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Pezume

Bo oBaa craruja ce emabopupa motpebara o
MOJ/IPIIKA 33 CHEHUjaHa COIMjaHa 3allTUTa
32 WHIUBHIYUTE CO pa3lIMueH CIeKTap Ha
aytuctuuku HapymyBamba (CAH) m HuUBHHTE
ceMejcTBa. AKIIGHTOT € CTaBeH BpP3 Pa3BojoT Ha
yCIyTUTE 3a OBaa Ipymna JHIna BO AHINHja, a
ocobeHo Ha ycmyrute Bo HoprammToHmup,
obmact co 650.000 >xuTenu Kajae ImTo CO KOOp-
JMHUPaH MPUCTAl Ha MYJNTHCIYKOHUTE ce aaje
MIPUIOHEC KOH Pa3BOjOT Ha cepBucuTe. MnenTu-
(hMKyBaHM C€ TIABHUTE MPEIU3BUIIUA CO KOU CE
COOUYyBa AHIJIHMja BO OJHOC Ha MOJJPIIKATA 32
COIMjajTHaTa 3alITUTa 3a OBaa rpyra.

Knyunu 360posu: aymuzam, nooopuwika, yciyeu,
coyujanna 3aumuma.

Aymuszam

CnekrapoT Ha ayTUCTMYHH HapyllyBama
(CAH) ce ceondarHu pa3BojHH HapyIIyBama,
KOMILTO CE Pa3iHKyBaaT HA WHAWBH/YaJIHO HH-
BO, HO CE KapaKTEpU3HUPaaT CO IONpPEdyBarba BO
colljaiHaTa MHTEpaKIrja U COoIlHjaHaTa KoMYy-
HHKaI[Hja ¥ Ce CO OTPAaHUYCH CIEeKTap Ha WHTe-
pecH W aKTUBHOCTHU: ,,TPOjCTBOTO Ha HAPYIIY-
Bama“ (1). UanuBunynure co CAH ro ondakaar
OTICEroT Ha KOTHUTUBHATA CIIOCOOHOCT, TIOYHY-
BAjKU OJ1 OHHE CO CEPHO3HU IIONpPEUyBarmba BO
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Abstract

This article discusses the need for specialist
social care support for individuals with autism
spectrum disorders (ASD) and their families. It
outlines how services for this group have been
developed in England, making particular
reference to services in Northamptonshire, a
local government area with a population of
650,000, where a coordinated multiagency
approach has been beneficial to service
development. The major challenges that remain
in England with regard to social care support
for this group are identified.
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Autism

Autism spectrum disorders (ASD) are pervasive
developmental disorders, presenting with
individual variation but characterised by im-
pairments in social interaction and social
communication and by a limited range of inte-
rests and activities: the ‘triad of impairments’
(1). Individuals with ASD span the range of
cognitive ability — from those with severe
learning disabilities to the academically gifted
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FROM PRACTICE TO PRACTICE

NpPOIIECOT Ha YYeHe Ma c¢ 0 OHME KOU Ce aKa-
JEMCKH HaJlapeH!, BKIYUyBajKU ja KOET3UCTEeH-
mjata Ha CAH co MHOTY Ipyru cocTojon Mery
KOHU: HECIIOCOOHOCTa 3a YYCHe, CHIICIICHjaTa,
pacTpojcTBata Ha pPAacloJOKEHHUETO W CETHII-
HaTa 4yBCTBUTEIHOCT. CO MPOLIMPYBAKETO HA
KPUTEpPUYMUTE 3a OUjardo3a 3HAYUTEIHO C€
3roseMu Opojot Ha ymmarta co CAH u cBecHoc-
Ta 3a caMaTa cocToj0a co LITO 3r0JIEMYyBaHETO
MOXe na Ouzme aypud W moBucoko ox 1% Bo
OJTHOC Ha Torynarujara (2).

Ilompebama 00 nooopuika

CAH 3HauuTenHo BiHjae Bp3 OHHE CEMEjCTBa
KOMIIITO Ce€ JeJI 0J] oBaa coctojba. OBa ro mo-
TBpAMja MHOTYOpDOjHUTE WCTpaKyBamba KOH
yKa)kaa Ha UCKYCTBOTO Ha OBHE CEMEjCTBA KOU
umaa nenia co CAH (3, 4). ['onemMmoTO0 MHO3MH-
ctBO ykaxa neka CAH moxe na mMa 3HauajHO
HETaTHBHO BJIMjaHUE BP3 CEMEJCTBOTO M HETO-
BOTO (DYHKIIMOHHMpame Kako M Aa MpeIu3BHKA
3HA4YUTEJIEH CTPEeC 3a Jielara U BO3PACHHUTE CO
CAH (5,6 ). CAH moxe ia npenn3BHKa rojieMa
BO3HEMUPEHOCT U MPHUTUCOK Kaj POAUTEIUTE 32
pasnuka oJ Koja Ouio Apyra MOMPEYeHOCT
(7,8), a BUCOKMOT CTEIIEH Ha CTPEC € KapakTe-
PHCTUYHO 3a POAMTENNTE HAa OBHE MHIWBHIYH
(9). Onpenenu momnpedyBama MOXKE J1a C€ MPe-
u3Bukanu ox uHauBuayn co CAH-npoGremu
BO OJHOC Ha TpIKaTa 3a cede, CHHEHETO U
KOHTPOIIMpameTo Ha oaHecyBamero (10, 11,
12).

