4,51/5); 87,6% cha me cho biét ho nhan dugc nhidu hodc rat
nhiéu hd trg tir ngudi ban doi. Tiép theo 14 sy hd tro tir dng ba ngoai (Mean = 3,83) va ong ba ndi (Mean = 3,72), véi
trén hai phan ba sb nguoi tham gia khao sat cho biét thuong xuyén nhén dugc sy hd trg tir cac thanh vién nay. Mot
ngudi me tham gia phong van sau chia sé: “Thoi gian sau chan dodn la kinh khiing nhat doi Vi 101, t0i khong thé tin
dwgc vio két qua bdc s7 thong bdo. May c¢6 chong va ba ngoai la ngueoi hé tro nhiéu nhat Néu khéng c6 su hé tro
vé tinh than va gilip sikc chdm soc con ciing téi, chic t6i khong vieot qua dieoe” (PVS 6 05).

Mot s nghién ciru trén thé gioi cting chi ra nhimg diém twong dong nhu vay khi nghién ciru vé gia dinh tr¢ RLPTK.
Dunst va cong su (2007) cho rang cac mdi quan hé gan giii trong gia dinh 13 nén tang ctia hé théng hd tro xa hoi, gitp
cha me duy tri kha nang thich ing va tham gia tich cuc vao qua trinh cham soc tré. Trong khi d6, Meadan va cong su
(2010) nhan thay sy hd tro tir nguoi ban doi va gia dinh md rong 1a mot trong nhimg yéu td bao vé quan trong ddi véi
stc khoe tam thin cua cha me tré tur ki. Mot diém dang chu y 1a khoang cach kha 16n gitra ngudn luc tir vo/chdng
(M=451)voicac nguon Iye con lai. Két qua nay cho thiy trong giai doan d4u sau chin doan, ngudi ban doi thuong 1a
nguon hd trg truc tiép va thuong xuyén nhat d01 voi cha me tre RLPTK. Khong chi chia s trach nhiém cham soc tre,
vo/chdng con 14 ngudi cling trai qua qué trinh tiép nhan thong tin chin doan, d6i mét véi nhiing lo ling vé tuwong lai ciia
tré va dua ra cac quyét dinh lién quan dén can thiép, gido duc va tai chinh. Trong bbi canh cac dich vu hd trg tam li cho
cha me tré RLPTK tai Viét Nam con han ché, vai trd hd tro cam xtic ciia ngudi ban doi cang tré nén quan trong hon.

Bén canh d6, mirc d hd tro tuong dbi cao tir 6ng ba ndi va 6ng ba ngoai phan anh déc diém van hoa gia dinh
Viét Nam, noi mé hinh gia dinh nhiéu thé hé van con kha pho bién. Ong ba tai Viét Nam thudng tham gia truc tlep
vio viéc cham soc chau, hd trg dua dén, cham soc hang ngay hodc hd trg tai chinh khi gia dinh gap khé khan. Diéu
nay cho thdy gia dinh mo rong van dang déng vai tro 1a “mang Iudi an sinh phi chinh thirc” quan trong d6i voi gia
dinh tré RLPTK. Nguoc lai, murc d¢ hd tro tir ho hang thép hon dang ké (Mean = 3,06; 36,5% nhan dugc nhiéu hodc
rat nhiéu hd trg). Tix d6, ¢6 thé du doan pham vi h tro ¢6 xu hudng tap trung & nhiing thanh vién gan giii nhat trong
gia dinh thay vi m& rdng t61 toan by mang ludi ho hang.

3.1.2. Nguon hec hé tro tir cdc hé théng chuyén mon

Bén canh gia dinh, cac ngudn lyc chuyén mén ciing giit vai trd quan trong trong qué trinh hd trg cha me c6 tré
RLPTK. Trong nhém nay, GV va nhan vién tai co s¢ gido duc nhan dugc mirc danh gia cao nhét (Mean = 3,40;
52,5% nhan duoc nhiéu hoic rat nhiéu hd trQ), tiép theo 1a bac si va nhan vién y té (Mean = 3,16; 42,4%).

