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Jenison Autism Journal
sm“l 2““3 - Carpl Gray, Edior

Welcoma 1o the spring 2002 Issue ol he Jenison Awlism Sounal, and
ihe third Gray's Gimde, Recently, | was asked why same of my aricles
are fitled B5 Gray's Gudss and olhors are nob. Aclually, the Gray's
Guides share a lew common characlenstics. Each tackles an mportand
but unchared topic. For example, Gray’s Guide o Complimhyvils wiks
the firs] socisl workbook for adults, and Gray's Gide fo Bullying was
amang the firs] articles on peer violence and childran with AS0. Gray's
Guides are a search fof prachical answars (o tough questions that “keep
cropping up® in my work. They are 8 chance for me fo blend research
wilh axpefience - bolh mine and yours - 1o uncover new solutions, In this Guide, we discuss loss, leaming snd
children with aulism spectrum disordars (AS0Y, 1o halp tham “move hraugh™ and leam from lie's sethacks.

bin thia midsl of wiiting thas arichs, | received a call from the Undled Kingdom informing ma that a dear friand af mine,
Tasry Armold, had diad. | am saddensd by his passing, but very happy that he was my fhend. | met Terry and his
wife, Eilesn, 3 few years ago on my first trip to the Undled Kingdom. A lillle apprehensive aboul whal's whal in
England, Tarry and Eilsan gracisusly introduced me to greal pubs and litlle-known but laginaling sights. 11 didn'l take
people long 10 get 1o know Terry - or the olher way around, Terry hid o calm, unassuming qualily thal made awvery
menube imgeoatant. He was & wondarful lislener and gentle individual, definilaly ona of the world's unsung haroes in
hig work an behall of chikdeen, As | gel ready to head back 1o the United Kingdom this June, | know it will be difficu
io pack the suitcase knowing Terry will not ba thare. While IL canl be the same a5 il was before, il | remamber a8 hal
e taughl those of us who had the privilege to know and kove him, the difference will be easier o negoliale, Tenry
was always on fime, always where we negded him, ahways looking oul for children, We should all do as well, For
ihese and many olhar reasons, this ssue of the Janisan Auwtisn Aodmal is dedicated bo my friand, Tesry Amold,

Warking on this arficls caused me {0 re-vigil losses in my own life, and what | have learned from them. My mother
diad a lifthe over a year ago: she was my best leacher, wiole & tribube thal was resd al her funeral, describing an
indelibde childhood memdry, My molher was an amalew pholographer, and would develop har pholographs in a
“darkroom” in our homa, [ was haos that | laamad my cariest Ble lessons. 10 order to be allowed 1o stay with Mom in
the darkroom, | had 1o be absciisaly siill - quile a lask for mal Whal Tollows B an @eoerpl fnam my bute 10 e

i your are fo make the most of life, you have fo wedersland bme, palience, and thedr relalionship fo one
anather. There was fo mone wnique feacher as fo the lessons of e and patience han Mom,  For me al
the age of fowur through soven yaavs, the most covalad seal i our home was the metal £ioal with the fed
seal in the darkreom, where mom developed her photographs.  This seal had rufes: sl very quietly, don't
distract mam, and keep the darne door closed.  Univanied Gghl was he enermy,

in & darkroom, ne and Sequence arg govaring prmciples. ANV steps of devaloping & pictune had o e
complated, and in the rght arder. To rush would nadn the oufcome; o skip 8 =lep wolld prevant a phols
from appearing altopether. [n e black of il darkroon, with Ko enough [0 make inferesting shadows
while profeciing new images. | woulkd Gzlen fo mry mom cowel.  Ome Mowsand one, one howsand hvo, onag
thousarnd Beg.,. (0 a8 place wherg for me Wme stood s, mom cownded s passing with defberate care.
No matier how many times | walched, the darkroom rowlines and ndes held me in awe. Definifoly mare than
waardh e affort of keeping a yaung mouth closed and 8 smal body sill,

The final revisions in 1his issue were mada on Molhad's Day, 2003, Pacsonally, i was a day | have baen dreading a
bit, saddenad thal thes wousd be the first Mother's Day that Mom I3 nol here and | am unable o say “thank you® as in
years pasl. Al east, thal's whal | thought, | wend bo the store, purchased a helium-illed “Happy Maolhess Duay”
balloon, tied a nole of thanks 1o the string, and redaased it culdoors. | wish | could take cradil fiar this inganious way
o send mesaages lo my Mom in Heaven, bul, it's nol mine - &s you will discover In this article.

As | mentioned, characheristic of all Gray's Givdes [(here are olher ideas thal ane nod ming on hese pages. This
arcle contang ideas conlribuled by peaphs all ower the world, with drall reviess by several paliand [riends, and iha
unfaltering support of my husband, Brian. | had hopad lo lsl @ach name, bul space simply doas nol parmll
Webstes are different, though - there's always ropm there, Please go 1o our websile, X

whers | have aken lhe opportunity 1o thank everyone personally, My onby fgar s thad | may have mlﬁl‘,ﬂherﬂ:,r
fomgotien somoona. | &0, plesse bel us know al graycentenfivdion.net and we will Enmedisiely connect the error

I-.l|.||r El

Welopme (o the sprng 2003 msuee ol the Jenson Autism Jourmal. Look whal we discovered (his timel



Gray’s Guide to Loss,
Learning, and Children with ASD

- Ganol Gray, Consultant 10 Students with Autism, Jenison Public Schoots &
Diractor, Tha Gray Center for Social Laameng and Uindersiandng

‘Evary me something |5 losl, something is found. That's the way Iife warks here on planst Earth.

imagina your life a5 a suitcass. On 1ha cutside are saveral dacals (lika thoss used years ago 10 indicate hotels and
poris of call). each representing an imponant “dastination”™ in your Ke. Some denode achisvemenls: eaming &
degree, starling a lamily, or eslablishing a career. Oihers represent losses that have baen placed randomly withouf
your permission; misplacing a family hedroom, losing a compatition, or the death of a loved one,  Safely stored in
yOur Suilcase is whal you have discoversd and lsamed al each and every one of these “destinabions”,

Many people baliowe that we lsam far mone from our lossas than our achisvamants, How we respand 1o lile's
sothacks has a dramabc influence on our Fves and ullimalely leads (o new wisdom; your suilcase contains elements
of an impoartant and often overiooked curricalsm of lile and its losses, Whethar you aré a parent or a professional,
whal you are aware of is the challenge of sharing what you've learmed with a child with an autism spectrum disonder
(ASD). Thizs article supporis youwr efforts to guide a chibd with ASD through the unexpected twists and lums of aach
day, a5 well as life’s “arger” unplanned logses, ke critical iiness and death. At a practical level, the goal is 1o
prapany childran with ASD lor, and guade them Brough, unantcipated evenls - whather if i e loss of a boltle cap or
@ loved ong, Ower time, this franslabes no an elfor to teach children with ASD 1o tie their experiences together to
bxamn from them, 0 aifectivaly handle Be's unexpected daslinations.

As g consultant 1o students with aulism specirum disordens, | began research lor this aricle n response 1o sewanal
requests for help in explaining terminal finess and death to childran with ASD. My infiial research included a review
od redated articles and books. In addition, | collected anacdotés from parents and professionals - inbormatien that
subseguently hed o & broader lopic for thes anicle. Not ondy are we uncertain aboul how to guide a cheld with ASD
through the tarminal iiness or death of & family mamber, classmale, or fiend, we are also overwhalmed by the
rerachions of chidren with ASD - frquenty of sgual or grealer intensity - 1o ila's "smaller” day-lo-day lasses.

A childran's book wrilten by & rabbi and a priest, Rabbi Marc Gellman and Monsignor Thomas Hartman, titled Losi &
Found (1899), amphasizes tha learming opportunilty inhenend in alf of life's lossas. Unlortunabely, asida from the work
of Aabbd Gelman and Monssgnor Hartman, very liltle has been writlen about typical children and their day-lo-day
losses. There ks, howaver, reseanch aboul how children understand death as they grow and this provides owr “point
of depanure” for an exploration of aff of e s osses and children with ASD. Using fraveling through and iearning from
lite's lossas as a thema, this article (s divided ino six sections, each identilied with ils own “destination decal”:
1. Childhood Lossos and Learming descussas Ioss and its relationship 1o leaming, sefting the stage 1o holp
childnan with ASD grow through their lossos;
2. Children & Death provides a frame ol rederence lor our discussion of koas and children wilh ASD -
daescribing the rasponses of typical children to death and suggestions for adults;
3. Loss & Childron with ASD explores how children with ASD expenencs day-to-day lossas and death:
4. Apprecialing the Differences explains why childsan with ASD somelimies have intense andor unicude
responses to loss and the implications this bolds for those who work on thair bahal;
& Guiding Childran with ASD through Loss shares five guedelings and saveral ideas to assist children wilh
ASD with lossas rangng fram & misplaced Lego™ block, to tha logs of a frandship, to déath; and
6. Appendixes, including: Aesowees lor Adults & Children (Appandix A), Social Siories & Loss (Appenas B)
and Addironal ideas | Appendix C).

“From pigs 14 of Lost & Found: A Ki's Boodr for Living Through Loss by Pabbl Marc Gellean ond Monsigna: Thamas Hadman | B88)



Childhood Losses & Learning

“Nobody wins every game. Nabody aces every (est. Childhood Losses
Nobedy wins every day.
Life is really more about losing than winning. & Lea m

ing

Childhood Losses T

Loss & childhood canmed be outmin by even the lasiast
sneakers; all ehildren experenca logs. For the parposas af our
discussion, wa'll consider childhood losses in two calagories:
Day-fo-Day Losses and those that resull from Death & Dying.
Each Is briafty dedined in this section,

Day-to-Day Losses are common sothacks ranging from a

misplaced crayon siub 1o & friend moving out of fovwn; in olives

words, all lossas axcsp! koss of life. Unwalcome and usually

unexpecied, day-lo-day losses i childhood may inclede bul

ang cenainly not limided to (calegonas may owarlapl):

Lost Stuff (le. mittens, socks, loys, rading cands, lunch mdmey, notes, Schobl Bags, miléns, crayons),

Parormance & Competilive Losses (e, lesis and assignments, playground gemes, falent competitiona),

Loss of Control (i.e. place in kne, unexpected circumstances, kasing control of one's emoticns);

Loss via Sharing (i.e. dividing a candy bar, 1aking tiems on the swings, inchuding 8 newcomer 1o &n ackvity);

Loss of informration {i.e. homework, directions, compader files & dscs, phone numbar of a inand);

Lost Opporiunity (cancelied play date, rained-out ball game, logs of privilege due 1o rephamand);

Logs of Rowling (l.a, substifute or supply 1eacher, lamporanly laving work on an assignment, holidays):

Loss of Health or Abily (La. flu, cancer, broken bones, boss of Sight or haanng, amputation);

Social Losses (Le, frendships, playmate moving oud of town, loss of conlact wilh a teachar al the condusion

of a school year, dnorce and rermarriage, oldar siblings maving avway, missed meanings in communication);
10, Emotienal Losses (i.e. las of. pabence, conlidence, comlort, trusl, securty, respect, hopa, humor).

Regardass ol thelr severly, size, or form, fosses come wrapped in change and require some loim of

accommogation, sdapiaiion or resolution to get around, over, or - mast impadantly - through them.

R T R

Death is loss of e, As delinad by Edgar Schneidier. an adull diagnosed with high-funclioning autism, death is
*.when the laws of bislogy and chomistry come logather 3 cause cessation of all funciions ol the body.”
{ Discovermg My Autzm, p. 53). Owr perceplion of death changes as we grow - infants, loddlers, school-age children,
adolescents, and adulls perceive and respond o death dilferendly, People who hisve lost a loved ong as & child and
alss as an adult, know in detall the contrasts of those memories. Most of us revisit important questions about our
faith and relationship to others overy time somaone close to us dies, ariving at answers that reflect our advancing
miaturity, expenenca, and increasing wisdom. Al any afe death is a non-negotable change. Due 1o tha value we
place on e and ils social and emolional impact, death is regarded a5 a wery Sorigws I0ss in o calegory of its own,

Loss & Learning

Lost & Found, mantionad aarfiar, is & resource that expands cur thinking and provides a philesophical framewark for
our discussion of loss. The auihors guide children ages & lhrough 12 through many of Be's losses - beginning witih
“smaller” sotbacks and gradually proceeding thegugh loss ol health (o terminal itness and death - while providing
SUppon and reassuwing nsights each step of the way, In their opening comments for parents, they stress their beliel
Ehet “...loss s an opporumdy for leasing...” ihal requires palience, builds confidence and skills, and teaches
compassion, Three valuable themes are conlinually emphasized through the vaned topics of each chaphas:

‘Feom pago 30 ol Lost & Founat A Fdfs Gook ior Living mcogh Logs by FRAStd Mae Golmn &5d Monaigras Thomas Hanmae {1989).



L AN childhood losses are imporant.  In the midsl of handng sdull concems, a child's logses can Saem
refalively ingigniticant; hanging up he phona aler consoling a friend recandly laid o work, i may be dlfcull o
appreciate the signihcance of a child's “smalle” selbacks. The disraught child who loses an action figure and
recruits help from an adult (via words or bahavied), is nof seeking an estimation of the aclual retail value of the
migsing object, of a monologue regarding the convenience of hisher cwerrend distress. The child is seeking something
elge, and, wilh help from an adult, ks the potential of discoverding more than just the lost action figure.