BoobunuaeHo Majkute ce OArOBOPHU 3a TpHKaTa
3a HuBHUTE Jena co CAH u kako pe3yaTaT Ha
TOa THE C€ TMOJIOKHU Ha XPOHHYEH 3aMOp H
ctpec (13, 14). TaTkoBIUTE TOMHUHAHTHO C€ TIO-
MaJIKy BKIIyYeHH BO JUpPEKTHATa (U3NUYKa TPH-
’ka 3a nHauBuayuTe co CAH, Ho cenak u THe ce
MOJIIOKHH Ha 3HAUUTEJIEH CTPEC U CTUTMaTu3a-
uja (15). bpakara u cectpure, UCTO Taka, 3Ha-
YHUTEHO Ce MOMAJI0KHHU Ha JIETIpecHja 3a pasiu-
Ka of] ocTaHaTtoTo HaceneHue (16), u qonoaHU-
TEJIHOTO M3HEMOIITYBambE MOXKE Aa BIUjae Bp3
HUBHATa OJTOBOPHOCT BO OAHOC HA JOMAIIHUTE
00Bpcku U pm3uukara 3amruta (17).
JlononHuTeNIeH IPUTHCOK MpeTcTaByBa (PaKTOT
IITO BO MHOTY ciy4au (0apem 1o HMepHoAoT Ha
agonecueHyjara) naausuaynre co CAH moxe
Ja OuaaT MPUWIMYHO YNAJIUBH U TOTAITUBH CO
HUBHUTE MOCTAaNKH. XEHIUKENOT HE € TOJIKY
BUJIJIMB U OCTaHATUTE HAjuecTO T'M OOBHHYBaaT
pomutenute (BKIy4YyBajKu TM M YJICHOBHTE Ha
MOUIMPOKOTO CEMEJCTBO) 3a ,JIOIIOTO OJHECY-

— and ASD coexists with many other con-
ditions, including learning disability, epilepsy,
mood disorders and sensory sensitivities. The
identified population with ASD has steadily
risen as diagnostic criteria have widened and
awareness of the condition has increased, and
prevalence may be as high as 1% of the

population (2).

The need for support

ASD impacts significantly upon those families
affected by the condition; and many studies
have examined the life experience of families
with children with ASD (3, 4). The
overwhelming majority have shown that ASD
can have a significant negative impact upon the
family and its functioning, as well as causing
significant stress to children and adults with
ASD themselves (5, 6). ASD can cause greater
parental anxiety and tension than other
disabilities (7, 8) and a high level of stress is
characteristic of parents of such individuals (9).
Particular difficulties may be caused by
individuals with ASD’s problems in self-care,
sleeping, and behaviour management (10, 11,
12).

Mothers are predominantly responsible for
caring for their child with ASD and — as a result
— may experience chronic fatigue and stress
(13, 14)). Fathers are generally less involved in
the direct physical care of the individual with
ASD, but also experience significant stress and
stigmatisation (15). Siblings are significantly
more likely to experience depression than the
general population (16); in addition, exhaustion
can affect siblings responsible for domestic
tasks and physical care (17).

An added stressor is the fact that in many cases
— at least up to adolescence — individuals with
ASD may appear particularly striking or
handsome. The disability is not obviously
apparent, and so parents may be blamed by
others (including extended family members) for
the individual’s ‘bad behaviour’ (15, 18).
Furthermore, the inconsistent and uneven

64

JOURNAL OF SPECIAL EDUCATION AND REHABILITATION 2008; 9(3-4): 63-72



O IIPAKTHKATA 34 IIPAKTHKATA

Bame” Ha uHauBuayute (15, 18). Ilonaramy,
HEYCOTJIACCHHOT ¥ HEPaMHOMEPHHOT pa3Boj Ha
muaHocta co CAH Ou 3Haueno jaeka u IMoKpaj
ocobeHaTa CHOCOOHOCT WM HagapeHOCT BO
oJipeficHa 00J1acT, MOXKHO € THE J1a UMaat rojie-
Ma moTpeba oI MOAJpIIKA Off OCTaHATHUTE. 3a
JKaJl, HUBHUTE JElyMHH BELITHHU MOXKAaT /12 BO-
JIaT KOH MOTLEHYBamkbe Ha HUBHUTE MOTPeOH.

3a unapuBuayute co CAH, cBeTor e yectonaru
30yHYBaYKO M 3aCTpalIyBayKO MECTO KaKO pe-
3yJITaT Ha BJIMjaHHETO HAa KapaKTEPUCTHUYHHUTE
HEIOCTaTOLM KOM c€ OJIMKa Ha cocrojOara. Ha
ceMejcTBara UM € TIOTpeOHa CoIfjaliHa 3aIlTh-
ta. Kako mro pacrar genarta v Kako IITO HHIH-
Buayute co CAH mpemuHyBaaT BO BO3pacHU
JUYHOCTH, HMM KM € TIOTpeOHa IOCTOjaHa
noJIpiIka kako mTo crapear. Cemak, Hedop-
MaJlHaTa COIMjalHa 3allTUTa O] MOUIMPOKOTO
CEMEjCTBO W O] JIOKAJIIHATA 3aeJHUIA € IpH-
JUYHO OTpaHWYeHa 33 CEMEjCTBOTO BO KOE MMa
uaauBruaya co CAH, kako pesynraTr Ha Hej3U-
HOTO 30yHYBa4KO U YECTONATH HETIPEIBUAIHBO
omnecyBame (4, 19). Cmopen oBa, oBue ce-
MEjCTBa W HWHIUBUAYH, OCOOCHO OHHE KOH
uMaar rojieMa norpeda o MOAIPIIKA U IPeaAn3-
BUKYBAaYKO OJHECYBam€ PHU3MKyBaaT Ia OuuaT
COLMjaJIHO H30JIMPaHU M HCKIYYCHH, HAaKO
UMaaT MmocTojaHa motpeda OJ] IOMOII OJ1 ApKa-
Bata (19, 20).