Két qua ¢ bang 1 cho thdy, cho thiy ring GV va céc chuyén gia gido duc dang trd thanh nhimg ngudi déng hanh
gan giii voi gia dinh trong qua trinh can thiép va gido duc tré RLPTK. Khong chi cung cip dich vu chuyén mén truc
tiép trong hoat dong can thiép va tri liéu cho tré RLPTK, ho con 1a nguén tu van, huéng dan va chia sé thong tin
quan trong cho cha me. Mot nguoi me c6 con can thiép tai trung tam cho biét: “Cé nhitng giai doan téi gd‘n nhw phai
nhdn tin cho ¢6 gido ciia con hang ngay. Cé khong nhiing cach day con 6 nha hoac xu li cac hanh vi bat thwong cua
con ma ¢ con giip t6i gidi tod dwoc cang thang, so hdi. Nhiéu khl 16i nghi khong c6 c6 chdc t6i tram cam” (PVS
$02). Trong nghlen ctru ciia Meadan va cong su (2010) ciing chi ra rang GV va chuyen gia gido duc thuong 1a nhitng
ngudi ¢ tan suat tuong tac thudng xuyén nhat véi gia dinh tré RLPTK. Khong chi hd tro tré trong moi truong hoc
tap, ho con dong vai tro tu van va huong dan cha me thyc hanh céc ki ning tai nha. So véi cacdichvyy t& von chit
yéu tap trung vao d4nh gia va chan doan, c4c dich vu gido duc va can thiép thuong duy tri méi quan hé ddng hanh
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lau dai hon véi gia dinh. Tir két qua trén, ciing goi ¥ ring vai tro clia cac co s& gido duc chuyén biét va trung tim can
thiép hién nay da vuot ra ngoai chirc ning gido duc don thuan dé tro thanh mot mét xich quan trong trong mang ludi
h tro x4 hoi danh cho gia dinh tré RLPTK. Day 1a van dé can duoc quan tim trong qua trinh x4y dung cac mé hinh
h tro lién nganh giita y té, gido duc va cong tac xa hoi.

3.1.3. Nguon hec hé tro tir cong dong

Mitrc d6 hd trg tir cong dong nhin chung thap hon so véi gia dinh va cac ngudn lyc chuyén mon. Diém trung binh
hd tro tir ban bé dat 3,03; ho hang dat 3,06; hang xom dat 2,71 va dong nghiép dat 2,61. Dac biét, can by cong churc
& cc co quan hanh chinh ¢6 lién quan dé tré RLPTK 13 ngudn luc c6 mirc h5 trg thép nht trong toan bd cdc nhom
khao sat (Mean = 2,00), chi ¢6 6,5% cha me cho biét nhan duoc nhiéu hodc rat nhiéu hd tro tir nhém nay. Nhu vay,
mdc du cong dong c6 thé déng vai trd quan trong trong viée hd tro cac gia dinh c¢6 hoan canh ddc biét, song trén thyc
t& sy hd trg ma cha me tré RLPTK nhén duoc tir cic mbi quan hé xi hoi ngoai gia dinh van con trong ddi han ché.
Két qua nay phan nao phan anh nhiing khé khin trong qué trinh hoa nhap xa héi cua gia dinh tré RLPTK,, nhiéu cha
me cO Xu huong thu hep cac mbi quan hé x4 hoi sau khi con dwoc chin doan do ap lyc cham soc va lo ngai nhimg
phan g thiéu tich cuc tir cong dong (Gray, 2002). Diéu dang lwu ¥ 14 cac ngudn luc cong dong nhu ban be, dong
nghiép va hang xém déu c6 mirc hd tro tuong ddi thap. Nhin chung cac gia dinh tré RLPTK van duy tri cac mbi quan
hé xa hoi bén ngoai gia dinh, song nhimg moi quan hé do chua thyc sy chuyen hoa thanh cac ngudn hd tro hitu ich
trong giai doan khung hoang sau chin doan. Diéu nay c6 thé lién quan dén viéc nhidu nguoi trong cong ddng con
thiéu hiéu biét vé RLPTK hogc chua biét cach hd trg phit hop ddi voi gia dinh c6 tré RLPTK.