Z. Loss is an opporiunity for learning. Al the very leas], mosi losses ane uncomiorabls or confusing, al their
worsi they are senious [ife-altering events. By working through them we leam 1o try harder, practice longer, or 1o think
things through, wiimately discovenng that we may be stronger than we think; capable ol handling events that initially
seem ovarwhaiming. Beyond the wrappings of change and the requirement of resalution, within each loss thare fies
an opportunity for leaming.

4. Losses can form & personally fallored [ie<ong curricwfem.  Despite their polential for leaming, viewed
through the wiong bindculars, lossas are solated despair-nddied destinations with no relationship 1o one analhar,
Some chadhood losses are prodictable and universal, olthars are unigue to &n Individual. In aach Katima, thasa
genenc and personal losses fall inte a unbpue never-to-be-repeated sequence of ovenls, For those who can
appraciate theair vakee, losses ara an opporiunily to learn via the world's most personally tailloned curriculum

In summary, chiddhood losses are crilical leaming oppodunitias thal form a unigqua lite-long curriculum, For each
daestination, thare is semathing of value - a concepl, a skill, an idea - 1o lake along for use laler down the road.

Children & Death

“And nothing ercepl death is forever. Life is mol forewver.
Baing a kid Is nol foraver. ... Death is really the anly
forever thing we face In ife. ...Bul most raligious
poophe believe thal death s pol exactly foravar,

In the kst cenlury, bwo books by Elizabeth Kibler-Ross initkaled a

ghift in anitudes wwarnd death and dying. Whersas parants pror 1o

1969 wondanad whadhey 1o snlorm a cheld of a death andor inwalve

hirnfhes in e funeral, by the late 1900°% the question revered 1o

fow 1o involve aven very young children. In her first book, On w - _"'-"}_‘

Daath and Dying, Kibler-Ross noted that: - Pa. B w
..chidren who are aVowed [o siay af home where a
lalglity has shicken and are inchaded & the ok H
discussions, and fears gives tham the fesling lhal they are C h I | d =
nar.al'nnfu:? the griaf and gives rhem the comdart of shared & DEath
responsibiity and shared mowming. I prepavas  tham
greduslly and helps them wew death as pard of He...
(1963, p. 20},

Griel in children assumes a varoly of profiles hal are dependen] upon age, abdly, and personalily. For thoge of us
wiha workl with children with ASD, knowledge of whal |3 "ape-aeppropriaie” can help us recognize the elements ol &
childf's response that are hpiced of his or her chronclogical devalopment. This saction oullines how a child's
pereeplion of death changes with advancing yaars, and provides ideas for adults, In additicn, it forms a frame of
reference bor guiding a child with ASD theough koss — whelhar the dealh of a loved one or a dany-lo-day boess Ihat the

child repands as lraurnalic,

“From page D8 of Losf & Found A Kios Booll for Liviog frowgh Loss by Pabbil Manc Gellsan and Monsignor Thomas Hartsan (16899)



Infants, Toddlers, and Death

Litle ks been writlen gboul how infans respond 1o death. From bith 1o about fen
monihs ol &ge, il & bebeved thal fants parcaive death as an absance and a significant
changd in routing, An infant will be mosl impacied by the death of his or her central
caragivar, nespanding lo the new laces and changes with tears, loss ol appetie, mmiiability,
and difficulty sleeping. Followsng the death of a family member, those caring for an indant
arg advised 10 mainlain the daily rowling while minimizing the number of new faces,
sounds, and evenis,

Beginning within a few months of the first bidhday through two years, a toddlar's respones 1o death is dillerant fram
that of &n infant, and ha or sha will naad adults 1o respond accordingly. By age bwo, children have an fmproved
mamary and a growing command of language, and readily sense and respond #0 the emolions of others. Despite
these emerging skills, loddiers cannol conceplualize death or understand it, They often percaive tho absance as
temporary. As is the case with infants, adults can support toddiers by preserving and reluming 1o the daily routing”
and minimizing contacts with wnlamiliar people. To explan death 1o a foddior, using direct and literally accurate
phrasas s rmcommended; for axample, "Daddy no mone,”

Early Childhood and Death

For a child agas thiea 1o savan, the death of a lovad one & polentially a
vary confusing “destination,” eased by the thoughtiul guidance of adulls.
No longer very Mile people wih diapers and undelingd personafities,
young children are egocentric, curious, and literal in thedr interpratations,
Thay can exprass a wide wvanety of fealings {love, anger, soorow, goal-
ihrowsgh-play). Tha padcaption that death is lemporary B atill a
predomenand thamea. Al this age a child's mind begies to separate neality
from fantasy, though may nol yet be confident of the distinction. I i3 importeni for adulls 1o describe their cwn
fealings - this hedps a young child leam via grownep example that it s okay 1o share negative Information and
BmOons.

To axplain daath B0 a young chdd, expeds advise adulls 1o wsa clear, hones!, literalhy-accurabe information coupled
wilh [agdy-bunisd  EStening 10 keep frack of a young childs level of undersfanding. I1's important 1o dispel amy
porception that death is temposary. As describad in the book, Hejping Children Cope wilh the Death of & Loved One
(Kroan, 1896}, & chid may be lold that thal the person’s body has lodaly sfopped - o longer able to breathe, walk,
a, of sheop again - mcorporaling canslully selecied vocabulary thal suppodts a child's comprehension. For example,
using the word very many mes can ressure a chid and hedp to give hisher lears some perspective:
et thern Ral people or animals usually dig “when they are very, very, very, vavy oid  Using muitiple
vavy's" implins that mos! humans hava a lang We and five to an ofd age.  Sapng thal peopis or ammals
usually die “wheon thay are ol - withou! the “very's™ may be misleading. For preschoolsrs, & Benaoer i
old™ and their pavonls and leachars ane “very old ™ (p. 15)
Muligpdt “virys™ ang also helplul whan distingulshing batwean someona who has died after being vary, vary, vary, very
Sick, wirsus a classmisle who is sick with a cold, comparnad to a frisnd whio i5 wery sich with the T,

Young childnen charachenistically ask quostions - and Iearning of a death is no exception, Thelr inguites are direct
& bo the paa, lacking the social and emational linesse of older childran. In lacl, beginning In aarly childhaad (up 1o
thae &ge &f Aina) it i normal for a child 1o repeatedly ask the same questions about death (Kroen, p. 205,  The book,
Your Grigving Chid: Answers fo Questions on Death and Dying (Dodds, 2001}, provedes answers 1o freguently
asked questions, making it @ good resource for adults.  Each child is unique, as is hisfher abdity to benelit from the

'ﬁlﬂaqe.mrnmﬂmumumm“qwm bBalong mrd Gl e dhath o & lovesd o
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information. Answers ane ondy helpfd when a child understands their conlant. For thes reason, adults ars advised 1o
58 BRAESUMNG questions 1o check for comprehension, for exemple, “What do you think about that?”

Beginning in early childhood, undarstanding of the lollowing contepls increases: 1) death is lorever; 2) death could
happen to somacna | know; 3) death could happen 1o me; 4) death means change: and 5) death means new leelings
{Kroen, p. 18). Chidren add datad and improved undersianding to hise concepls as they maturs,

Mid to Late Childhood and Death

As children mature from ages aight through twalve, their abilty 10 appreciate the finality
af death dramatically improves, as does thair need o be actively invelved in mlormation
and events. Equippad with significant cognition and social'emoticonal maturity, at this
age a child knows hisher role within the famdy and can dstinguish batwasan fantasy and
reality. Thus, the struggle is oflen mod with understanding whal death @5, bul with
accaplance of the fact that a loved cne has died, Geeed may come and go in cycles,
with the mosi difficelt times coinciding with holidays and birthdays. Saanching for
the parson wha has died = olten room 19 reom - i8 nosmal at this age. Uncaedain about
whal 1o do or say, peers often avoéd a recently bereaved classmale, who in lurn may Iry
to hide his or her feelings. This can lead to feelings of anger as the bereaved child
blames the deceasad for suddanly branding him as “different™ among his peers. 10 an aflor 1o hold of” these and
other fealings, childran in this age group may be misinterpreled as cold of unmoved by the recent death in the family.

The death of & pel can be very ravmabic for children. It is nol unusual for a child 1o be far more distressed over the
lass of a poi than that of an aunt, uncle, or grandparent. A child olten has direct responsibllity for the care and
feeding of a pel, in other words, control of s well-Deing, In rnany cases, the child has had the opporiunity 1o observe
first-hand tha andire lifé-span of tha animal. Whan the pal dies, 1ha inabilily 1o sava tha life, coupled with the loss o
unconditional companionship that the pet provided, can be amotionally vary difficult,

Exparts advics informing (a8 soon as possibla) and imvoldbng childran in méd 1o e childhood when a doath ooeurs.
There are several rescwces thal provide praclical guidance. In general, an honest and supporive approach is besl,
wilh aflfinmation and acceptance of a child's feelings. Experis suggest giving choices, while encouraging expression
of emotions through evenues thal are comiorable and meaninglul - whather the aris, 8 suppon group, or exploration
af wabsites for bereaved children. The creathoe abllites and absiract thinking skills of childran ages elght through
twelve allow them o express thair leelings Mhnowgh an; reviving and giving permangnce o imgonant memones. In
addiion, many childran padicpale in Supporl groups hal provide v opponiunity 1o meed other children in the Same
situation, and perhaps opporiunitias for new friendships. As i the case throughow! a child's lle, when adulis share
thadr own lealings it madsis an attiduda that = Though e ehild may wish o hide his or her feslings “in public™ = il &
safa (o explone tham al homa.

Adolescence and Death

Adolescants hava an undarstanding of death that (s similar o adults; though
emolionally Ihay reguire cansful guidance o accept a signilicant death and ibs
irmplications as they work toward their own future &5 an adull.  Able fo thenk in
absiract terms, with a deialled undersianding of personal strengihs and
weaknaesas, an adolascant st recedves much of his emational supgen from
othiers = edulls and peers alike. An adolescent may axparienca sharp emational conlrasts, and fear tha impact of 1he
daath on thelr plans fo purswe their dreams and future plans, o conras 1o childnen who may Seanch s homes o
the deceased, bereaved adolescents often search lor the koved one outside of the home, usugally in LEnge crowds.
Expars encourage adults io inform and include the adolescin! in decisions surmounding a terminal iliness and death,
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whale al the nghl bime and plece, including discussions of how the death will alfect him or her parsonally. If an
adolescent s nol comdortble talking with parents. it i imporant to encourage contact wilh olher adulis,
profissionals, andior pedrs who can provide suppon. As with idants, loddlers. school-age children, and adulls,
ratumeng 1o typical routines, evants, and soclal contacts with iriends as soon as possible is mportant fo working
thirgasgh @ signilicant death.

Undarstanding griel in childhood s imporiant for aduils who work on bahalf of childeen with ASD, As described in this
sachon, fypécal chitdren often exhibit responses to the loss of a loved cne that are reminiscent of behawiors oflen
altribuled solely o sulism:

*  loliowing & death & the lamdy. a loddier may have a gignificant redction 10 the changes in routing;

= @ young child is likely 10 ba Meral in hisher interpretalion of axplanalions of dealhs

¢ § bereaved child may repeatedhy ask the same quastions;

= @ child may b mose upset over the ioss of a pat than an extended family mamber; and

= @ gneving adolescen] may be appear sell-absorbed or selfsh, concemed about the impact the death will

Fave on hsher plang.

In summary, understanding typical responses (o griel hles parents and professionals accurataly inlorpast what thay
obseree in a child with ASD who loses a oved one, and places them in contact with new ideas (lor example, using
mulfiple “werys™ 1o accommodale for a child's literal perspective). This information “grounds” our discussion as the
focus of thés aricls axpands in tha following saction 1o an axploration of tha profile of loss - all losses - in children with
ASD.

Loss and Children with ASD

*You con't decide lo win, bitt you can decide [a ey [o win,
You can'l be sure that you'N win,
bt you can be sure thal you If never give up.

Chisdren with ASD face a myriad of chalenges as they
encounier life's disappolntments, and Joss ks at the cenfer of
many sieggles.  Sometimes, a bkoss s parcelved simifar 1o
other ehildren. For example, wpon heanng that ouldoor recess
is cancelled dwe o raln, the child with ASD sighs

disappomnimant.  Fraquanily, though, the child with ASD Loss &
demonsirales a respanse that is similar in content o that of his .

peers - but diflerent in its intensity; on other oocasions his Chl|dt"&ﬂ
responge may be opposile or genuinely umigue, This secteon Wlth JﬂkSD

describes the iypical, intense, and unique responses of
children with ASD o loss.

Typical Responses to Loss

Adults are koanly aware o the palenbial mpact of lile's setbacks on a child with ASD, The
disdregs thal resulls leom a Sublle change in rouling can ciuse panenls 1o avoid activilies
that hold even lhe slightest podential for & tandrum, just as if can cause a creative leacher
to become a delendar of struciure and predictability. In thelr effors to “pave the way" 1o
3 avold intense collisions with koss, adulls may pravent important opporunibes for discovary
— g 1 and aming, W addition, a child's freguenl and'or sevena reaclhons. 1o loss may be 30
e parvasive that his or her ypical reactions pass unnoteed by adults.