Hcmopucka nepcnekmuea

Bo Bpemero npexn na ce npeno3znae CAH kako
nmocebHa cocToj0a, BaKBUTE JIMIA CE TpeTUpaa
Ha WCT HaYMH Kako W JIUIaTa CO MOTEIIKOTHH
BO YYCHETO WM MEHTamHa Ooject. Bo mepuo-
JIOT Ha JCBETHACCETTHOT U IMOYETOKOT Ha JBac-
CETTHOT BEK, THe Oea jen ox paboTHHUTE TOMO-
BU WK OOoJHMIMTE 3a Tojoir mpectoj (21). Ilo
Bropara cBercka BojHA, yCIyrUTe Ha JOKaTHA-
Ta BJaJa 3alovHaa Ja HyAaT MOJpIIKa 3a CO-
nujanHara 3amruTa. Cenak MmorojJeMuoT Jel O
MOMOIITA C€ 3aCHOBYBAIlle HAa OOJHWUYKH JIEKY-
Bama, 3a IITO JelaTa U BO3PACHUTE PEIOBHO T
MpUMaa BO BAKBUTC UHCTUTYIIMH HA MPUBPEMEH
WJIM Ha TIOCTOjaH MPEeCTOj.

Bo 1970-tata roguna Axkmom 3a coyujarnume
Yeayeu Kou 2u  0803MONCY8AAM  JIOKAIHUME
énacmu (22) TH BOCTIOCTaBH OJIJICITUTE 32 COIIH-
JaTHH YCIIYTH BO C€KOja O] OJIACITUTE Ha JIOKAII-
HaTa BiacT. EMHAa rompHa MOJONHA ce 00jaBU
JOKYMEHTOT [lodobpu ycnyeu 3a auyama co
Mmenmanen xenouxen (23) co KOJIITO 3aroyvHa
MPOIECOT HA 3aTBOpamke Ha HHCTUTYIIUUTE 32

developmental profile in ASD means that even
when individuals are highly competent or gifted
in some areas, they may need high levels of
support in others; unfortunately their splinter
skills can lead to their needs being underes-
timated.

Individuals with ASD can find the world a
bewildering and often terrifying place, due to
the impact of the characteristic impairments of
the condition. Families need social support as
children are growing up, and individuals with
ASD continue to need support as they grow into
adulthood. However, informal social support —
from the extended family and within the local
community — is limited for families with indi-
viduals with ASD due to the confusing and
often unpredictable nature of their behaviour (4,
19). Therefore these families and individuals,
particularly those with high support needs and
challenging behaviours, are at high risk of
social isolation and exclusion and are in
particular need of ongoing help from the state
(19, 20).

A historical perspective

Before ASD was identified as a specific
condition, such individuals were provided for in
the same way as people with learning disa-
bilities or mental illnesses. Through the nine-
teenth and early twentieth century, they were
been placed in workhouses and long-stay hos-
pitals (21). After the Second World War, local
government services began to offer some social
care support; however most provision was still
adults
routinely entered such institutions either for

hospital-based, and children and
respite care or, in some cases, to live per-
manently.

In 1970 the Local Authority Social Services Act
1970 (22) established Social Services
Departments in each local government area. A
year later the document Better Services for the
Mentally Handicapped (23) was published,
which began the process of closing the long-
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JOJTOTPaeH MPECTOj, HAMECTO /1a Ce TPOMOBHUPA
o0e30enyBame Ha CONHMjaTHATA 3alITHTA BO
paMKUTe Ha 3aemHHNATa. MHOTY OX yCIIyrHTe
ce pasBHja BO TOj MEPHOJ, BKIYYYyBajKH TH U
JIOMOBHTE 32 Jiella Ha HUBO Ha 3acJHHMIIATA, JI0-
MOBHTE 3a JIUIAaTa CO MOTCIIKOTHH TIPH YUeHhe-
TO, OHHE CO PU3MYKU XEHAUKEN ¥ OHHE CO MEH-
TaJleH XeHaAuKern. Bo Toj mepuoa ucro Taka ce
BOCIIOCTaBHMja CEPBUCHUTE YCIYTH 3a MOJOJT
BPEMEHCKM MEpHOJ 3aCHOBAaHM HA HHUBO Ha
3aeJIHUIIATa 3ae/IHO CO MPBHUTE TUIAHOBH 3a (a-
MIJIMjapHO OJ/JIOKYBame Ha COLMjaTHATa 3alll-
tHTa Bo 1976 (24).

ITomuHaa gexaan goneKa ce BOOYH Pa3BojoT Ha
MEIIAmkEeTO Ha €KOHOMCKATa 3aIlTHTa CO YCIy-
TUTE 32 COIMjaJIHA 3aIITHTa KOW ce (PUHAHCH-
paatr u ce o0e30emyBaaT Off pa3TUIHU OpPOjJHH
u3Bopu. JIOKaIHUTE W 3APAaBCTBEHUTE BIIACTH
NpPOJIOJDKHja CO TIPOLIEHKAaTa Ha TMOTpeOuTe U
peanuzanyjata Ha MHOTYOPOJHHUTE COIWjalTHH
CEPBHCH, BKIYYYBajKH ja MOMPINKATA 32 COIHU-
jamHata pa0oTa, OIUIOKYBameTO Ha TpIIKara,
Kako U JOJTOPOYHOTO MHTEPHATCKO CMECTYyBa-
BE W JHEBHHTE akTHBHOCTH. Cemak IIHUPOK
CIIeKTap Ha YCIYTHW cera ce oOe3zdemyBaaTr of
NPUBATHUTE KOMIIAHUM | JOOPOTBOPHHTE
JIpYyINTBa, JOKAIHU W OpXaBHU. Tue ja omda-
KaaT pe3uAeHTHATa IPIKa, MOMOII U MOIIPII-
Ka, paboTHa 00yKa 1 BpaOOTyBame BO 3aIlITHT-
HHUTE JPYIITBA.