Dic biét, muic hd tro rat thap fir can b, cong chuc va cac co quan nha nudc lién quan dén tré RLPTK cho théy
mirc do ho trg ma cha me tw bao cdo nhan dugc tir nhém can bg, cong chire thude co' quan nha nude con thap. Mic
du nhitng ndm gan day Viét Nam di c6 nhiéu chinh séch lién quan dén nguoi khuyét tat va tré co nhu cdu dic biét,
song kha nang tiép can thong tin, thu tuc hanh chinh va cac dich vu h trg chinh thirc van con 1a thach thirc déi véi
nhiéu gia dinh. Tir do, cho thiy viéc phat trién ngudn luc hd trg xa hoi khong chi phy thudc vao gia dinh va cong
dong ma con doi hoi su tham gia tich cuc hon cua cac thiét ché xa hoi va hé thong dich vu cong.

3.1.4. Nguon hec ho tro dong ddng va triec tuyén

Khéng chi ¢ cic mang ludi hd tro truyén thdng, nhitng ngudn hd tro truc tiép c6 thé gop phan nao tac dong dén
cac gia dinh cha me tré RLPTK. Két qua cho thiy, Cong dong truc tuyén dat diém trung binh 3,23; nhém cha me
dong canh c6 con RLPTK dat 3,17; trong khi cong dong ton gido dat 2,35 diém.

Xét chi tiét tir rbang 1, danh gia rang cong dong tryc tuyén va cdc nhém cha me dong canh duoc danh gid cao hon
s0 v6i nhidu nguodn luc cong ddng truyén thong nhu hang xom hoic déng nghiép. Nhu vay, theo mirc d6 hd trg duoc
cha me ty béo cao nhan duoc dang ¢6 nhimg sy thay doi va dich chuyén trong bi canh chuyén doi sd. Néu trudc
day cac gia dinh chii yéu dua vao cac mdi quan hé dia li va huyét thong, thi hién nay cac nhom truc tuyén da tro
thanh khong gian dé cha me tiép can thong tin, chia sé kinh nghiém va tim kiém sy dong cam tir nhing ngudi ¢6
hoan canh tuong tu.

Dbi vai nhidu cha me, gia tri 1on nhét cta cac nhom dong dé’ing khong nam & hd trg vat chit ma & viée duoc thiu
hiéu boi nhitng ngudi da hodc dang trai qua nhimg kho khin tuong ty. Didu nay cho thiy cic mé hinh hd tro dong
dang co thé trg thanh mot hudng can thiép tiém ning trong cong tic xa hoi véi gia dinh tré RLPTK, dic biét tai nhimg
dia phuong con thiéu cac dich vu hd tro chuyén mén. Meadan va cdng su (2010) cho rﬁng cac nhém phu huynh dugc
xem 12 ngudn hd tro quan trong gitp cha me chia sé kinh nghiém, giam cam giac ¢d don va ning cao kha ning tng
phé véi nhitng khé khan trong qua trinh nudi day tré tu ki. Clifford va Minnes (2013) ciing chi ra cac hinh thirc hd tro
trye tuyén co thé gop phan mo réng co hoi két ndi va chia sé kinh nghiém giita cac cha me 6 con RLPTK.

Tir nhitng két qua phén tich trén cho thy, & thoi diém hién tai cha me va cac ngudn luc xuét phat tir yéu t6 gia
dinh dang dong vai tro chu dao ddi véi gia dinh c6 tré RLPTK. Trong khi do, cac ngudn luc chuyén mén, dong déng
va truc tuyen dang ngay cang khing d1nh vai trd ctia minh. Nglrorc lai, sy tham gia cta cac thiét ché cong dong Van
con nhleu yéu t6 han ché hon, ¢6 thé xuét phat tir nhimg diéu kién khach quan khac nhau. Diéu nay goi y nhu cau
phat trién cac mé hinh hd tro dwa vao cong dong nhim mé rong va da dang hoa mang lugi hd tro cho gia dinh ¢6
con RLPTK trong giai doan sau chan doan.