"Feom page 31 of Lost & Found: A Kd's Book o Ly Theoush Lsas by Fabbi Mare Deivean and Massigeas Tramas Hadman | YE00L



Typical Responses to Day-lo-Day Losses Children with ASD are, most of all, children with personalities, talens,
and abdlies. n thair reparioina are typical reachons 1o loss. Hamson & eight years old, diagnosed with ASD, There
was a Yo-Yo™ demonsiration and assemibly al his school followed by & prediclably popular Yo-Yo sale. Lika many
of the other students, Harrison was exciled aboul purchasing a Ye-Yo, but unforiunately they sold oul. This reqguired
some sfudents 1o wait until more amived. Harrieon was disappoinied, but cooperated with the plan. He i not the only
slwdan! o demonatrata a typhcal response bo o dey-to-any bss In the words of children with ASD:

*  Changing from pubde fo hame schoobing. [ lost a greatl leacher and a chance lo see I | can make friends,
{ haie fosing &f board games, but | iy nol lo frow e cards and evanpdhing.
| really would rathar wan, I fust faads baltor,
« It confusad ma whan my frend started silting with other kids af kineh,

Typical Responses o Death & Dying  Litlle has been willen aboul griel and childran with ASD. Diane C. Rawlings
{2000} studied 16 beraaved adults with ASD in residantial saltings in tha United Kingdom, and concheded thal soma
clignts demanstraled a range o lypical gned reachons in response o the death of a Family member or closs
associabe, This is consistent wilh many of the email messages thal | recedved from parents and professionals,
mdicating that bareavad childran with ASD ofen have responses lo death thal are typical of the curicsity, concam,
and compassion damonstraied by their paars. Considar the typical slamanis of the following accounts:
= My son is 4 years old. He had a lof of guestions thal | was nol expeciing: Whal color are you when you
die? Why do thoy bury you? Worr'l you get dirly? Wihen [ amr dead, will yow miss me?
= Afer Aunl Grace died, Blake asked the sarme gueslions over and over,
= in response o leaming that his slep-grandfather had died of cancer thal maorming, my son Jarad, age aight.
said, “Wom, | wil fake care of you.”
= When Jesse died of leukemia, we fold Andrew, ai age 8, right away. Andrew searched room by room. |
thowughi he didn’t undersiand, bul he oid - relurning 1o me vary Upset
s Lipon haanng of his grandfathar's death, Daran, age 17, said, 7 just las! my bas! friend.”
By documentng tha curiosity ol children ke Blake, the concemn demonsirated by Jesse, and he compassion of
Joad ("Wom, | will take care of you ") we are reminded of the typical responses to dealh thal children with ASD can
demaonstrale.

Could it be thal the Iypical element of a child's response may be overshadowed by Its atypical qualiias? For
axampla, Andraa Is 10 years old and has Aspenger's Syndroma. Her skster, Bobbla, was killed i a car accidond.
Lipon hearing lhe news, Andrea said, *Mo, that can be.” and relumed (o reading her book. Her words were
“emotionally flat.” Whal Andrea said milects the struggle with acceptance ofien demonsirated by many childran her
age. The absenca of tears or any noliceabls disiress misled her parents 1o concluda that, “Well,, Andrea (s 2l 581"
as thay umed thair focus o their own grel and funeral arrangements. A few weaks later Andrea was assigned an
essay al school. Sha wrobe aboul her sistars deaih. The content of Andrea’s assay ook her parents by surpise.
Andrea expressed genwine feelings of loss and confusion. To acknowledge and respond to the typécal elemenis of
the response of a child with ASD - even thosa that may come disguisad in pan as "aullstic behaviors™ - ig o recognize
an oppounity 1o be an imponant pan of a childs healing, leaming, and amotional growih.

Intense Responses 1o Loss

Children with ASD olten react lo Mle's experiences in a typical
manner, bul their responses may be magnified in inlensity or
Irequency.

fntensa Responses (o Day-to-Day Losses  Thera is oflen a sharp contras! belween the reaction of a child with
ASD o B day-to-day loss and thal of his or ber péers, The migsing puzzle plece (il clicas Prustrilion and & bew lears
iram a typical child may throw a child with ASD inlo inconsolable despair,  The losl stulied animal hal causes a
Iypical six yaar old child 1o “hald back 1ears™ whils launching & focused search of the play room, could resul? i the full



retreat of the child with ASD to a world of solitary sorrow. Being a member of the losing soccer team is disappointing
to a typical third grader, but may be an intolerable oulcorne capable of “de-railing” the rest of the day for a child with
ASD.

Parents and professionals have shared other examples of intense responses to day-to-day losses demonstrated by
children with ASD, including:

* My son Max (3 years old} gets imtensely emotional about balloons that he has released and are now SIUCK in
the in trees our yard. EVERY time we pull into the driveway, he points to the balloons situck in the tree and
cries “Balloon, Balloon.” He is very upset at the lrapped balloons, yet he still releases them.

»  When Christopher, age 7, loses anything — scissors, papers, a marker — he needs to find it immediately or
he panics. If I telf him to wail a second, he just can't.

»  Tiffany, age 8, and her brothers and sisters love Cara, their babysitter of several years. However, 1o this day
Tiffany eries inconsolably for several minutes when her parents leave to go out for the evening. Within fifteen
minutes, Tiffany is calm once again.

intense Responses lo Death & Dying  Children with ASD may demonstrate responses to death that are
exaggerated in comparison to their peers, Their responses, though typical in topic or format, may be characterized
by an increased or decreased intensity of emotion, endless repetiticn, and/or seemingly timeless duration.

One striking example of an intense response to bereavement is described by Rita Jordan and Stuart Powell in the
chapter Emotional Aspects of Development, in Understanding and Teaching Children with Autism (1985). At 10
years of age, Frank, a boy with autism, communicated largely with a signed vocabulary of 150 words, Aside from
“rough and tumble™ sessions with his father after school each day, Frank stayed to himself during free time. One day
while Frank was at school his father died of a heart attack. Frank was placed in respite care. Frank was told of his
father's death when he returned home after the funeral. It was unclear how much Frank understood. A little later, as
the time for the daily rough and tumble session passed, Frank became distressed, kicking and banging amidst
signing for his father. Frank ran to his father's closet (wardrobe), only to discover all of his father's clothes had been
cleared away:
He then cried inconsolably as he swung the wardrobe door to and fro. This behaviour lasted for some hours
and it was only with some difficully that Frank was persuaded to have something to eat and go to bed. On
waking in the morning, his first action was to return lo his father's wardrobg and continue his wailing and
swinging on the door. He could not be persuaded to go to school in the taxi and in desperation his mother
phoned the school for help {p. 48).

Explanations of his father's death seemed to have little impact. Each day as the time for rough and tumble play
passed, Frank would retum to his father's wardrobe and repeat the behaviors, The situation was resolved when a
school social worker engaged Frank in rough and tumble play for a few weeks, “filling” the void of loss that was the
mast meaningful for Frank. This approach is described in the article by Rawlings {2000), mentioned earlier:
1t is likely that the loss of a significant person through death creates anxieties and difficulties for the person
with autism because of the loss of the functions thal the deceased person performed for them. Finding
others to repiace the deceased in terms of the activities that were shared and the needs that the deceased
mat might be a way of addressing the loss (p. 26)
For Frank, the rough-housing each afternoon with the social worker - initially at home, and later at school toward the
end of the schoo! day - helped to fill an initial void as Frank learned to adjust to the death and absence of his father.

Parents and professionals working on behalf of children with ASD share anecdotes of other intense reactions 1o the
death of a loved one:

* My son gets obsessed with the process of death and viclent acts. When | try to explain death to him, he
becomes so ohsessed with it that it is the only thing he will lalk aboul. ...Once he starts talking about the
subject, ha just will not quit! Maybe he lakes some kind of comfort in knowing exactly what our answers will
be, but it is really annoying.



»  Dustin's lather passod away six years ago. Siece than, he's booen playing funeny procession - cars ined
wp pareclly, Dad's in the car in e fronl He's 10 now, the funiral procession S reposdioned cach day.
s« My hushand's friend died vary unexpectedly a few months ago. MYy son consiantly shil asks questions
abouwl . He saams o be tnang fo ki his daday’s feelings.
Alfhough it is typical for a child 1o ask quastons, inftially refuse death's finality, and'or use play io re-enact events
surrgunding a death, the intense and'or persistend guaelity of these responses can place aedditional pressure on those
who are saaking to “move on® aller tha death of a family member or friend. Increasingly, oiher tamily members are
irritatad or frustraled by the unanding rapeliion or unfaltaring themas. As one widow concludad, “Wa liva on a farm,
| usesd o wish my son wolld develop some inlerest other than Thomas the Tank Engins™. Thal =, unkil my husband
was killed in a harvesting accidenl. William's intarest furned fo larming machinery, | try 1o be palienl, bul it's
ematicnally dificult lor me to keep answerning Will's andlass guastions sboul irachons and cultivaiess.®
odher times, a child with ASD may demonsteata a reaction thal is disarmingly owt of

2
! context, or axample, displaying no emalion in response o the news of loss of & loved one

of laughing at a funaral. All of this makes Uinique Responses io Loss & calegory with extensive varlaty and planty of
anecdates hat reflect the many mdvidual profiles of chiden with ASD,

I.Inique Responses to Loss

Thare am occasions whara the responses of the child with ASD are unigue in conirast fo
our own experence. For example. as brothers and sisters are delighted at tha
announcement of the cancelation of schoal dua to a “snow day”, the child with ASD may
b simultansously thrust into the grips of despair over the loss of the dally routine.  Then
thare are the concepls, ke shanng and fum-laking - that hold inherent valuable retums
and social gakes for most of us - that can represent sbachuste lass 1o the child with ASD. At

Unigue Responses o Day-lo-Day Losses Ask any parent of a child with ASD to describa their child's uegue
responses 10 day-lo-day losses and their siories will fil an afermoon. Speach and language pathohogests,
psychologists, teachers, and assistanis also have anecdoles to share. From the files of parenls and professionals,
we pull these examples of unique responses o day-to-day losses obsenved In children with ASD:

= While other studants on his speling bee team rejoiced over thelr win, my sfuden, Adam, was hrust info the
grips of despair because the linal confestan = for Some Lknown reason - chose nal o stand &5 she spoled
the winming wovd.

*  Walking with the family under a foolbridpe on a sunny day, our daughter, Jenna, bagan fo ery inconsolabily
over [he dissppearance of her shadow, despile our effors to explain what had happaned, She simply would
nol move, Once she calmed down, we emerged info the sunfight on the other side. Lipon being reunited
with fer shadow, Jama jumped and bolled frantcally in an altempl o diefach from 8. Later. she loid us that
shie wanted fo jus! °. keep i wnder ife bridge” 5o ahe would mol loge i mgain.

= Parkeris seven, Me told his leacher he wanled lo be an airfine pilat. Whaen she inquired as fo why, he said,
“So [ can ratrigve my kife.” s & papar kite that he los! ovar e e aoa,

infarmaticn can bring understanding 1o that which seams confusing and unique. Aflter a discussion of some of the
unique responsas to daath and dying, we'll look at theones that may help 1o explain the statements and behaviors

that take us by surprise.

Unigua Responses fo Death & Dying  Tha unique responses 1o death and dying that we sae in children with ASD
arer highly varied - with some commion threads. Dr. Tony Altwood, a nobted inlernalional expert on autism specirum
disorders, has shared that children with ASD may not expesience death Bke the resi of the family or hisher peers
(Adtwood, 2002). The inlensily of their responses may be more or less than others, or unique and UBKpOcHod,
Though the focus of this article is on loss and children with ASD, it s adulle with ASD who ane able to provide us wilh
the most accurabe insighis inte thair percaplions of the avenls and amolions sumounding 8 death. The conlrasts in
[nair @xpanances — fram ihose who raport extrame somrow and griaf 1o those who feal "nothing” - define the opposite
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ends of a spectrum of grief reactions. Regardless of the presence or absence of feelings of loss or sorrow, a common
thread of confusion is a prevailing theme that runs through their experiences.

Jennifer, a young woman with Asperger's Syndrome, describes how she was overcome with emation when her
mother died. The planning of the funeral rested largely on her shoulders, and this added to her emotional turmeil.
She was upset to learn after the fact that some of her decisions had shocked her family and friends. Apparenily, for
some funeral arrangements like the acceptance of {lowers or memeorial contributions, it was most important to
consider the wishes of the person who died, whereas other decisions seemed to ride on arbitrary, unspoken, but
nonetheless critically important expectations. How was Jennifer to know whose wishes prevailed with each decision?
Jennifer also had difficulty expressing her grief, and friends and family had an equal chalienge recognizing it. The
misunderstandings that ensued caused others to mistakenly conclude that Jennifer was largely insensitive and
uncaring toward her mother’s death. They could not have been more wrong.

Other adults with ASD share that they do not feei grief. Their perspective is dominated by logic and face-vaiue
assessments. This is evident in the following excempt, written by a man with Asperger's Syndrome, 58 years of age:
[ am more attentive o the deterioration of my parents than are my siblings, lo the extent of
personally caring for their parsonal and physical needs in my home, When they pass, | experiance NO
sense of loss. ...It's right for me to care for the ones who raised me. What evokes the indignation of others
is my stoicism about death. It's not emotional. When they are gone (father already, mother soon}, I'f go on
as before with no sense of loss. What's the big deal?
Similarly, Edgar Schneider, who has autism and is the author of Discovering My Autism (1999), writes that “Never in
my life have | ever felt grief, or even a sense of loss™ (p. 51). His mother passed away prior to his diagnosis of
autism, while everyone else in the family expressed grief and sorrow:;
i felt nothing. | also falt that there was something wrong there. Somewhat sardonically, | said to my pastor
(who had been a psychologist before becoming a priest), “There are all kinds of support groups for people
wha grieve, but nothing for pecple who should be grieving but dom’t” (p. 51).