Cure cepBHCH 3a COIMjaJIHA 3aIlTHTA, O€3 pa3-
JUKa Ha Toa KOj T 00e30emyBa ce perynupaar
O]l Ip)KaBHATa BIACT, KOJjaIlITO TH ONpeAeTyBa
cTaHfapauTe 3a kBamuter (25). Pa3zBojoT Ha
MOJ/IPIIKATa HA CEMejCTBaTa CO MHAMBUAYH CO
CAH ocranyBa mnpuoputer Opoj e€meH BO
Anrmyja. [Ipumep e TeKOBHaTa MHUIMjAaTHBA 32
BIIaAMHATa cTpareruja l[logucoku yeau 3a Oe-
yama co xenouken: I[loconema nodopuika 3a ce-
mejemeama (26) Koja ja uneHTH(PUKYBAIIE 1eT-
Ta 3a Pa3BOj Ha COOJBETHATa COIMjaTHa
MOJUIPIIKa 3a ceMejcTBaTta Ha gerara co CAH.
OpranuzanyjaTa Kojamro JejCTByBa Ha JIpiKaB-
HO HMBO, HammoHaiHO 3/1pykeHne 3a AyTHzam
(H3A) 0BO3MOXYyBa CepBUCH W pealn3upa Kam-
nmamu 3a 1oA00po pasdbupame Ha CAH. Bo
1972 rogunHa Mana rpyna poAuTeNIH ce cpeTHaa
B0 JloHnoH u popmupaa MeryHapoaHa OpraHu-
3amMja KojallTo UMaile roieMo 3Haueme. H3A
cera peaqu3upa IIMPOKa TajeTa Ha YCIYTH 3a
ceMejcTBara, MPOPECHOHANIINTE U UHIUBUILYH-

stay institutions, instead promoting social care
provision in the community. Many services
developed at this time, including community-
based children’s homes, homes for people with
those with physical
and those with mental health
Community-based respite care
services also began during this period, with the
first family-based respite care schemes being
established in 1976 (24).

The decades since have seen the development
of a mixed economy of care, with social support
services being funded and provided from a
number of sources. Local governments and
health authorities continue to assess needs and
to provide many services including social work
support, respite care, as well as some long-term
residential accommodation and day activities.
However a wide range of services are now also
provided by private companies and charities —
both These
residential care, outreach and support, job
coaching and sheltered employment.

All social care services, regardless of the
provider, are regulated by the national
government, which identifies quality standards
(e.g. 25). The development of support services
for families with individuals with ASD remains
a high priority in England; for example, Aiming
High for Disabled Children: Better support for
families (26), a current government policy
initiative, has as an identified target the
development of appropriate support
services for families of children with ASD.

The national charity, the National Autistic
Society (NAS), provides services and
campaigns for greater understanding of ASD.
Beginning in 1972 as a small group of parents
meeting in London, the organisation has
developed to become internationally recognised
The NAS now
provides a wide range of services to families,
professionals and individuals with ASD,
including telephone advice and support lines,
information, research and training, diagnostic

learning disabilities,
disabilities
problems.

local and national. include

social

and of great importance.
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Te co CAH, KaKko u MoCTAMjarHOCTUYKH YCIYTH,
WHTEPHATCKU YYMJIMINTA, CEPBUCH 3a 3aIlTHTa
CO IPOJOJDKEH POK, MOJJIPIIKA 32 PE3UICHTHO
CMECTyBal€ Ha BO3pacCHM M MOHATAMOIIHO
o0Opa3oBaHre U BpaDOTyBame.

Ilpumep 3a ucmpadicysamwe: cepeucu 3a
coyujanna 3awimuma Ha unoueuoyu co CAH
u Huenume cemejcmea 60 Hopmamnmonuiup,
Amnenuja

HopramnToHmup € riaBHO pypajiHa o0iacT BO
[EHTapOoT Ha AHTIHMja KOjalliTO ce Haora Ha
OKOJIy IIeeceT MUIju ceBepHO o JloHmon. Bo
Hopramnronmup xuseat 650.000 >xurenu mwro
NpeTCTaByBa €IHA TPETHHA OJI HACEJICHUETO
KOCIITO >KMBee BO oBaa obisact, co mto Hop-
TaMIITOHLIMP € TJIaBeH Ipaj Ha OBaa OKOJIMHA.
Bo oBaa o6mact xwuBear 100.000 xutenu kou-
ITO C€ Ha y4uiauIHa Bo3pact (ox 3 g0 18 ro-
nuan), o kou 1.000 mena umaat CAH.