3.2. Méi lién h¢ giira dic diém nhin khau hoc va nguén liee hé tr xa hi

Cac mutc d6 ngudn lyc hd tro gia dinh tré RLPTK do cha me béo céo ¢6 nhimg phan héa nhat dinh tir cac két qua

nghién ctru tai bang 1. Dé 1am 13 hon nhiing yéu t6 ¢ thé anh huong dén muc do hd trg duoc cha me tu bao cdo
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nhan dugc, nghién ciru ti€p tuc tién hanh cac phan tich cac moi lién hé gitta yéu t6 nhan khau va yéu to thudc vé ban
than tré. Ket qua lua chon ra cac yeu t6 nhu gidi tinh, ton gido, trinh d§ hoc van cua cha me va mitc d6 roi loan cua

tré ¢c6 mai lién hé voi cac nguon luc ho trg xa hoi.

Bang 2. Cac kiém dinh vé mai lién hé gitta dac diém nhan kfzdu hoc va mire d6 hé tro duoce cha me tw bdo cdo
nhdn dwoc tir cac nguén luc ho tro xa hgi (N = 290)

Nguor;;l,;’lc():lo tre Giéi tinh (t; p) Ton gido (t; p) Hoc van (r; p) D/Icl:iil(:gér?:;lg;;n
Vq/chéng t=2.796;p=.006 | t=-4.125;p<.001 | r=.072;p=.225 | r=-.004;p=.951
Ong ba ndi t=1.032;p=.303 | t=-4397;p<.001 | r=.145;p=.016 | r=.148;p=.011
Ong ba ngoai t=1345p=.180 | t=-1.943;p=.053 | r=-.019;p=.748 | r= 071'p— 228
Ho hang t=1.246;p=.214 | t=-5.104;p<.001 | r=.208; p <.001 =-.173; p=.003
Ban bé t=2.010;p=.045 | t=-6.502;p<.001 | r=.247,p<.001 |r=-119;p=.044
Déngnghiép t=3.776;p<.001 | t=-4.856;p<.001 | r=.161;p=.006 | r=-.155;p=.008
Hang x6m t=3.756; p<.001 | t=-6.597;p<.001 | r=.178;p=.002 | r=-.103;p=.090
Cha me dong dang t=1.193;p=.234 | t=-4.818;p<.001 | r=.139;p=.021 |r=-.148;p=.011
Cong dong tryc tuyén | t=.882:p=.379 | t=-6.704;p<.001 | r=.129;p=.028 | r=-.106;p=.081
Nhén vién y té t=-002;p=.998 | t=-2.897;p=.004 | r=.099;p=.085 | r=-201;p=.001
GV va nhdn vien € S0\ 1 e31: = 068 | t=-1935;:p=.054 | r=.082:p=168 | r=-077;p=.187
gido duc
Cong dong ton gido t=-083;p=.934 | t=-6.697;p<.001 | r=-.084;p=.156 | r=-.065;p=.269
ch‘gcb(-” cong chiic, VIen | _ 4 094; p<.001 | t=-3.451;p<.001 | r=.140;p=020 | Khong phén tich

Ghi chii: Phan tich dioc thue hién trén 290 cha me dé bdo cdo nhdn duwoc it nhat mot nguon lec hé tro xd hoi
trong giai doan dau sau chén dodn. Bing 2 trinh bay day dv két qud cua cac phép kiém dinh Independent Samples
t-test va twong quan Spearman. Bang 3 chi tong hop cdc két qud van con dwoc giit lai sau khi dp dung quy trinh diéu
chinh Benjamini-Hochberg nham kiém sodt ti I¢ phat hién sai (False Discovery Rate - FDR).