Whether severely impacted by the loss of a loved one, or absent of sorrow or grief, the comments of these adults with
ASD reflect apprehension in socially “getting it right” or understanding the comments, reactions, and emotions of
others, Edgar Schneider felt this confusion as a child: Someone in my family, quite elderly, had just died. | found the
ensuing consternation on everyone's part very discomforting. That was, mostly, because I did not know what caused
this climate of great agitation (Remember... uncertainty was my biggest source of fear.) (p. 53).

Foltowing the death of a loved one, parents and professionals may also be confused by the seemingly “odd” or
unexpected comments and behaviors of children with ASD. When there is a death, adults are at the height of their
own emotions - at a point where they may be unprepared or ill-equipped to effectively handle the unique interactions
that take them by surprise. In the following example, a child’s confusion matter-of-factly runs head on into the
emotional status of his surroundings, subsequently overwhelming his parents:
A close personal friend to both my husband and | died of a heart attack. We decided io include Davis, our
son with Asperger's Syndrome, in the experience of the funeral home visitation. At the funeral home,
several peopla were gathered around the casket. One woman commented, “What a terrible shock this is.”
Davis announced, “SHOCKED? Why are you shocked? Lots of people who smoke die of heart attacks.”
The group exchanged awkward giances. | quickly escorted Davis to the lobby. He thought the adults were
astoundingly uninformed as to the risks of smoking cigareftes. Overwhelmed by the loss of our personal
friend, Davis’ comments added pressure {0 a situation that already was difficull.

In summary, children with ASD may demonstrate responses to loss that are similar to their peers, intense in
cemparison, or unique. Sometimes, one element of a child’s reaction may be typical for his or her chronological age
- but the intended meaning may be overshadowed by unigue factors. In other instances, a child’s response may
seem 10 ocour “out-of-the-blue™ andfor out of proportion in intensity to the problem at hand. Why the difference?

it



Appreciating the Differences

"We believe that overcoming loss
is possible for everyong, but it is not
possibie for everyons at the same spaaed.

Wil accounts Tor the inlense - ind somaelimes unique - Rsponses
ol a child with ASD 1o loss? Many of the slones and anecdotes in
thiz aricle reflpct the importance of quickly and accurataly
aszessing A social event recaling a past experience or
exparences thal may be currently helplul; sequancing thal
inlormalion in terms of imporiance and priority; delermining what
other people know or fegl in that context and putting it all togethar

i know what fo say and do naxt, **A typical parson can accomplish
this almost “withoul thinking.” Mosl of ws have sl keys,
compalitions, millens, games, and lickats. These experiences are ﬁPPrEﬂlﬂﬂﬂE
cataloged and filed for later reference. Tha abily to pull up relevant the Differences
expenance and infarmation, saquanca i In terms of time, place,
and feasibility, or identify thosa thal can help us i we fal, plays a
big parl i linding a los1 ilom, or processing ihe koss of a pet or person, To a chid who struggles with the
identilication and organization of relevant information, lost items present thamselves nol as ilating - and somewhat
anticipaled events, bul instead as sharp and permanent assaults on an olherwise perfect present tense.  Thus, the
diffarence in the response of a lypical person o loss, and that of a person with ASD, plays out on different social
landscapas.

People who are typical have the ability 1o rapidly assess and inlerprel social context. Context is not simply an
understanding o “where” il &, in fact, the abifity “get the gisf wa the simadtancous identification, collection,
interpretation and application of a multitude of factors thal include bul are not limited 1o place, age, emalion, gender,
objects, time, and season. This is whal Uta Frith calls central coherance (Happe', 1985). In this case, cantral may be
an understatement. In lerms of social-communication, contaxt g "eentral” a5 (he sun ig fo the planels: the spindle in
social-communication around which meaning revalves.  And il is bere that the resulling inent, purposs, and social
mnsight of human communication - often the enlire meaning - can eluda the person with ASD.

Day-io-day losses raraly take us by surprise - in @ way, we cxpect 10 lose the keys 1o the car. We basa that
axpeciation on tha 150 times before when we've misplaced the car keys orsimilar items, in simiar siluabions
Moticing thal the keys are méssing, we're a Bible confused bul definitely not shocked. In a llash wa've relrieved and
sequented ol thal we've leamed from missing keys bafora. We know thal somelimes things get lost and, belore wa
Even mova, our mind has narrowad the search 1o ™. the lasf ime | vsed them™and consequenily *...the firsf place |
might look.” Refermed 10 as Execulive Funclion [Russell, 1997}, we have an efficient "cognithve feam® that pulls tha
libe fodders we need and selects and prigiilizes the most probable routes 10 & solution. Wea go 1o the one persan most
likely to have information - or the temparamant! - (o effectivaly assist us, Enter Theony of Mind,

Theory of Mind (Baron-Cohen, Tager-Flusberg, & Cohen, 1993 is our ability to make very accurale guessas abaout
whal the people around us know, igel, or Deleve. In a search for losi keys, we “automafically” know who may have
goen our keys (for example, thal person who cleaned the house yestarday, or was with us the last bme we uSsed
them). If we were alone when we misplaced tham, wa recruit help from the most intelligent or emotionally calm
parson that is avallable, Theory ol Mind is also enlically important when someone has died:  we know who may not

'FMAMMMMIHM i Lowl & Foondt A K Boodl v Living Throuph Loss by Fabbi Man: Galman and Mensigees Thoma
"Hmhumﬁﬂ.lnmnlmwmmumumwmummmmm Bayoned hi sodch of thig
articho, o raividor 5 ercdaaaged K loaim moie igm o wic waeisty of risounces. that ane avadohic:
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have had access to information about the death; who to go to for assistance with funeral arrangements; and who to
seek out for emotional support. Knowing what other people know, and the ability to recall the past emotional and
social experiences that are relevant to the current circumstances, helps us quickly and efficiently share information,
while placing us in contact with those who can support and assist us.

From a typical social perspective it is all so obvious and easy - largely because central coherence, executive function,
and theory of mind are the ultimate in team players. Their efforts may overlap, but they never override one another,

In contrast, a child with ASD may react to a loss with the shock of an unexpected assault. With impairments in
central coherence, executive function, and theory of mind, a loss potentially is a shock which the child is unequippad
to handle on his own. We begin to walk o "the last place | saw those keys” while the child with ASD is under siege,
stuck in the grip of The Keys Are Gone. Unable to independently retrieve relevant information, there is little to ease
his loss or temper his mood, Severely challenged in launching searches of his own, the child is unable to imagine
that others know how to find things or have these skills. From his perspective, our reassurances to relax because,
“The lost keys will probably be found...” holds little truth, just as there is no reasonable explanation for our relative
calm. The car keys have vanished - we're moving toward a solution and the child with ASD is stopped in his tracks.
Period. In terms of a terminal illness or death, the challenge is similar, but coupled with unfamiliar events and
emotions that are likely to be overwhelming. The foreign contexts, faces, rules and routines exponentially increase
the likelihood for social mistakes. A child’s comments - or literal interpretations of the explanations of adults - may
reflect his or her challenges in identifying the intent, purpose, or “gist” of a conversation or social setting. The social
and emotional errors may upset those who do not understand autism, while simultanecusly making those who do
know about autism very proud of what the child gets right in spite of the difficult circumstances.

Work on this article has led to a theory that a child with ASD may perceive and experience traumatic losses far more
frequently than his or her typical peers, and a guestion as to how this may impact his or her social and emotional
development. Children with ASD often encounter surroundings where people come and go without reason and
objects disappear without hope of retrieval. In the midst of their confusion, the adults that surround them come to the
totally out-of-context conclusion that “..there is nothing to be upset about.” Where is it that a child with ASD will learn
trust and discover the value of social connections? Like any theory, this one raises additional questions:
* Isit possible to be sensitive to the perspective of those with ASD without losing our own routines and need
for peace and predictability in the process?
« If we can't determine why the child is so upset, is there any way to console or help him regain the calm that
enables problem-solving?
= With all the possible losses that arise in the life of a child with ASD - with some of them centering around
topics that challenge our own ideas of what is important and what is not — is it possible to negotiate a
reasonable route to a solution that enables parents and children to work together, comiortably, toward a
soluticn?

There are no easy answers to these questions, but for every travel destination there's a guide book. When it comes
to teaching a child with ASD about loss, a “guide book” includes all that brings meaning to the efforts and
explanations of parents and professicnals. It translates abstract concepts into their tangible counterparts - giving
elusive ideas a workable frame, lining up isolated events so they may be logically linked, affirming ernotions without
assuming what they should be - to guide children with ASD toward practical and positive control of their own
experience. The last decade has seen the development of a wealth of creative, visually-based materials and
strategies (Attwood, 1998; Faherty, 2000; Gray, 2000, Hodgdon, 1995; McAfee, 2002; Prizant et.al., 2002; Scopler &
Mesibov, 1995; Sussman, 1899; Quill, 1995; Winner, 2002). These resources make the necessary accornmodations
to support learning. In addition, they share a commitment te patient and positive one-step-at-a-time instruction, The
final “destination” of this article follows suit with new guidelines to help children with ASD learn from loss.
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Guiding Children with ASD through Loss

‘Patience with grief and lozs is essential
to reallzing wisdom and compassion.

Ag a parand o professional, you probably recogmze aspects al your
own experience in many of the anpedotes n the previcus seclions,
What is challenging about less and children with ASD s that # can
fake ws on a journay of unanticipatad on-thé-fun decsions and
emotionally uncomfortable destinations. | losses would announce
themsalves in advanca, wa'd be ready for them. Unforiunately, thés is
not the case. |t requires us 1o “expect the unaxpected” In even tha
mosl ordinany circumslances. Since aach child with ASD responds 10
loss brom his or her individusl and sometimeas. unigue point of view, a
‘retipe” approach to intervention is likely to be inefleciive. Instead,
guidelings can halp us tumn life's losses into leaming opporiunities.

Toward fthalt end, [he Iolipwing Guidelines o Teaching
Childran with ASD About Loss ang submiflad:

1. Absndon Assumphions in favor of respecting the chilfs perspeciive and folowing his or her lead, whila

making &n aifod fo provida.,

2. Advance Notice thal includes infonmathon & child may be mssing, addeg meaning with...

4. Accommodations snd Analogles thal bulld concepts and...

4. Affirm Feelings, to make meaningful and eflective...

5. Associations between ralated past, prosent, and future experances,
Collectively these guidelines help children “move through® uncomiortable destinations, to view them as temporary
gircurnsiances and laaming opportunilies. This section describes the practical application of each of thesa guidelines.

Abandon Assumptions

To Abandon Asstmptions i& to "start from sociel scraich® - replacing our confidence in
inlespreting the behavior of a child with ASD with respect for the differences. it's the practical
application of congidering an event alongside what wo know about how that child perceives the
social workd, Spacifically lsoking at loss, we have preconcened nofions of what should, and
should not, be considered a loss. Abandoning assumplions 1o regard losgses from a broader
parspective helps us respond o what a child needs. It pulls our attention away from the
{somatimas seamingly insignificant!) fopic of a loss, to the amations that surround it.

Many people mistakenly believe that all childran are work from the same sel of social information. From this point of
view, a child's inlanze response o the loss of & loy is viewed simply as inappropriate behavior, or in the case of the
death of a lovad one, a child's stoic exterior & hastily intespreted as disintarast or a lack of compassion. This may or
may nod be the case, Faced with an adult firmly planted in this type of social beliel system, the assumplions that
susround him or her are ight and restricling, like shadows cast at high noon. Consider the following statements, with
Iheir possible underlying assumplions Ested in pareniheses.

s “Shhhhhhh, Thafe's no reason 1o be upsel” (You are wrong or in amor 1o be upsel. )

s “You're just missing a little red Lege™ block? Use thal white one instead!”™ (Your product or your

preference is not importard. )}
«  “Edith doesn’t seem upset at Grandpa's death.* (Edith’s reaction is wrong, she does not care. )

‘Feom A Word o Ack#ls aboul this ook, in Lost & Fowss A Kid's Book e Living Through Loss by Rabll Mare Qaliman sind Monsignes Thamas
st | 159,
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Paranis and professionals who leam 1o abandon assumplions, also nofice a marked decrease in the nappropriate
behaviors of chidren with avlism. Those behaviors may still cccur, but they are less frequently inappropriale when
viewad with respect for the child's poinl of view. The resull is a new - more careld - Search for Inapproapvala
Bahavor thal is less fraquently successhiul bacause - according to the dctionary - o be considened “inapproprale a
behavior has 10 be “not sultable” or “nod proper” (Oxford University Press, 1999), W a child is missing social
elormabion that ofhers have access o (theory of mind, central coherence), andior k3 responding according fo his
parception of an ewanl, al imes she or he may not be aware of whal i or is not ocially switabie o propay. How can
one possibly conclude a behavior is inappropaiate, without looking furiher o our responsibility in sharing informafion
that would maka new, more alfeclive responses logical?