Bo mocnenHuTe nBE Nekaau ce pa3Buja CIIEIH-
JATMCTHYKUTE YCIYTH 3a COLMjalHATa 3allTHTa
Ha unauBuayute co CAH u HUBHUTE ceMejcTBa
KaKo O/IFOBOP Ha MPU3HABAKHETO HA POTUTEIIUTE
1 ipopecuoHaNIUTE JieKa He € €PEeKTHBHO MOT-
NUPABETO BP3 MOAEPHUTE CEPBUCH U CEPBUCH-
Te 3a cpomHuTe XeHaukenw (27). Kako pesynrar
Ha OBOj IOTOBOpP, C€ Pa3BU MYJITHAUCLMILIM-
HapHa cTpaTerdja 3a Aa OAroBOpU Ha MOTpeOH-
te Ha ymnata co CAH u HUBHHTE cemejCTBa,
Kazie ITO NPO(ECHOHATIINTE U POJUTEINTE CO-
paboTyBaaT co Liel Ja ce pa3BHE MHTErpHpaHa
Mpexka Ha ycayru (28). OBue yciayru ce 3acHO-
BaHu Ha TEACCH (Tpetupame u oOpa3oBaHue
Ha Jieriata ¥ BO3pacHUTE CO ayTH3aM U Ha OHUE
CO TIOTCIIKOTHHA BO KOMYHHKAIHjaTa) KOJIITO
MpeTcTaByBa CTPYKTyHpaH MoOJen 3a o0yka,
pa3BucH Bo YHHBep3uTeToT Bo CeBepna Kapo-
nuHa Bo Yenen Xun (29). OBoj mpucrar ce Ko-
pUCTH BO KOMOMHAIIMja CO OCTAHATUTE KOMIa-
TUOWIHM M EeMIIMPUCKU H3AP)KaHU NPHUCTAIH,
BKJIy4yBajKu TM KOMYHHKALUCKUOT CHCTEM 3a
ciukoBHa pasmena (PECS) (30) — ayrmenTaru-
BeH KomyHnukamucku cucrem, CouujanHu npu-
Ka3HU (31) KOTHUTHBEH NpHUCTAN 3a MOAIPIIKA
Ha COOJIBETHOTO OJHECYBam€ W pa3Oupame Ha
conyjamHuTe mpaBwia u npucramnot Ha SPELL
Ha AayTUCTUYHOTO OMIITECTBO (CTPYKTYpa,
MO3UTUBHH CTAaBOBH, €MIIaTHja, ciada CTH-
MyJialija u moBpayBame) (32).

Hcro Taka mocrojar crenujamHu oapeadu BO
MoJeTo Ha 00pa3oBaHMETO (KOWIITO T'M omda-
kaat crenuduunnte oapendu 3a CAH Bo 3a-
BHUCHOCT O]l BO3pacTa M CIIOCOOHOCTAa, COBETO-

and post-diagnostic  services, residential
schools, respite care services, residential and
supported accommodation for adults, further

education and employment.

Case study: social care services

for individuals with ASD

and their families in Northamptonshire,
England

Northamptonshire is a mainly rural county in
the centre of England, about sixty miles north
of London. It has a population of about
650,000: about a third of this population live in
Northampton, the county’s main town. The
county has a school-age population (3 — 18
years) of about 100,000 — about 1,000 of these
children have ASD.

Specialist social care support services for
individuals with ASD and their families have
been developed over the past two decades in
response to an acknowledgement by parents
and professionals that reliance upon mainstream
services and generic disability services was not
effective (27). As a result of this agreement, a
multidisciplinary strategy has been developed
to meet the needs of people with ASD and their
families, where professionals and parents have
collaborated to develop an integrated network
of services (28). These services are based upon
the TEACCH (Treatment and Education of
Autistic  and  related = Communication-
handicapped Children and Adults) structured
teaching model, developed at the University of
North Carolina at Chapel Hill (29). This
approach is used in conjunction with other
compatible and  empirically  supported
approaches including the Picture Exchange
Communication System (PECS) (30) — an aug-
mentive communication system — and Social
Stories (31) - a cognitive approach to support
appropriate behaviour and understanding of
social rules — and the National Autistic
Society’s SPELL (Structure, Positive attitudes,
Empathy, Low arousal, Links) approach (32).
As well as specialist provision in the field of
education (which includes ASD-specific
provision across the range of ages and abilities,
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naBHU HactaBHUIM 3a CAH u cnienujamucTiuaku
oOpa3oBeH mcuxonor), cnenyjanaun CAH-ycy-
T OBO3MOXKCHH O/ JIOKATHATAa BJIACT, O 3/IpaB-
CTBEHUTE CEPBHCH, TOOPOTOBOPHHUTE OpPraHU3a-
WY, HAITMOHAHUTE, JIOKATHUTE W TPUBATHUTE
KoMmaHud. HopraMmToHIHp ce pa3nmuKyBa o1l
OCTaHATUTE OONACTH BO AHINIHja 1O TOa IITO
CEPBHCHUTE 3a pa3iUKa OJ OCTaHATUTE 001acTh
ce MHOTY TIOPa3BUEHH.

Co Toa mpetcraByBa n0o6ap mpuMep MpeKy Koj-
IITO Cce TIOKaKyBa KaKoO CE pa3BHIIE HHTETpUpa-
HuTe cepBucH 3a nuuata co CAH u 3a HuBHUTE
ceMejCTBa.