Bdng 3. Moi lién hé giita dac diém nhan khéu hoc va nguon lyc hoé tro xa hoi

STT Phat hién chinh Nguon Iy lién quan Chi s6 thong ké
Cha b4o cao mirc hd trg cao hon me & | Vo/chong, Pong nghiép, Hang x6m, Can .
1 A, A X S NN , t-test; p <.05
mot sO nguon lyc xa hoi bg, cong chirc
N Vo/chong, Ong ba noi, Ho hang, Ban be,
) Cha me co ton giao bao cao mirc ho tro Dong nghiép, Hang x6m, Cha me dong tetest: p < 01
cao hon ¢ nhiéu nguodn hyc xa hoi dang, Cong ddng truc tuyén, Nhéan vién y P
té, Cong dong ton gido, Can bd, cong chirc
Trinh d6 hoc van co tuong quan duong Ong ba ndi, Ho hang, Ban be, Dong _
Spearman 1 =
3 | mic thap véi mirc hd trg & mot so | nghiép, Hang xom, Cha me dong dang, 129-247- 5 < 05
ngudn luc x4 hoi Cong dong truc tuyén, Cén b, cong chire | 7770 p=-
Mittc d 16i loan cua tré ¢6 twong quan C A \ A in
v - + . —)
4 duong v6i ho tro tir ong ba ndi va E)_r)lg gﬁ;ﬁe( d%llH?igr?n%—()')ﬁ?;r?% iréihlig Spearman |r] =
twong quan am v6i muc hd trg & mot (_)’ : gdang (=), y .148-201; p<.05
s0 nguodn lyc xa hoi

Ghi chii: Cdc két qud trinh bay trong bang la nhiing moi lién hé van con cé y nghia thong ké sau khi diéu chinh
theo phirong phdp Benjamini-Hochberg nham kiém sodt i I¢ phat hién sai (False Discovery Rate).

Két qué phén tich cho théy mdt s dic diém cta cha me va tré c6 mdi lién hé voi mue do hd tro xa hdi ma cha
me tu bao cao nhan duoc tir cac nguén luc khac nhau trong giai doan dau sau chan doan. Trude hét, két qua kiém
dinh t-test cho théy c6 su khac biét theo gidi tinh & mot s0 ng116n luc hd tro. Cu thé, cha bao cao muc hd trg nhan
dugc tir vo/chdng (t = 2.796; p = .006), dong nghiép (t=23.776; p <.001), hang xém (t=23.756; p <.001) va can b,
cong chuc thudc co quan nha nudc (t =4.094; p <.001) cao hon so vdi me. Trong khi do, khong ghi nhén sy khac
biét ¢ y nghia thong ké giita cha va me ddi vi cac ngudn lyc tir dng ba, nhan vién y t&, GV hodc nhan vién tai co
s gido duc, cha me dong canh va cong dong tryc tuyén. Két qua nay cho thay gidi tinh c6 mdi lién hé véi mirc do
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hd tro dugc béo cao & mot s0 nguén lue x& hoi. Ket qua nay cho thiy cha tur bdo co nhan duoc mirc hd tro cao hon
me & mot s6 ngudn lue x3 hoi, chu yéu 1 cac ngudn luc ngoai pham vi gia dinh m& rong.

Tlep theo, Ton gido 1a dac diém ghi nhan su khéc biét vé mirc do hd tro duoc cha me tu bao cao nhan duoc &
nhiéu ngudn luc x3 hoi nhat trong nghién ctru. Trong s6 13 ngudn luc duoc khao sat, ¢6 11 ngudn luc cho thfiy su
khac biét c6 ¥ nghia thong ké gitra nhém cha me c6 ton gido va nhom khong co ton gido. Su khac biét dugc ghi nhan
& ca ngudn luc gia dinh (vo/chdng: t=-4.125; p < .001; 6ng ba ndi: t=-4.397; p <.001), ngudn lyc cong ddng (ho
hang: t=-5.104; p <.001; ban bé: t=-6.502; p < .001; dong nghiép: t = -4.856; p <.001; hang x6m: t = -6.597; p <
.001), ciing nhur cac ngudn luc dong ddng va tryc tuyén (cha me dong canh: t = -4.818; p < .001; cong dong truc
tuyén: t=-6.704; p <.001). Két qua nay cho théy ¢6 su khéc biét vé mirc d hd trg duge cha me tu bdo céo nhén
duoc gitra hai nhom. Mot cach 1i giai c6 thé 1a sy khac biét vé mang ludi quan hé xa hoi hodc co hdi tiép can cac
ngudn hd trg; tuy nhién, nghién ctru chua thu thap céc bién phan anh mirc do tham gia hoat dong t6n gido hodc quy
md mang ludi xa hoi, vi vy chua thé x4c dinh co ché ciia méi lién hé nay.