Abandoning Assumptions Regarding Day-to-Day Losses In practice amang day-lo-day losses, 1o abandon
assumptions requires adults 1o look frem a broader, bigger-than-the-inconvenience-of-the-moment perspeciive.
According bo the auhors of Lost & Found, kesing & block or anolber boy is imporant io any child, and;
II's okay to be wpset about losing s, Sowme people may fell you that fvngs donT matler. They may el
you that it's wiong o be s0 altached o your siul, and that If you lose §, it's no big deal.  We don'l think
thal's true. Some things mather bacatse ihey ane fools, ... When vou lose your fools, ife gels harder and
definilely legg fun (Gellman & Hariman, 1999, pp 20-21).
Admitledly, it's diffizult lor & parant 1o abandon the 1ask of making dinner when dralted inlo
4 cheld's gadnch of the play room lor ane iy block; lost blocks come and go allached o
ingradible waves of nconvenience. Il this is just a fos! biock, the goal s ondy to find il 30
i cay can confinug, Bul looking beyond thal assumplion a lost block can becoma a
Iearning oppodunity, The goal is 1o teach tha child, one step and bess af a time, 1o develop
girategias 1o find lite's “blocks® in the lulura. The value Bas nol in the dollars and cenis or
physical size of tha block, but in leaming 1o work through loss and discovening allemale
sofutions. Abandoning assumplions, i is so much easler io beave ihe sk o making
dinner in tha kitchen for a leaming opeorunity, than i S o simply feeosar that which is
losl.

Abandoning Assumplions Relaled o Dealh & Dying To sbandon assumplions when a death occurs requines us
io be alen to the pitlalls that may clowd an accurate interpratation of the child's reaction. Instead of harboring a
preconcaived notion of what his or her response should be, the focas 5 on helping the child identity and work through
his or her own perceplions and leelings. As we've discovered, some children wilh ASD may respond 1o the death of
a family member with comments thal are dsarmingly factual and'or amotionally out of context. For othars, death is
the uitimate change; not solaly the loss of & loved one. but much more. Some aspecis of a child's response may be
enliredy typical, within age norms, or the maaning of a child's words may be hidden by his or har difficully matching
them 1o the sxpacted or typical fealings and pragmatics.

Considering the emotional stalug of ofhar family members and friends, it lsn't easy ko abandon assumpdions whan a
loved cne has deed. The lendency may be to bry lo “coach” a traditional response that the child may ot be able 1o
relate to, or understand, which could add 1o his or her confusion. Indead, the child with ASD may not understand the
feetings of others, and this may requine a5 much - or mane - explanaton (han Bl of the ieess end death tsedl, If 2
chatd does nol Toal emolions that are i sync with friends or olher members of the family, he or she will neod
informaticn about why ewveryone's behavior ls suddenly so diffarent and whon = and how - Things will meium o
‘normal”. Replacing our assumptions with an accurate undaerstanding of typical behavior - and an appreciation of the
exponentially increased chaBenges thal a child with ASD may encounter lollowing o death - makes the rest of our role
Bs parents and professionals in thasa dilicult siluations a lifife easler.

“infenslingly, inmppenprais InSows Ine werts DapraAcHat (inndly. sesy |0 ek ko] Bnd apgrabalion fappncal] i ihe Scionarny
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With social assumplicns out of the way, the subseguent steps of providing edvance notice, making accommodations,
and afiirming a child's axpariance, whils bulfng associalions among pasl. prasent, and fulure expariences becomas
50 much easier and aclually quite logical. A final word of caution, thowgh: respecting and alfirming a child's point of
view does not grand him or her parmission to call all of the shots throughout the day, rearrange the fiving room
furniture Enearly, or assume pessession of the deed 1o the family home and the lile of all those within i 11 will,
however, build meaning into maore interactions, visually enhance sddiional concepts, demonsirate effective condlict
resolution skilks, and place a valse on lsarning in place of the avesdance - or disdain for - the losses encountered by a

Advance Notice

Advance Nobice is having information belore it is needed. For those
ol us wirking willh children wilh ASD - where we expec] lhe
unexpecied - wi've discovered the value ol being prepared los
futurs issues. Children with ASD also benedit from advance nolice.
Crear the last decade Soctal Stores™ have provided them with a
wealth of social idormation. Thus, Advance Nofice applies o all al
us: as one team. (n this matter of loss, we can gather (he
background information we will need, wse Social Stores o share
wha! wa've lBamed with tha childran in our care, and inconporale
other |deas and acivilies that collectively woek o provide ihe
banefi ol knowladge. and knowing whal to do ahead of Gme.

Books for Adults ond Children Some people say hal knowledge is power; | thenk It's an unsung haro.  In my
carger | have obsared knowledge at work lirst-hand many limes, and I8 a siriking comparison o those limes when
it doesnt seem to be present. Thers are wondarfid books for adults and children that cen build our conlidence
regarding what lo say or do when loss is part of the picture. Lost & Found, mentionad and quoted throughout this
artiche, is helplul lor both adults and childran.  For adults, § will morease our awarenass of
thie many kinds of loss that chikdren encounter each day, incréasing the numbsr ol
oppadunitas (o teach children to work through them. Or, shauld the phone fing with news
ihat Grandpa has died, we can have a book on tha shall 1o guide us, Fog children in mid-
to-{ate elementary grades, Lost & Found is an miormafive and unassuming friend, a
practical source of winning anitedes and problem-solving strategies. Tharg arg NUMEous
other books, foo. Many ane roviewsd and listed in Appendix A: Related Resources for
Adults & Children. Knowledge - or just knowing whera the knowssdgs we nead is localed -
is a great placa to sla,

Social Stories and Loss  Just as books provide a wonderlul base of information, Social Slorigs™ can personalize

information and focus on lopics addressed nowhere elsé i children’s lierature. A Social Story is @ short story,

writtan in a special style and formal consistent with the leaming characteristics of childnen with ASD, that dascribes a

concepl, skill, or activity. Social Stories inform, describe, and reassure with an overall patien! and unassuming
guality, making them wilcoms as messengers for over a decade. They are perhaps al

@”l— ] } thair besi whon presented in advance of new or potentially troublesome events. Social
- Stories can play a big role in shaning information about less,

Soczal Sloras about loss are likely 1o be dificult o wite, As we sil down o wiite Social Slones abkowl oS5 we may
get... STUCK. Equipped with paper and pencil, the pencil doasn't mave, Using ihe compuder doasn't halp because
words don't eppear on the screen either.  Even thosa of us with planty of experience are likely 1o be overwhelmed.

‘Los & Faund may bo 0l ko Bnd. A lemilod frumibsd of Sopeed are available (rom Tha Gray Comer for Social Leaming and Uindorsiandng,
v, T e
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Thara ara 50 many possible lopics and 5o many absfrac! concepts! For exampla. whan it comas 1o death and dying,
thare are many activities 1o inlroduca. perspaclives 1o considar, and fealings lo dascribe. Somelimes, simpla
mpdifications in formal, content, and/or selection of vocabulary can make Soccial Slores aboul loss easier for adults
o write and easier for children to understand. Bedore sitiing down o write 8 Social Story abou loss, you may wanl to
rafer to Appendix B; Soclal Swories & Loss / Witing Soclal Stores abowt Loss. There you will lind a few hints and
idaas to halp gat the words on the paper.

Advance Notice about Day-lo-Day Losses  In a way, having information about loss - and consaquantly an
increased awareness of its potenlial - may add o our confusion. In terms of the numearous day-to-day beses, how is
it possible o prepare children in advance for every loss thay may encounter? Even i il wene possible bo sol e slage
shead of time, considering the rather long list of losses that may ocowr, & child may decide o slay pul of rehum b
bed. Simiarly, il & leacher were to prelace each aeslgnment with a forswanning ol leoming sducational doom: “Now,
remamber class, you may fad as you attempt lo complate ihis - bul, st remembaer, losang is a keaming opportunityl®
sludents may be morg digcouraged than gneouraged, The goal @ nol lo anbicipate each and every loss - it is fo
maximize the learning opportunity ol a few, by idenlitying those that are most likety or impanant, providing inMormation
aboul the possibiity of one of two OulCOMES (SUCCESS NoW o POSSibly next Time), and effactivaly harnessing thair
educational potantial.

In the past, the phrase “teachable moment” has been used o refer 10 ~
potential lessong hal arige in the course of othar daily activities. The -
problem with the phrase, teachable mamant” i that il places amphasis

on hall of the educational eguation, the feacher, who ks presented with
mare things thal he or she can teach. For our purposes here, the e
emphasis is on the learmer, and leachable momenis wil ba refaredta &
a3 leaming opporiunities. Specifically in terms of loss and children with ASD, a leaming opponuniy i5 a setback
which arises unexpectedly; is recognized by an adull, and creatively hamessed to lead 1o a new discovery; or an
activity sensilively engineered 1o teach a child about loss and leaming within a comloriable one-siop-at-a-lime
stnucthere, Here are & faw sxampies:

*  Board games based on luck, with adults modelng good sportsmanship and positive responses o loss.

= PFre-ananging cards in childhood board games, like Candy Land™ (Hashro, 2001) 1o creale siuations and
control their frequancy, with the adult “gosng first”™ 1o modal effective responses (adull is initially behind, then
child is behind, adull geis senl back o & square al 1he beginning, chidd gets sent back similarly; adult is
winning, child is winning: efc.). This can be taliored to game situalions which are difficull for an individual
child and conraligd in line with hisher emolion regulation abilities and weaknessaes.

*  Frequenl mention of adult mistakes and losses at home and on the job, the feelings associaled with them,
the sleps used 1o resohve them, and new ideas discovered in the process,

* Recruiting the assistance of a child with ASD in looking for a lost ilem belonging 1o anoiher mamber of the
family, explaining lhe logic behind the search and assigning a specific task to the child with a defined
ending, “Plaase look 10 see If the lost black shoa is in the battom of tha front closat, then report lo me.”

* Engaging in an activity that is easy for the child with ASD and difficult for mom andfor dad, who modai
strategias for handling thair imited skillz and the frustration or fealings of inadequacy thal resadl. This may

revalve around a chid's area of interest, making it fun for a child to have others join his or her “agenda.”

Advance Notice about Death and Dying Though we may hesilate 1o inform a child about the
death of a pe! or a person, chances are he or she has experienced dealh atready. Whether the
child learned anything aboul death from those expariences is up 1o us. Dying. and death, is part
of & We cycle. and in that way it is somawhal prediclable. From a very young age, childran have
8 serigs of firsi-hand expenences with lile and death, often with Fves enirustad i thair Immadiate
Care: & bean plant n praschool; insects in jars with mesh lids; ish in bowis: 8 hametar,
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The bean plant, the bugs, the fish, and the hamster are reabwodd warehouses o
important learning opportunitias.  While the bean plant = alive and thitving, we can
miention how it drinks waler, eals plant food, breathes air, grows and moves - laying the
graundwork for & future explanation of how the desd bean plant does nol drink, aal, grow,
breathe, of move anymons, When the fish is alive and thriving, we

can manton how il drinks, eals, brealhas, and mowes - aying he

groungwork bor a fulure explanalon of how the dead hish dpes nol

drink, eat, grow, breathe, or move anymore. The hamster and all the pels to follow in

succassion hold the same, predictable, repetiive lesson - with the observable addiion of

sleeping — paving iha way for our explanation thal Grandpa or Grandma has died, and will nol

be ahle 1o drink, eal, breathe, grow, move, of S anymore,

Advancs nolce also apples 10 human illnesses and death, Expars advise thal soon afer saming of 8 seridues
ilmess, accident, of death, children — evan thoss who ange vary young - should Be tala, A serous liness Bangs Big
changes o he dally and weekly routine, and {o mamboers of the family and hasr lealings, New poopds anwe, lamilian
people leave, Suddenly, Mom may be gone each weekend or Dad might seem unusually serious or preoccupied.
There coukd be visitations 1o the hospial or funeral home, or attendance al a wake or a funeral, Explaining the
emotions of others, providing structured opporunities for a child o help, and emphasizing the tamporary nabure of
these changes compliments a child's inteligence, confirms the many changes, and provides soma prediclability to a
potentially overwhelming situation.