Cepeucu 0603moxcenu 00 J10KATHAMA 61ACH
JlokamHaTa BiacT WMa MOAMPIKAHO ToeM Opoj
Ha CEPBHCH O] 00JIacTa Ha COIMjaTHATa 3aIlTH-
ta. OBUE cepBUCH ce (PMHACHPAHH OJI JIOKAJTHO-
TO OJJaHOYYBAaE U MPEKY TPAaHTOBHU OJ1 JAprKaBa-
Ta U ce OeciuiaTHH 3a KopucHuIuTe. Bo omHOC
Ha nenata (Bo3pact o 0-18 romwHm), cnenuja-
JUCTUYKU COIMjaTHA PAOOTHHIIHA CO 3HACHE O]
IIOJIETO HAa XEHIUKEIIOT CE BO MOKHOCT Ja 00€e3-
OemaT TEKOBHA MOJJIPIIKA 3a ceMejcTBaTa. 3a
noTpeduTe Ha KOPUCHUIIUTE ce popMUpaaT Haj-
pasnuynu cepBucu cnennpuyunu 3a CAH Brity-
YyBajKU TH W CEPBHCUTE 3a 3aIlTHTA CO TPO-
JIOJDKEH POK KOWIITO CE€ 3aCHOBAaHU M BO CEMeEj-
CTBOTO W BO HWHTEpHATCKUTEe aoMoBH (32);
IIECTKPEBETHUTE JIOMOBH 3a JIeIlaTa KOUIITO He
MOXAT Ja KUBEaT BO CBOUTE JOMOBH W CIIEIH-
jalMcTUYKaTa COBETOJABHA YCIIyra KOjaIluTo
HYJTU TICHXOJIOIIKO-00pa30BHA MOAIPINKA 3a ce-
MmejcTBaTa (33). Bo ogHOC Ha BO3pacHHUTE JHIIA,
Cc€ OBO3MOXKYBa MOIJPIIKA 332 CMECTYBame W
CIICIHjAJTUCTHYKY CEPBUCH 3a 3allTUTa CO MPO-
JIOJDKCH POK, JHEBHU aKTUBHOCTH BO PAMKHTE
Ha JIHCBHUTE IICHTPH 33 HUHIWBHUIYHTE KOHU
UMaaT TOTEIMIKOTHH CO YYEHeTOo, Kako |
MOJIPIIKA OJT JIOKATHUTE KOJIEH BO OJHOC Ha
MMOHATAMOIITHOTO 00pa30BaHHE.

Cepsucu 0603modiceHU 00 30pascmeeHume
cepeucu

3MpaBCTBEHUTE CEpPBUCH, (UHAHCUPAHH O]
JIP’)KaBHOTO OJaHOYYBamke, OBO3MOXKyBaaT Iu-
JaTHOCTHYKHA CEPBUCH W BO OONHUIINTE U BO
3aenHuIaTa. Panara moajapiika Bo JOMOBUTE Ce
peaiuzupa NpeKy MoCeTH Ha 37paBCTBEHUTE pa-
oorHuIM. CrielyjaTucTHYKUTEe THMOBU BO 3a€]I-
HUIIATa 32 JINIAaTa CO MOTEMKOTHH BO yUEHETO
OBO3MOXYBaaT Hera M TICHXOJOIIKa TOIPIIKa

ASD advisory teachers and a specialist
educational psychologist), ASD-specific servi-
ces are provided by the local government, by
health services, by charities — both national and
local — and by private companies. Northamp-
tonshire is not typical of all local government
areas in England, and services are further
developed there than in some other areas.
Nonetheless it is a good example to show how
integrated services for people with ASD and
their families have been developed.

Services provided by the local government

A wide range of social care services are
These
services are funded by local taxation and by

provided by the local government.

grants from the national government, and are
free to recipients. With regard to children (aged
0-18), specialist social workers with expertise
in the field of disability are available to provide
ongoing support to families. A range of ASD-
specific services are also provided, including
respite care in both family-based and residential
settings (32), a 6-bed residential home for
children who can no longer live at home, and a
specialist advisory service offering psychoedu-
cational support to families (33). With regard to
adults,

specialist respite care service are provided, and

supported accommodation and a

day activities are provided within day centres
for individuals with learning disabilities, as well

as being supported within local colleges of

further education.

Services provided by

health services

Health services, funded by national taxation,
provide diagnostic services, both in hospital
settings and in the community. Early support at
home is provided by health visitors. Specialist
community teams for people with learning
disabilities provide nursing and psychological
support across the lifespan: their client group
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3a BpeMe Ha )KMBOTHHOT BEK: HUBHATA IpyIa Ha
KiueHTH TH orndaka maauBuaynre co CAH un
MPUIPYKHAOT XCHIUKE MpH yuemeTo. CepBu-
CUTE 3a MCHTAJHO 3JIPaBCTBO 3a JieliaTa M BO3-
pacHHTE OBO3MOKYBaaT IICUXHjaTPUCKa U Tepa-
TIEBTCKA MOJIPIIKA W COBETYBame 3a Jerara co
CAH u HuBHuTe cemejcTBa. [locrojar cnemmja-
JUCTUYKU TPAH3UIIMOHU THMOBH 32 J1a MM IIO-
MorHat Ha uHauBuayute co CAH u HuBHHTE
ceMejcTBa, 0COOCHO 3a MHANBHIYUTE CO Acmep-
rep-CUHIPOM, MpPH TPEMUHOT OJ aJOJICCIICHT
KOH Bo3pacHa JmyHOCT. Ha kpaj, cepBucute 3a
MEHTAITHO 3][paBje 3a BO3PAaCHUTE JIMYHOCTH
OBO3MOXKYBaaT MOJUIPIIKA 3a WHIUBUAYUTE CO
Acrieprep-CHHAPOM M BHCOK CTEIICH Ha ayTH-
3aM €O TMoTpeda oJ MEHTadHa 3IpPaBCTBEHA
nojpiika. CUTe cepBUCH ce OECIUIaTHHU 3a KO-
PHYCHUIIHTE.