Két qua phan tich twong quan Spearman ciing cho thay trinh d6 hoc van ctia cha me c6 méi lién hé thuan véi mirc
do ho trg duoc béo cao tir mot s6 nguon lyc xa hoi, bao g0m 6ng ba nodi (r =.145; p = .016), ho hang (r= 208; p <
.001), ban bé (r=247; p <.001), dong nghiép (r=.161; p=.006), hang xom (r = .178; p =.002), cha me dong canh
(r=.139; p=.021), cong dong truc tuyén (r=.129; p=.028) va can b9, cong chirc thudc co' quan nha nude (r=.140;
p = .020). Mac du cac hé so twong quan déu ¢ mirc thap, két qua cho thay trinh d6 hoc van c6 twong quan duong
mure thap voi mire d6 hd trg duge cha me ty bao cdo nhan dugc tir mot s6 ngudn lyc x4 hoi. Két qua nay tuong dong
v6i nhan dinh ciia Dunst va cong su (2007) rang trinh d6 hoc vén c6 thé lién quan dén kha ning tiép can thong tin va
str dung nguon lue ho trg cua gia dinh.

Déi véi dic diém cua tré, két qua cho théy mirc 40 RLPTK c6 twong quan véi mire do ho trg duge cha me tw béo
cao nhan dugc tir mot sd nguon Iye x4 hoi. Cu thé, mire do r6i loan cia tré ¢ twong quan thudn voi hd tro tir ong ba
ndi (r=.148; p=.011), dong thoi c6 twong quan nghich véi hd tro tir ho hang (r=-.173; p=.003), dong nghiép (r=
-.155; p=.008), cha me dong dang (r=-.148;p =01 1) vanhan viény té (r=-.201; p=.001). Két qua nay cho thay
murc d0 rdi loan cua tré ¢6 lién hé v6i su khac biét vé mire dd hd trg ma cha me tu bao cdo nhan duogc tir mot sd
ngudn luyc. Mot s6 nghién ciru trude day ciing ghi nhan ring khi ganh ning chim soc ting 1én, mang ludi hd tro xa
hoi cta gia dinh c6 thé thay d6i (Gray, 2002).

Nhin chung, trong nhém cha me da bao cao nhan duge hd tro, gidi tinh, ton gido, trinh do hoc van ctia cha me va
mirc 40 RLPTK cua tré déu ghi nhan mdi lién hé v&i mire dd hd trg ma cha me tu béo cdo nhan duge tir mot s6
ngudn luc xa hoi trong giai doan dau sau chan doan. Tuy nhién, cac méi lién hé nay chii yéu c6 cudng do nho va chi
xuat hién & mot s6 ngudn luc xa hoi cu thé. Nhimg két qua ndy goi ¥ ring céc dic diém cta gia dinh va tré ¢6 thé
can duoc xem xét khi xdy dung cac chuong trinh hé tro xa hoi.

4. Két luan va binh luin

Dua trén hoi tuong ctia cha me vé giai doan dAu sau khi tré duge chan doan RLPTK, két qua nghién ctru cho théy
trong nhom cha me dé béo cdo nhén dugc ho tro, mang ludi ngudn lyc hd tro xa hoi dbi véi gia dinh tré RLPTK trong
giai doan dAu sau chan doan bao gom nhiéu nhém ngudn lyc khac nhau nhu gia dinh, co's6 gido duc, co so'y té, cong
dong va cac nhém dong dang. Trong do, vg hodc chong va 6ng ba 1a nhitng ngudn e dugc cha me tir bao cao co mirc
h trg cao nhat; tiép theo 13 GV va nhan vién tai cc co so gido duc. Nguoc lai, cac nguon Iy tir ban bé, dong nghiép,
hang x6m va cén b, cong chirc thude co quan nha nude duoce ghi nhén c6 mire h trg thép hon. Két qua ndy phan anh