Abandoning assumptions and providing advance nobice can minimize the jolt of a daily loss, and explain and Suppon
a child's undarstanding and robs in the death of & famély member or friend, but only if the information has meaning for
ihe child with ASD. Blending inbormation with a maaningfl dalivary can improve the odds thal the child will find a
purpose or practical application for it For a child with ASD, accommodating hisher cognilive strengths and
wiaknassas can transiate an imfating interaction info a comprehenditds comvarsation.  Accommodabions e meaning
fo spoken words and text and minimize misunderstanding or unforiunate (though memoerablel) social mistakes, In the
sarné way, an elleclive analogy can provide a shoncul 10 genuine understanding. The following sechon,
Accommodaiions and Analogies shares strabegios 1o halp us maaningfully guise children with ASD through koss,
toward Beaming,

Accommeodations in Vocabulary and Analogies

The use of sccommodations and analogies to support learning B a8 continua/
process thal involves g practeal understanding of the information 1o e shaned,
coupled with an appraciation of the eyes, ears, and mind thal are to recenve il
The art of teaching childran with ASD- especially absfract concepls ke those
suvrounding koss - ies in the individually tafored use of mabenials and sSirategies
o inluse meaning Mo mstruction.  All children learn Best when thoy les

i comidorable in an enwironment and capable of sicceeding with e task al hand.
‘ Addillonally, children with ASD benofit when: 1) activities and their role within

them are structured: 2} visual malerials are used 1 enhancs meaning: and 3)
instructionn iz related o personal experiences or infgresls. Many of us
routinely make thase accommodations. This section explores two additional
accommodations that are very impenant, especially in light of the concepts and skills relaled 10 loss. They are 1)
m&lul&alaﬂi-unnlwmmuwwﬂlﬂmumdumhmﬂnhﬁpmmﬁmaahwammmﬂlnmmm
counterparts.
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Selechion of Clear Vocabulary For a child who interprels words Merally, al face valus without ihe benedit of (hair
inmandad moanings. e msk of oxpressive and receptive misundestanding runs high. Whane 058 is concemd, it is
exceplionally mportant for us 1o make & concerted efon 1o carelully choose our vocabutary and be exim cautous ol
all lteral inlerprelabions, The resull is thal we have 1o be more sincere than we ypically are, making sure thal our
words maich gur intended meaning, our pragmalics, and the current confex]. The challenge also goes a siep further,
Some words have meanings based on observable, concrate information and alse meanings that are roobed in
cognilive theores (ke our ability o take the perspecive of olhess, theory of mind, andiar central eoheranca).
Naturally, childran with ASD are likely 1o gravitale oward hose meanngs thal ane observable and concrefe over
those requiring an understanding of how pecple think or feel. Lintortunataly, much of our social information - and
mmdny of our Social golutions - e in the mora “socially-based” mednings of wonds. This is Irué as we considar Lha
word, lpga, and olhar words relaled bo loss, and the implicabons of the meanings we choose io emphasize when we
arg inlgracting with @ child with ASD,

Vocabwiary and Day-fo-Day Lossas  The word Jose has saveral meanings, some of tham far mare “concrate” than
others. When we refer io an #em as losf (pas! tense of lase), our emphasis is placed on the item. In the diclionary,
e dediniton of loge beging with this meaning: *..1) .10 be deprived of or cease to have, esp. by negligence or
misadveniura” (Onford University Prass, 1888), These are rather harsh words with an irreversible fone. Mo wonder
thia child is upsed! Ouwr mistake i thal we use (his meaning Lo describe Winme the Pooh™ when be i3 under the bad
behind tha Socks ko the lelt of the baseball mitl. In practice, unbess a thing has the abilily 1o dissolve into ak of waler
iFearm, bubbles, gases, colles, Alka Seltzer™), the accurate information is that ¥ Is somawhere and § will probady
be found, Farther down in the definition of lose in the dictionary is anothar maaning that is more practical for our
purposas: 3] . bacomd unable 1o lind; fall 1o keap in sighl or mentally follow. " or “4) et or have pass from
ond's contral o reach” (Oxlond Universily Press, 19859). I1's not thal we have ceased lo
have of gwn this ibem, it's thal we have no curenl knowledge as io lts whereabouts. Cur
ability to recall, pricritize, mantally sequance, and problem solva holds all of tho keys 1hat
will ulimately change the slatus of the ilem from Tosl” o found. We Iry 1o remember
wharg we saw il las! or who may know whare the dem i, prodlize the Bkelihosd of where
il iy i and sequeence those locations Into a search plan, Winnie the Poak ™ iz nod kst
hi & unpbde 0 move on his own and stuck in his current location wil people Goure Mings

This is good news for a child who, withoul knowledge of cognitive processes, may be
likely to interpret oss exclusively and Maraly a5 = .cease to have” When a child repors
a lost item, we can emphasize that i is somewhere, st belonging to the child, and share
the strategies thal may reverl ifs slatvs 1o fownd, We can model what ose means in
practice.  3aying, “The keys are lost,” may likely elicit a child's anxiely and impede
problem solving. Instead, we can say, 1 have lost rack of the keys..” or "1 have 1o find
the keys..” By thinking owl loud we can identily our steps toward a solution, caimiy
involving the child. “Lef's see. Dad may know. He moved my car oul of the gamge
vasterday. Lel's go ask Dad aboul my keys, okay?™

Sometimas, our vacabulary related o loss can be clarified wilh the addition of a faw key words.
For exarnple, day-lo-day losses include compelitive sports and academic tasks, whara tha
meaning of lose is o "5 ..be deleaied in (& game, race, lawsull, battle, ele” [Oxford
University Press, 1999). This is a "cut and dried” face-vakn description of loss that a child with
ASD may readily ascriba to, as in, | lost the game. " Litevally inlerpreted, the game is &n
tsolated and thus exponantially important defeal. Other children benefil from the consideration
of past and future evenls alongside the cument aclivity, leading them to ultimately (if not
immediately?) conclude, "I lost this game, this time" This game and ihis fme represen
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important concepts: the temporary status of the situation and ils continual and inharen! connection to othar gamas
and apporunities, both past and present. The same thing is true of a disappainting outcome an a school assignmant
or losl.  The congiient addiien of a b words, like °_this ine® can gradually work o "ground” the profile of the
currend siluition, with an emphagis on its relationship o other opponiunies.

Vocabutary and Death and Ohving  Tha vocabulary thal parents and professionals choose is rarely more critical than
i @ situation where a loved one has died. The challsngs i thal emobkons ane mose inlense, demands on time ane
increased, and thoze direclly involved are understandably fired. By rememberning a few swegpestions regarding
vocabulary - though it may lake soma additional concentration or investmant of time iniially - a parent can save fima
and siress in tha kong run. Thesa suppestions ane: 1) ncreage awaranass of the resks and enduring implications of
fiterally mierpreded words, phrases, or stalemeants usad o raler [ thase who are farminally 1 or deceased, or the
evends surrounding a death, 2) pre-think explanations with exceplona! care and encowage otfars o follow suit wilth
tha use of the same vocabulary and phrases, and 3) equipped wilh these considerabons follow your own good
judgmeant and laith to make a final decision regarding how, and whatl, to share with the child in light of your cumant
Situation,

The salection of vocabulary related to death and the evanls thal surround it has been brielly menlioned Throughoul
this artiche, bad it 15 worth emphasizing here. First, vocabufany redaled to death and dying can be established early in
a child's fite and developed as a conlinding procass, La. in raferencas to the daad baan plant thal mo longas can drink,
eal, breathe, or grow: the dead fish, mouse, and hamsler that can no longer drink, eal. breathe, move, or grow; and
Grandpa, who has died and no longer drinks, eats, realthes, sleeps, moves, or grows. The verb feels also becomes
imparant a5 cuncslihrconcerniquestions refated 1o the closing of the caskel or placement of the caskel in he ground
arisa. Ensure that the child wnderstands the negated form of the verbs (deink, eal, grow, move, and sieep) prior 1o
beginning these explanations. The word vy can reinforce the distinclion belwean having a cold (sick), having thea flu
{wary sick), having a terminal Biness (vary, vary, very Sick) and being S0 very, very, very, very, very sick thal the
person could no longer drink, @81, or Breatha anymare. That's why the body s so sfill In the caskel, thal's why i's
okay 10 close the casket and place the parson in e ground or cremaie the body.

Working in haste or withoul preparation, @ parenl or even prolessional may
mistakenly Lse terms ke “askees” or “away™ 10 refer 1o the deceased. This
vocabulary, il interpreted without the benefit of their inlanded meaning, may have
anduring consequénces (a child refusing 1o go 1o bed o "sleap;” a child bursting
inle tears because mom |8 plcking up the keys to the car o go “away” to the luneral
home). Diane Rawlings' (2000) study of bereavement and adults with ASD
reinforces e point thal vocabulary can be easily misinterpreted with potentially
sevious resulls:
In relation lo information aboul death, | am confinually reminded of a sifualion where for one individual, his
own death appearad to him o be ihe easies! solulion 1o the problems he was facing in ivs O al el L.
Tha axplici! duty of care lowand all cliants showld direct services lowards a close examinalion of what and
how stall communicale [o chenls. Statements such as, ‘Il 5 sad that X died, sl never mind. he has gone o
a batler place,’ may be taken Rerally and lead o unforfunale consequences (p. 26).

Family and friends can benadil from having a liste information, (0o, Despite effonis o prepare & child in advance, he
or she may resel in unexpected ways during a visitation or funeral. Without background information, others may be
offended, make erroneous judgments, or avoid interacting with a child for fear of saying or doing semething “wrong.”
Assigning somaons in the lamily with the role of briefly sharing this information, or distribuling a slip of paper to key
indivicuals that briadly lists a child's current understanding of the death, his or her most frequently asked gquestions
and supgested answers, &8 well as suggested vocabulary, can relieve some of the siress for thie child with ASD,
members of the immediate lamily, and fhose allending a luneral.



The final decision reganding vocabulary and explanalion ligs with & child's parenis or careger, AS @ posgnant case
in jpaint, | am raménded of the young mathar of a chidd with avlism who approachied mi during a break al one of my
Social Siory™ workshops. She shared with ma that she had lerminal cancer, and that i was likely she would Ive
only for a few more months., She wanted o know whal she could do o halp hir daughier, Angia - fow, wihin Sha
died, and in tha years to come. Togsther we woorked oul & plan addressing each of lhese slagas. Enlhusiastically,
she developed plans for a trunk for Angle to explore as sha matured. Mom knew exaclly what she wanted o say. To
gel Mom staried, we canefully selected key vocabulary and woda a lew Social Stones. Mom decided 1o gathar hes
favorite phobos of the tamily, and her times wilth Angie, and wrile a shor dascnption ol each. We alse mads plans o
“surprise packages” containing Important matlamal wisdom, o be opaned by Angee, one each yisar wunbl she reachad
gighteen years of age. In the process ol developing “Angie's Trunk,” we laughed ...and cried. 1 often thenk of this
young maolhar's courage in facing her own mortality, and har unshakabla davotion 1o hat robe as a mothar han - and
always. Mow, she reminds me that how we frama information aboul daath is ullimalely each family's dacision.

=

Analogles An analogy iz thal which establishes a cormespondance or simfarily. For i_:"_“-}_'ji':f""-._
many children with ASD, an anslogy can serve 88 A bridge between a concept and _,:_':::ﬂ"" \
comprehension. The use of analogies with cheldran with ASD s nol a maw idea, as i | J !
= The stalements and wiitings of many children and adults with ASD contain | -
analogies - often of high personal interest - fo help describe concepts and l

amdtions. One modher writas: After the dealh of his granafathar, Christophar
had “good days” (described as the Titanic before # hif the iceberg) and "had” (the Tilanic aier it b the
rcebarg). Chirslopher i very inierested in e Tilanic, bul grandpa’s death was the firsl ime he uged i as an
analogy for his fealings

=  Children often conbribuwle thelr own analogies o a Soclal Siony 1o halp them rememibes tha infosmation that it
containg. Alter reviawing a Social Slory describing whal people mean when they say, ©i changed my ming.”
savan-year-oll Scott developed his own sentence, which was added 1o the Story: When someons says, 1
changed imy mind,' | can think of an idea becomiing beller... ive a caterpiar changing info & bulterfly,

= Dr. Tony Atteood has used analoghes exiensively in his social understanding groups lor childnen with
Aspargars Byndrome 1o help them understand tmmess (he Scales of Jusiice) and o develop strabegies 1o
manage their leelings (The Emolional Toolboy, Altwood, 2002). In addilion, childran in his groups have used
road signs to represent the social concepts and skills they have laamed,

= An analogy was used to help children with ASD benefit from Dr. Kenneln Rubin's ressanch idantdying the
four steps hypical children follow fo enlar an existing play aclivily (as described in The Friendshio Facior,
2002), Drawing from Or. Attwood's usa of read signs with his social undersianding groups, road signs wene
usad (o translate the four steps of group entry into 8 Soclal Story Wed, Waich, Ligten, Move Closer, Ease In
(Gray, 2002, based on the work of Rubin, 2002).

= Comic Stip Convarsations (Gray,1994; 18998a), use colors as an analogy 1o help students dentify the
miatvation, feasngs. and inanded meanings of ofheérs. Each child creales his or her own chart of colars and
associated meanings.

Taking a variety of forms, and serving an even wider vanety of functions. in crealive hands analogies can add interest
anet lun 1o our elfgrs to infroduce concepis thal obthersvize may be bayond a chdd's reach,

Seme childeen with ASD may nol yel be ready to understand and apply analogies. Because an analogy requires a
child to understand representation and consider two lines of information simullanacusly, analogies may be beyond
Ehesr current grasp.  Thad being said, they are a wonderful tood to keep “on the strategies shell.® As a child grows, o,
too, will hig or her ability 1o benafi from instrectional ideas, like analogies, that may not have worked in the past.,

Andiogias and Osy-io-Day Logsas I they ane caredully explained, analogies can help children understand that ioas is

a termporary selback and an apportunity for lgaming. Educationally, ihe best analoging ara those thal are highly
Interesling with the potential for several “connections” to diffarent concepts within a given lopss.  Dr. Jamy Mulder, a
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social worker for Jenison Public Schools, uses goll to teach the imponiance of attempling

l dilicull tasks, the benefits of practice, and strategies o handle He's “sand baps”

Students actually prachee putting and olher skills related lo goll, alongside corresponding

social and emolional concepts. Ancther axample: A recenily piloted curriculum 1o teach

F’ problem-sohing skills 1o adolescents s based on an analogy of & e suitcase,” with

pxpenences reprasenied by destinathon decats (Gray, Wallis, & VanHouzen, 2003), Each

Tf legson: 1) bagns with an identicel openéng; 2} conlinues with a PowerPoint preseniation

o Wustrate the lecture and guide the lollowing discussion; and 3) builds sklis one slep

at a time with sysiematic review ol previous malerial. Concepls reinforced

continually throughout B program and applied Io vanous sitvations include: 1)

problems are lemporary; 2) selbacks and losses are opporunilies for leaming: 3)

the basic steps lo problem-sohing steps, and 4) the importanca of “maving

through® uncomiordable deslinations. The program is dascribad in mofe datad in

Appendix C: Additional Ideas / The Surigase Cormoplam; Travedng (hrough Life, In

this way, & greal analogy can serve as a theme, a meaninglul backdrop for a
varaty of lassons.