Cepsucu 0603moxceHu 00 10KaAHUmME 000pO-
MEOPHU OpZanu3ayuu

JlokamHuTe HOOPOTBOPHHM OpraHU3AllUU OBO3-
MOJKYBaaT IIMPOKA MPEXKa Ha CEPBUCH, (PUHAH-
CUPAHU O]l Pa3HOBUIHU M3BOPH BKIYUyBajKH T
Y TPAHTOBUTE OJI JIOKAJIHATA BJIACT, (PUHAHCUPA-
HETO O]l JIOKAITHATA JIOTapHja U MPUOHPAFHETO
Ha JOMOJHUTETHN (MHAHCHUCKH cpejcTBa. EnHa
JIOKalTHa TOOPOTBOpHA OpraHM3aIlHja Ce CIEIH-
janu3upa BO OBO3MOXKYBame Ha CIHEIU(PUIHU
npucranu 32 CAH ocobeno TEACCH u Couu-
jasHU TIPUKa3HU ' 3a POMMTEIMTE W MPOQECcH-
OHAJIINTE Ha JIOKAITHO U ApXaBHO HHUBO (27).
Hpyra opranumanyja 0oBO3MOXXyBa CEPBHCH 3a
MOJIPIIKA HA POJUTEIUTE BO JBATa IOTOJIEMHU
rpaga Bo oBaa oOiyiacT. Tpera opraHuzaiuja
MaK, T BOAM TEIC(POHCKUTE JIMHUH 3a TIOMOII U
OpraHM3Mpa PEIOBHU TeaTapCKU aKTMBHOCTH 32
neuata co CAH 3a BpemMe Ha BUKEHIUTE U 3a
BpeMe Ha YUHIIUITHUTE PaCITyCTH.

Cepsucu 0603moxceHu 00 OprcasHume 000po-
MEOPHU OpZanu3ayuu

JpxaBHUTE TOOPOTBOPHH OpraHU3AIMH 32 JIH-
nata co CAH u HammonanHoto 3apykeHHe 3a
AyTH3aM OBO3MOXYBaaT OpOjHU CEPBHCH KOH
ce Jornupanyd Bo HoprammnToHIIUp, HO C€ UCTO
TakKa JIOCTAITHU U 32 CEMEjCTBaTa U UHIUBHIYH-
te co CAH xou mpunaraar Ha npyrute obiac-
td. Tyka ce ondaTeH MHTEPHATCKUTE JIOMOBH
3a MOJIOJIT BPEMEHCKU MPECTOj, MOIPIIKATa 32
HE3aBHCHO JXKHBECHE (BO JOMOBH U3HAjMEHH O]l
WHAUBHIYH, Bo3pacHU muna co CAH), momon-

includes individuals with ASD and associated
learning disabilities. Child and Adolescent
Mental Health Services provide psychiatric and
therapeutic support and counselling to children
with ASD and their families. A specialist
transitions team exists to support individuals
with ASD and their families — in particular,
individuals with Asperger Syndrome — through
the transition from adolescence to adulthood.
Finally, Adult Mental Health Services, provided
in conjunction with the local government,
provide ongoing support to individuals with
Asperger Syndrome and high-functioning
autism with needs for mental health support.
All these services are free to recipients.

Services provided

by local charities

Local charities provide a range of services,
funded from a range of sources including grants
from the local government, national lottery
funding, income from training provided, fees
charged for services, private donations and
fundraising. One local charity has specialised in
providing training in ASD-specific approaches,
in particular TEACCH and Social Stories™, to
parents and professionals both locally and
nationally (27). Another provides a parent’s
support service in the county’s two major
towns. A third runs a telephone helpline, and
organises regular play activities for children
with ASD at weekends and during school
holidays.

Services provided by

the national charity

The national ASD charity, the National Autistic
Society, provides a number of services that are
located in Northamptonshire but are available
to families and individuals with ASD from
beyond the county boundaries. These include a
long stay residential home, supported living (in
homes rented by the individual adults with
ASD), an outreach service (providing support in
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HUTETHUTE CEPBUCU (OBO3MOXKYBaAaT TOJIPIIKA
3a CEMEJCTBOTO KO€ HYJHU JIOM, 3acIHHUIATa WIIN
MOBHCOKHUTE OOPa30BHM WHCTUTYLIMH) U CEPBU-
CUTC Ha JHEBHUTE IICHTPH, OBO3MOXYBajKU
npo)ecHOHaIHa 00yKa U BEUITHHH 3a CaMOIIO-
Mol Ha Bo3pacHuTte nuna co CAH.

Cepeucu 0603MOICEHU 00 npueamnrume
KomnaHnuu

Co 3ronemyBameT0 Ha OpOjOT HA HOBOPOICHHU-
T€ Jlena, ce 3rojieMyBa 1 OpojoT Ha MHIAWBUIYH-
te co CAH, ma Taka pacte W OpPUTHUCOKOT Bp3
MOCTOGYKHUTE CEPBHCU CO IUTO CE I0jaByBaaT
MOYXXHOCTH 3a NPHUBATHUTE IIPOBAjAECPH HA CEp-
BUCH JIa CE HAcO4aT KOH MMOTPeOUTE HAa HHIUBU-
nyutre co CAH u HuBHHMTE cemejcTBa. Tporio-
IIUTE 332 OBHE CEPBUCH CE MOKPUEHH O]l JIOKAJI-
HUTE BJIACTH M CEPBUCHUTE Ha 3/IPAaBCTBEHHUTE
WHCHUTYIIUH, CO IITO C€ TPU3HABA JIeKa HUBHHUTE
COIICTBEHHU CEPBUCH HE MOXKAT Ja TU UCIIOJTHAT
uAeHTHQUKYBaHUTE TOTPEeOM WM Kaje IITO
MOCTOCYKHUTE CEPBHCH HEMaaT JOBOIHO TOJIEM
KamamuTe 3a 1a oAroBopat Ha notpedure. Cep-
BUCHTE OBO3MOKEHH OJ] IPUBATHUTE KOMIIAHUU
ro omdakaaT WHTEPHATCKOTO oOOpa3oBaHuWe, 3
I0 6-kpeBeTHH cOoOM 3a TIPECToj 3a JAeuara,
MHTEpPHATCKH A0MOBU (3 10 8-KpeBeTHH) U
JHEBHU aKTHBHOCTHU 32 BO3PACHHUTE KaKO M pa-
0oTocrocoOHa 00yka U TIOArOTOBKA 32 HE3aBHC-
HOCTa Ha BO3paCHUTE.