su khéc biét Ve mutc d6 hd trg ma cha me tur bao cao nhan duoc tir cac ngudn Iyc xa hdi trong giai doan d4u sau chan
doan. Mot sb dic diém clia cha me va tré co mdi lién hé véi mire d6 hd tro duge cha me tu bao cdo nhan duoc tir mot
s0 nguon luc xa hoi. Cu thé, gioi tinh, ton gido, trinh do hoc van ctia cha me va mirc 46 RLPTK cua tré déu ghi nhan
mbi lién hé vOi mot sb nguon Iy hd tro. Nhitng két qua ndy goi ¥ ring khi xdy dung céc chuong trinh hd trg gia dinh
tré RLPTK c4n quan tam dén dic dlem va hoan canh cta timg gia dinh, dong thoi tang cuong sy phdi hop giira gia dinh,
co s& gido duc, co sy té va cac to chirc xa hoi nham mé rong co hdi tiép can cac ngudn lue hd tro trong cong dong

Tir nhiing két qua trén co thé két luan ring, trong nhom cha me dé bao cdo nhén dugce hd trg, gia dinh tiép tuc 1a
ngudn liye duge ghi nhan c6 mirc hd trg cao nhat trong giai doan dau sau chan doan tré RLPTK, tiép theo 1a cac
ngudn Iyc chuyén moén, ddc biét 1a GV va nhan vién tai céc co so gido duc. Nghién ciru gop phan cung cap bang
chung vé dic diém mang ludi nguon luc hd tro xa hoi theo tw bdo céo ctia nhém cha me da timg nhan duge hd trg
trong giai doan d4u sau chan doan. Két qua phan anh mirc d6 hd trg trong nhém cha me da timg nhan hd tro, chua
phan 4nh day dii thuc trang tiép can ngudn lyc ciia toan bo cac gia dinh c6 con RLPTK. Dong thoi nghién ciru goi y
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sur can thiét ciia viée tang cuong két ndi giira gia dinh véi cac ngudn luc chuyén mén va cong dong nham nang cao
co hoi tiép can ho trg cho cac gia dinh.

Nghién ciru ciing 6 mot sd han ché sau: (1) Mau nghién ctru duoc Iya chon theo phuong phép chon mau phi xéc
suét nén chua thé dai dién cho toan bd gia dinh c¢6 con RLPTK tai Viét Nam; (2) Dit liéu vé giai doan d4u sau chan
doan dugc thu thap dua trén hoi tudng cla cha me tai thoi diém khao sat. Do do, két qua phan anh murc d hd tro ma
cha me hoi tudng da nhan dugc va cod thé chiu anh huong cua sai léch hoi tudng cling nhu nhan thirc chi quan cia
ngudi tra 1; (3) Cong cu nghién ctru do nhém tac gia xdy dyng nham mo ta mirc d9 hd tro tir cac ngudn luc xi hoi
cu thé, chua phan anh d?iy du céc chidu canh cta hd trg xa hoi nhu hd trg cam xtc, hd try thong tin, hd tro vat chat
va hd tro chdm soc truc tiép. Ngoai ra, bai bao chi phan tich mirc do hd tro theo tir bio céo ciia nhém 290 cha me da
tirng nhan duoc it nhit mot nguén luc hd tro x3 hoi. Vi vy, két qua chua phan anh dﬁy du thyc trang tiép can nguén
Iyre ciia toan bo 508 gia dinh tham gia khao sat ciing nhu chua 1am 16 cdc nguyén nhéan va rao can dbi véi nhom 218
cha me chwa nhan dugc hd tro.

Tuyén bd vé vai trd ciia tac gia: Bui Thi Hong Minh: Xdy dung y twong nghién ciru, Thiét ké phwong phdp nghién
cu, Viét va chinh sira ban thao. Nguyé~n Thi Ha: Thuc hién nghién cteu, Phan tich dit liéu, Truc quan hoa dir liéu,
Viét va chinh sira ban thdo.

Tuyén b6 vé GenAl va Quyeén tac gia: Trong qud trinh chudn bi ban thio nay, cde tic gid khong stk dung cong cu Al nao.
Tuyén bd vé xung dot lgi ich: Cdc tdc gid tuyén bo khdng c6 xung dot loi ich véi bat ki cd nhdn, 16 chire néo.
Thong tin tai tro: Nghién ciru nay khong nhdn dwoc tai tro' tir bén ngoai.
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