In an environment where adulls consistentty model the use of analogies in Bweir axplanalions, & chid may even
develop ideas of hisher own. Such 5 the case wilh Benjomin Hoekman, age esghl (Hoekman, 2003), Upon keamming
thal ideas 10 handle loss wera being gathered for this aricle. he submithed a letier o mi describing the use o @
“worry cup”. Children can lilerally Saave thair womies™ i a cup by the door 1o their home, 1o be discussed and
resohved kater or simply discarded if no longer a problem, Ban dascribes tha use of a worry cup far mone effectively
than | do, which is why his original letler appears in its enlirety n Appendix C: Addilional Ideas / The Worry Cup.

Analogies and Death and Dying. As mentionad eadier, Logf & Found containg many analogies bo help children
understand concepls thal may ofherwise be too difficult. In creative hands, many of the analoghes within the book
may be translated invo activities 10 enhance important concepts. For example, in this excerpt from the chapter, The
Ones Wa Lose, the aulhors use an analogy of a board, nalls, and a rubbes band in their discussion of losing & mom
of & dad:
Famiias are ke & board with nalfs pourdsd i i and rubbor bands strefched over e pails.  Those masbar
hands make & pattarn, If you pull ouf one of the naits. the patlern of the rubber bands is suddenly differen.
s the sime when your mom or dad diss.  Your parent was one of the nadls of your famiy, and without et
person, your family has a new shape. Bul you're ong of the Aails laft in the board, and doing your best o
help evenybody leam to ive with the new shape of the family is a very graat thing lo do” {p. 151),

Among the siress ol a terminal liness or death, a creative analogy may seem oul of place. The e-
madls submitted 1o me dunng the development of this articla, however, proved how analogies can
retriave tha first smiles - or everyone - from among the confusion, frustration, and/or taars that follow
A death. Mathaniel's father died as the result of an accident. The concaepl of death was didfacult for
Mathanied (o understand; he Kept insisting thal he needed to lalk 1o Dad. Nathaniel's mother Ired o
encourage him o “...lalk to Dad in your mind and prayers.” “Okay,” Nathanial would respond, only o
add, “Can | talk lo Dad, pleasa?” This eyclic conversation was increasangly lrustrating 10 Mathanisl
and his molher, The sidualion was resolved by an ingenious idea. Maom used a Social Siory 1o dascribe how
Mathaniel could wrile & ketler o Dad (al the same time latting Mathanial know it wouldn't be possible for Dad to wrile
back). Malhaniel wrote a letier, clearly addressed o DAD: HEAVEN which was tied 10 a helium balloon and released
ouldoors (clear of all trees and obstacles!). Nathanie's requests lo tak to dad diminished, replaced by several
subsequent letters mailed via balloons. Over time, the frequency of Nathanial's laflers decreased, but did not
disappear entirefy. Several yoars alter hils father's daath, Mathaniel 568 writes (o his dad lo relay importan] avents,
thoughts, and feelings - including one mamaorable letar 1hat described the helpiul properies of holum!




In summary, we have many accommodations within our reach thal can “work both ways®™ fto improve our
communication with people with ASD. In addlion 1o anhancing meaning with the use of visual supports, when il
comes bo loss and learning, our mos? imporiam accommaodations may involve vocabulary and the use of analogies.
Children with ASD lrequently express and interprel inform at face vakse, in relurn, we can clarify our communication
by hamaessing a litle extra caution. This, coupled with an effort fo leach the intended meanings of wonds, can
transiate a disaster of missed meaning ino a leaming cpportunsty. Though they may not be effective with some
children, analoges can incorporate interesting activities and objects that recrult and hold a child's aftention.
Especially when appled 10 sifuations where emobions run high - as they do surmounding the death of a loved one - an
analogy will be long remembered and may help not ondy the child with ASD, bul obhers working on his or her balal,
With thoughiful application, our carehd choice of vocabulary and crealive use of anabpgies can build the bridge
Detwesn concepl and comprehension - lbading 1o new lsaming opporuniies on the opposile shore.

Affirm Feelings

Citen tha mast difficull aspect of working with a child with ASD are
those fimes when il seams impossible 1o dedermne whal exactly s
causing the child swch disiress. What is he thinking? Whal is she
fealing? This can leave us frustrated In our affors as we iry 10
understand, siruggling fo ba sympaifeic or ermpatheic. I may mol
be possible for us to el sympathy or emphatby, and that may be
whara part ol our exasperalion anses. The rool words, syrmpality
and empalhy are nouns that by delinifion réquire an accurale
appreciation of anolher parson’s poril of wew. Somelimes, wa
don't have access o that information, placing sympathy and
emgathy out of our emotiongl reach. I1's jusl not possible.

Alfirm, |0 contras! o sympathy and empathy, I8 alwaps a verb 1t s acknowiedgemeant of ha valdily and impodance
of another person’s fealings withowt the reguiremend of knowing what lhat person is thinking or fesling.  AHimation
says, “l know you and | wre currendly in very different emotional places. and thal's okay. | am on your leam and we
are im this togethar.” This Is not to “give-up-tha-ship,” b to swpport the child until a solution that is workable 1o all
parties is discovared. In those inslances wiere the source of distress is diflicull to identity or the events leadng up lo
it are hard lo trace with any cedainty, affimation plays a large and helpful robe, This section describes allirmation in
action, at work among day-lo-day losses and those resulting frem ferminal ilness and daath,

Children with ASD frequently do nat have the flueml command of lone of voice, Lacal expressons, and body
movamenis that provide us with important chees B85 1o whal someone means of Teels. For example, monilodng a
young boy with ASD in the classroom whose facial exprassion and tone of voice have remandd absolubely neulral
and at” for an extended pariod of time, wa may ol “pick up on” his Rereasing frustration wilh the current activity,
This, we are surprised at his cutbursl moments later. Subsequently, we may relgr o his nirum as occurring “lofally
out of the blua® and "for no appasent reagon,”

Increasingly, the creative use of visual maberals and supports are hoelping children wilh ASD identily and express
thedr feelings. Comic Siip Conversations, leeling hesmomeders (Afllwood, 1998), and other emotion gauges (Prizan
el.al., 2003) support the exchange of nlormetion between child and parent or professional. For example, as a child
berging 1o lewl uncomicniable, ke can lel his parenis or leacher know by indicating what he s fesling, and the intensity
ol that leeling. on a répresentative scale. Knowing what a child is feeling, sooner, we can teach emotion reguiation
skills before a child's loses control. Owar time, the syslamalic use of visual suppons lays important groundwork for
Thelr use in sisations where a child's leelings are more inlense.



Alfirmation and Day-lo-Day Losses Each day provides a wealth of
cppodunities to alfirm a child's emations, positive and negative, on-lha-spot and
in retrospact. Whan it comes to the feelings thal koss can alicit, active aMirmation
ean catch a fealing befors il explodes with nowhere 1o go - even i the course ol
e kst sequence of activities in a busy day al school or home, a3 this teachar
describes:
{ was oul and my assistant was al lunch when [he bus armved, 50 my substilute mel the bus. Eddls, ane 35,
lpoked at the unfarmiliar edy, froze, and grabbed the bus diver's hand. Eddie’s bus driver is & kind and
understanding man. Sensing Eddée’s confusion in response 1o an unfamiliar stalf mamber, the bus driver
wenl with Eddie fo his classroom. Once in the famiianty of the elassroom, Eddip relared and the hus dniver
was abla o continue his outies.

A day's evenis can develop quickly; 5o, loo, the feelings thal foliow. Advance planning can help 1o ensure that visual
supporis, like pécture icons, are aveilleble when needed. The simpla act of making sune they ane al hand is evidenca
that adulls recognize and aflirm tha challenge of having ASD. John, age 3, walked io his bus at the end of the school
day. He put one loo? on the boltom slep, looked up, and stopped in his Iracks because his usual bus dever was not
lhere. He began yelling, "NMOF, cried, and refused 1o board the bus. His ieacher patienily took him off the bus,
showed him that iha number of the bus was correct, handed him a “home” ican o carry with him, and went with him
as he successfully boarded the bus. Conskdering John's distress upon entering the bus, and thal heightensad
aemalions can inledera with a child's avadabiily lor explanalion o reason, it s likely the peclune icon ook tho denect
rouie (though John's confusion and anxiely) o comprehension. In contrast, withoud the piciure icon, the unassisted
words of John's teacher would have Bkely become eilher entangled in his confusion or quickly placed on a datour
past comprahansion, adding 1o the already haavy traffic headed lor increasad distress.

Whareas some evenls in a din develop quickly, olhers anma like an arpdane landing on a crovwded exprassway. The
sun is out, ihe sky is blua, and tha gas tank is full. Tha chidran are happy. Wa're on the nghi road and ahead of
schedule. Al s wall axcopt for - whal's that coming straight iowand the wellow car in front of us? Flight #4852 bound
for Chicago... and landing on -394 wesi? Somehow, we weren'l expecting thal, Similarly, childrgn with ASD
encounter suddan insults to thair day and expactalions, assaulls on thair understanding of how Ihings are supposed
by go. For example, while his sister quiatly read a book in tha back seatl. Ralph, aga 3, criad, straamad and kicked as
their car approached a barricede in the road and had 1o take an alernate roule 10 school. Ralph's mom did the best
she could to conscbe him and share informabicn.  She returned homea and wrobe a Social Story tithed, The Dover
Knews he Way s¢ We're Okay. Encountadng the barricade tha folowing day, tha back seal remainad calm and
guied, More mportanly, as the school yaar ended and summar mdd work cropped up evanshans = along with mara
baricades and detowrs — Ralph stayed calm, but did inquire aach lima, *The driver knows (he wiay 50 wa'ne akay 7

in sitsations like Falph’s, much of our affirmation & in refrospect.  Unable lo predict he pillalls, we rellect on whal
iy hivve caused them and wile a Social Sory 1o share information with the hope that simiar svents in tha fulure
will go meore smoolhly, A case example of Sin retrospect” Social Stones that affirm - and infarm? = occumad in My own
schoal district early this past fall. One of my early elementary stedents, David, was having difficulty on sevaral fronis.
& question as 1o whother hig placement in a general education classroom was advisable lor this year was posed 1o
me by his parents, principal, and teacher. David had several emotional outbursts in the first few weeks of school,
many resulting from day-to-day lossas. He frequently made lileral interpretations of the comments and directives
{Social Losses / missed meanings); found mistakes on speliing lests intolerable (Parformance Losses), and had
difficuity Maving asgigned tasks 1o complele al a kater time (Loss of Routing). Faced with the frustration that hese
situations caused, Davd often responded to the supportive elforts of the principal, teachers, and his instructional
asststant in a disrespeciiul or inswlling lona ol valce (Loss of Cantral).

A Social Story topic was identified, developed, and implemenied for each of Ihese ssues. As a leam we have
continuid o ientity topics and Stories throughoul the year. Several oiher Social Slones for Daved have paksed skills
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that ha has masterad and aclivities he does well. and applavded his friendly gesiures 1o olfvers. AL this wriling,
David's *placemant prognosis™ I8 axcallent and he is completing a vary succossiul year. We are all very proud of his
genuing accomplishments — academically, on the social fronl. and especially in his abilly 1o tem I0ss MO leaming,
iMany of David's Stories are in Appendix B: Social Stories & Loas / David's Stonies)

Affirmation and Death There are fow better uses lor alfirmation than as wie approach
the task of sharng the news of the death of & loved one wilh child wilh ASD and support
hisvuhar in the days thal follow, Thase is the possibility thal we may naver know for sure
o ihie child feels, ruling ol any chance wa may have b ba ampathalsd or Sympaiaie
fo his or her expenence. For all children wilh ABD, the new and unlamifion sclivilies and
the leelings of others are likely o be difficull 10 appreciale. Among Ihe many unigque
profiles described earker thal we may observe amang children with 450 in response 1o a
death, wa can cownl on fhrea praclical implications; 1) sach will presant & unigus maxtung
ol many individual lactors: 2) condusion is likely 1o play a central role as a child obsarves and responds 1o the
gluaton as it unfolds, and 3) fangible affirmation may be owr best and most elfeclive response oplion. Eoach e
axpdonad in ihis Secion,

Eact child wath ASD iz unique. This, couplad with the reletive inlrequency of the events and emobions thal surround
the dizath of a loved one, makes 1 aspecially ditficult for adults to accwrately anticipate a child's response. How are
wit 1o ko wihal & child may say of do, of whal that child may nead, if this is his firs! axposura 1o tha death ol a
person? The dad who rehearses and re-rehearas how bo shara the news that mom has diad, can prapare hemsedl
for anly hall of wha! may ulimaiely occur.  Anything can happen, and this adds uncertainly lo his already stressiul
siluation, His son may be severaly dsitessed or disarmingly practical with questions about who will make dinner,
pack kmches, and vwish the clothes, The gendine o fies in especting the diferences 1hal may becoma apanan
alor s son hears thal "Mom died...”. Reganding his reachon withoul eerfering judgments, in tight of ndividual
abilities and challenges, dad &= free 1o imke his nexl slep: lo provide the support andior the information that his son
P,

Chidven with ASD are hrnely lo be confused by [he death of a loved one. The inloemabion a chéd curranily
undarsiands aboul death will be refliecied in his or her behaviors, stalerments, and if we're bucky, direct guestions. We
cAn uss our understanding of how typleal ehildren view death sl diflerent ages as & rame of relerence as wa walch,
and listan, lor Slugs &5 bo our noxl step with Mus child. In addition, cheldren's literarture may be helpful, and thete are
many hal address specilic silvafions, for examgple, the loss of a lamily pel, molher, lather, or sibleg,  Also, marny
luneral homes have children's libraries, 5o that bereaved families can benefil from these resources without having to
purchasa them (382 Appendix A: Resourcas for Adulls & Children / Resowces far Childram.