Ilpeouseuyu u 3axnyuoyu

Hako ce pa3Bu MmHUpoKa Mpexa Ha CEpBUCH 3a
comujanHa 3amTuTa Ha nHAnBHaynTe co CAH n
HUBHHUTE CEMEjCTBa BO AHIIMja, KaKo IITO €
00jacHeTO Torope, cenak MmocTojaT 3HAUUTEITHU
npeam3Buny. Co MPUAPKYBamkETO 10 (HUIT030-
(dujarta 3a ,,MHKIIy3Uja* (CO HEJOBOJHO IJIAHU-
pame U ToJIPIIKA) MOXE J1a e J0jae eheKTHB-
HO COIMjaJJHO WCKJIyYyBame€ HAa WHIWBUIYHTE
co CAH u nusnute cemejctpa (34). Co mopac-
TOT Ha OpOjOT Ha WACHTHU(PHUKYBAHHUTE JIHIA CO
CAH 3Haum niexka u ke ce 3roieMu OpojoT Ha
ceMejcTBara Kou ke 6apaar yciIyTH, cO IITO To-
OapyBaukara 3a yCIyru ke Omje moroieMa o
Opojot Ha mocramHuTe. TpeTrHA O OpOjOT Ha
nerata co CAH xom mMaat moTtpeba o Aoiro-
TpajHa MMOMOUI C€ JIOJITO BpeMe Ha JIHCTaTa Ha
4eKame, J0/leka MHOTY CeMejCTBa YeKaaT IIo-
BeKe OJ1 IBC TOAMHM 32 UCIIOpaKa Ha CEPBUCHTE
(35).

3roneMeHara nobapyBadka Ha YCIyTH 3aCHOBa-
HU BO 3aeJHMIIATA 3a Jenara U BO3PacCHHUTE JI0-

the family home, the community or in higher
educational settings) and a day centre service,
providing training in vocational and self-help
skills to adults with ASD.

Services provided
by private companies

As the number of children and adults with ASD
increases, so do pressures on existing services;
and opportunities emerge for private providers
to address the needs of individuals with ASD
and their families. The costs of these services
are met by the local government and the health
services where it is recognised that their own
services either cannot meet the identified needs
or where existing services have no available
capacity. Services provided by private com-
panies include residential education and 3-bed
to 6-bed homes for children, residential homes
(3-bed to 8-bed) and day activities for adults,
and job-coaching and preparation for indepen-

dence for adults.
Challenges and conclusions

Though a wide range of social care services for
individuals with ASD and their families has
been developed in England, as is shown by the
example above, significant challenges remain.
Adherence to a philosophy of ‘inclusion’ (with
insufficient planning and supports) can lead to
the effective social exclusion of individuals
with ASD and their families (34).The rise in
identification of ASD has meant that more
families are seeking services, and demand is
greater than the available provision. A third of
children on waiting lists for respite care have
ASD, and many families have waited for two
years without receiving a service (35).

The increase in demand for community-based
services for both children and adults has led to
overspending on local government budgets. In

70

JOURNAL OF SPECIAL EDUCATION AND REHABILITATION 2008; 9(3-4): 63-72



O IIPAKTHKATA 34 IIPAKTHKATA

BeJIe KOH IIPEKYMEPHO TPOIIICH-E Ha OYIIETOT Ha
nokanHaTa Biact. Co 1en Ja ce crpasar co 0y-
UETCKUOT MHHYC, MHOT'Y JIOKQJIHU BJIACTH BOBE-
Jl0a TIOBUCOKU KPUTEPUYMH, CO IITO HEKOU WH-
JUBUIYH, OCOOCHO OHME JIyfe KOU U IOKpaj
ayTU3MOT MOXAaT Aa (GYHKIIMOHHPAAT CaMOCTOj-
HO, CE CMeTa JieKa HeMaaT IPaBo Ha IMOAIPIIKa
BO HEKOM jaenoBu o Aurnuja. [lonatamy, Tamy
KaJie IITO CE JOCTAITHN CEPBUCHUTE 32 TOIIPIII-
Ka, MHOTY O]l HUB CEMaK Ce CEePBUCH 3a TeHe-
puuKuTe , XeHaukenu ‘. KpenpameTo Ha BaKBU-
T€ TEeHEPUUYKN CEPBHCH 32 JIUIATa CO XEHIUKET
YeCTONaTH TM WTHOpHpa MOTpeOWTe Ha OHWHE
muna co CAH (36). Kako pesyntar, 1ypu U Ko-
ra uaauBuayute co CAH ke ru ucnonHar xKpu-
TEPUYMHTE, THE MOXKE JOIOJHUTEIHO J1a Ouaar
UCKJIYYCHH TOPaJd HHUBHOTO OJHECYBaE U
BiMjaHue Bp3 octaHatute (37, 38).

Cermak, curyanmjata BO AHINIHja, BO OJHOC Ha
paszbupameTo, mpudakameTo U OIPEIOHTe 3a
mumata co CAH u HUBHHUTE cemejcTBa, 3HAYH-
TEJHO ce Moao0pu Bo mocienuutTe 30 TOauHM.
Ce HazmeBaMe JieKa OBOj TPyH Ke TOMOTHE 3a
3roJIeMyBambe Ha UHTEPECOT U K€ MM TIOMOTHE
Ha OHHE KOW C€ BKIyYeHH BO Pa3BOjOT HA Cep-
BHCHTE 32 OBaa rpyrma rparaHu.
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