Finglly, we can meamning/uty afirn & child's expengnce by respanding with fangible vehictes for the identification and
axprassion of their fessings refated to the death ol A loved one. Similar (o the mom who used & helium-lilled balloon
1o enable her son 10 commanicate with his deceased tathar, hare ane other xeas:
= Cominury wse of shiaidegies afeady m pace emalion ihermomaelers, Comic Stap Comersalons, eic., thal
wilhouwl @ conceried eltor] may slip Irom rouline wse.,
" Children’s Oevalire and activity books (See Appandix A: Felasled FResources for Adults & Children /
Rasources for Chilsines).
= Tiwz WAN Stay the Same bst A child's sl of dady, weakly, monihly, and yearly avenls (hat have occidned
pance B the death, thal will oceur once agaen. A child can discover new lems to add fo lhes lisi 85 tme
POgreEsses.
= A Calendar: Though i may seem oul ol contexd in light of ihe emaotions of othess, & calendar idantdying
when rouline evants are to re-starl, and a coresponding Social Story that amphaszes the daka surrounding
tha rdurm 1o the familiar (identitying dales and mes thal Dad relums fo woek or dance casses lor Suses
msuma) can be reassuring for a child whose senso of social prediclabiy and order i based on thoss



gvents. Similarly, a “paper chain® (with a represeniative photo at the top) for a younger child lo count down
ther days unbd reluming to his home own and preschool, can help a child realize tima iz passing and he will
be reguming his uswal routines very soon.

In summary, affirmation ks empathy and sympathy without the benefit of accurate guesses regarding another person's
cxpengnce,  Affvmabon stans from social scrafch, taking its cues rom a child's responses and respecting 1he uniqua
clements within them. bn larms of day-lo-day lassas, affirmaticn ensures that suppodis that clanly communication are
in place and always readily available, or works in retrospect o pave future roads with “concrele” and acourate
information. Undarstandably, in terms of death and dying, confusion may be one lesling shared by many children
with ASD a8 thay leam of the death of a loved ona, Iy to make sense of the sudden changes or variety of leelings
thal surround them, and altempd o figune oul what is expecled of them. Recruiting information from experts in grief in
childhood, and providing langible resourcas 1o help children identify, add datadl io, and exprass thelr tealings and
mamarias, can halp us as parants and prolessionals siructura our own supportve role with a chad wilh ASD following
tha death of a friend or tamily mamber,

Associations

As manbioned earfer, a child with ASD s likely to need
assislance o make “connectons” bebween pes! and present
experiences, 1o retrieve Information relevam to hisfher current
exparience. Ralavant information in this case meludes mecall af
1} how a similar problem was sobved in the past (Last iime | losf a
biock i was under the bed.,. ), or 2} thal reassuning inner-voice of
emolional self-support thal can cary a child through an
uncomfonable current experdence (e, | dant ke baing w s
dentis! chair, b, | oo gel that foy at the end. .. and this will end
soony.  Whareas children with ASD often associate loss wilh
negative emolion, or may mistakenly meke a conngclion between
two simultaneous but unretated cues, our goal is 10 encourage
Ehvem 1o idontily the accurate links of their past, present, and
fulure expenences; 1o use siralegies thal gradually, step-by-step,
lead 10 cumulalive leaming and positve feelings of
accomplizhment,

Associations and Day-lo-Day Losses The kst ol len
calegones of day-lo-day ksses on pege 3 of this aricle &
incomplete; thene are a host of others, Within aach category, a
child will have axpanances thal in one way or anathar hold a
samilarty bo & past ancounter, of a lesson thal can be applied in
the fulure. Jush os we have leamed siraiegies 0 enhance ihe
mganing o Information we sharg n the prasant lense, we
can demonstrabe the cumulathee links among human sxpenance
in the same way. 1 may, in tact, require anly a simple expansion
af our current visual supports, Conssgenng the wealth of calegones of losses we can wodrk from, The possibalties for
creating links - in a meaningful way - vaslly exceed the reach of this arlicle, For that reason, in this sacton we will
use two examples, the first from the categony of Lost Siul, the second from Loss of Routing, as & locus for gur
disCUEEIon.

Losi jtems can be documenied, and their melationship 10 ona anothér demonstrated, in a Solubions Nolebook,
Children with ASD often have focused interesis, and their free ime ooks revolve arcund lewar activilies than thair
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typical peers, Chances are we can readily identily the items a child is likely 1o lose. This makss i easiar to develop a
plan to demonstate the lessons within those losses, The first page of a Solufions Notabook has a pictune schadula
thal identilies the basic steps 1o lind a kst jlem, and an accompanying Soclal Story (descrbid in delail in Appendix
B: Social Stores & Loss / Writing Social Stovies atow! Loss). On the following page is a Finding Form, thal
structures the search for @ specific lem. || includes questions aboul whara the ilom was [ast seen, who was with tha
child, who may have information, atc. Subseguent pages of the Solutions Notebook record where lost fems have
besn recoverad in the past, one item per page. For exampée, Sam frequently loses blocks, so he has a page for
blocks. A piclure of a block is at tha lop of the page. Whenever & block is misplaced, and then lound, ils location is
recorded. The next tima a block is lost, Sam lofiows the list, looking in those locations. wiane blocks have been found
in tha past. Meanwhile, his father launchies a search of the immediate area.  The cumulative resull is a reférence of
the steps to follow to recover kst things, and a nolabook 1o replace a child's disiress with the recording of vabuabio
dhscoverias,

We may not always need o creale a nolebook or develop somelhing nesw lo help a child the related agpenences
togather; the rescwrce wa need may abready b on the shell in photo aftems. Each year lhe holidays arrive wilth an
array of avents and activities that = whis they may be repeated in form and sequence - ocour far mone infregquently
than, let’s say, brushing our leoth. While typical children recall the events of last Chiisimas or Hanukkah, the child
wilh ASD may be distracted by the many changes o the daily routne and the anasty (hal causes. A raveew of lael
years photographs, perhaps incorporated as lusiralions lor @ Socead Slory thal descrbes (he similarities 1o the
family's plans 1his vear, may be very haipful.  Some things will change, of course. John may nol gel pagamas this
year, we may make sugar cookies in place of gingartasad men, Wall get back to school and our typical rowting this
year on January 5, las! yoar # was January 3. By naling in writing the samilantias, dilesences, and expectations
within each aclivily, a child has the benill ol advance nodlce coupled wilh imporian] relerences to his or her pasl
axperiences. Listening carefully, we may also discover some accommodalions (hat may make Ihis year's holidays
aasiar than thasa in the past,

The more simifar exparences are documsmed and organized for fubene refeence, the greater the amound ol
recorded and indisputable evidence that lost ilems are olien lound, other people have helplul deds. problems ang
temporany, and resolutions of problems kold valuable lsssons: small, curmulative lessons to prapare our childran 1o
handla lile's Brger 65885,

Associalions and Death and Dying  Making assoadlions between whial s ieamed aboud the lile cycle from bean
plants and hamslers may seem a long and vicarious lap lrom ihe death o a loved one, 5iill, they hold soma
imponant similariies, and for a child with ASD, a valuable refesence 10 frame his or har currant expénence wilh
daath, Thea ganuing arfl Bes in halping children understand 1he common fies among all living, dying, and deceased
planis. animats, and humans; as wall as showing a child with ASD bow recalling evenls and sharing feelings helps
paople mowe through griel = 1o ullimately remambar thelr ocwn personal collection of past peopla,

Sirmilar in concepd 1o he Solitions Nolebook, a Lifs Scrapbook can document a child's expanences with bolh life and
death, laying the groundwerk for the day when a loved one dies. Opening with a simple Social Story describing the
lite oycle, the lollowing pages are & child's personal record of thal same information. A page s enlesed lor each e
placed in & child's care of home, with noles recording the imponant dales and evenls of each. Baginning wilh the
package of bean seeds on tha first page, and followed by pet pholos, drawings and observations on subseguenl
pages, a Life Sgrapbook & a child's personal, cumuiative documentation thal e takes many lorms with a vadaty of
beginnings and endings, This ook may be relfemed 1o in the process of sharing with a child that a loved one has
died, whose life may subsequently be recorded on The next page entarad into the Lite Scrapbaok.

When a foved one dies, inevitably people recall - and are comioned by - experences they hawe had wih the

deceased in the past. Recaling the last bme ey lalked or worked togoiher, gradualy belps them to accepl thal it is
and always will be the last lime; the person is no longer alive. While gaining acceplance of a death, memarias gain &
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heightened status, as the keepers of what is now even more valuable than il was yesterday, when The person was
alive. Memories, unlike the person who has died, can be visited again and again, any time,

Memary s aiso a cognitivi thaory thal can be represented for the child with ASD with visual strategies and tangibile -
parhaps ongoing - activibes, for example:

* | Remember Posier: A simple stick figure face and very large thaught ymbal is drawn on a piece ol poster
board, and mounted in an accessible kcalion. As a child recalis things the deceased said or did, they are
racordad in the hought symbol. Thare may be a pholo thal can lustrale his or her thoughts. To make it
easigr {0 “keep up®, a pencil can be atlached lo welcome a child 1o make additions on his own If halshe is
able, The poster may be displayed ai the funeral home, prowiding a tangible source of ACK topics for the
child's corversations thase, with additions 1o the postor encouragad long past the funeral,

*  Memory Boxes: A Memory Box is a personal collection of pholos andior drawings of the deceasad, notos
ihat presarve past expevsencas, and video tapes, eic. A child can be assigned responsibility for 8 colecive
memory box, where tha theughis and fealings of others are atso included,

*  Memory Boxes withow! a Bow: These activilias include memorial websiies, the development of & memaorial
newspaper, a collecton ol poelry or a joumal devoled 10 topics and teelings related 1o the death; or a
"memory lable” lor & limied fime at the lunaral home (which may provide photos and accomplishments of
the deceased to siructure a child's conversation),

In summary, adults can play a critical role in helping chilgren with ASD tie similar experiences logether, part of an
ongoing elfor o help them regand setbacks as lemporary deslinalions wilth opporunities for learning an routa, Day-
io-day losses ofien amive unexpecledly; documenting ther resolufion providas reassunng data that setbacks are
lemporary and matched by an equal number - or aimast an agual numbard - of solulions, Childhood axpariences with
ihe lives of plants and pels hold wilhin them an importent curmculem ol lile and death, thal preparas them for the loss
of loved ones later down the road. The art Bes in continually hirsessing this valuable currculum to benaf childran
with ASD, Otharwisa, dud 1o it lamparary nature, it will pass us by sach and avery tima.

Summary

Loss amwes as an uninvitad destination in Ba - and prasents an opporbunity 10 anslate expanence into wisdom. To
those who can evenlually see through is disguise as a misplaced fem, lodeited opportunity, or passing of a friend or
lowed one, loss keads o new baginnings, creative ideas, and lhe discovery of emalional strength. A% we grow, each
selback ultimalaly praparas ws 1o work throwgh tha nex - an incradibla syelam that applias relevant pasl exparianca
by currenl tasks and future applications.  On thelr own, children with ASD find this 1ask o be incomprehensible.  With
th crealve support ol parenls and professionals, children with ASD can also leam to organize thair own unexpected
destinations to dizcover the personalized lessons thal they hold,

Five “destinations” i this arichs identity ils main sub-topics:

1. Childhood Losses & Leaming: Loss is an impodant leaming opporunity,
& unigue curricuiem based on personad aopanencs,

2. Children and Death: The profile of griel changes as a child grows, and
serves &5 & frame of relerence for wedersianding loss and children with
AED.

3. Loss and Children with ASD: Childran with ASD may respond 10 oss in a
way that is very similar to (hair paers, but often their responses arge mone
intense, uniqua of oPEOSIE in COMPANEOR.

4.  Appreciating the Differancas; Challanging responses 1o loss may ba dua
o dillerences in a chibds percaplion ol evenls and infoamaton,

5 Guiding Childran with ASD through Loss: ImMroduces new guidelines to
halp children with ASD leam from all losses,
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Through their own struggle to etiectively perceive and respond to the events and Interactions that surround them,
children with ASD always end up teaching us to be beiter people than we were the day before. it's interesting that
regardless of the specific topic, every article that improves our understanding of children with ASD ultimately
improves our understanding of all people. It is not surprising, then, that in the search for effective strategies to bridge
the gap between typical people and those with ASD we uncover philosophies and attitudes that are applicable to all
human experience. If “social understanding” is a shared destination for people with ASD and those who work on their
behalf, it is this author's sincere hope that through this article we have traveled a little closer toward that goal.
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Gray’s Guide to Loss, Learning,
and Children with ASD

Appendixes A, 8, & C contain resources and additional
information mentioned in the article, Gray's Guide to
Loss, Learning, and Children with ASD.

APPENDIX A: Resources for Adults and Children

Appendix A reviews and lisis some resgurces about loss In childhood hat hawe the greates! potential for prachical
application on behall of chifdien wilth ASD.

Resources for Adults

Bookstone and library shelves contaln many more books about bereavemsant in childnood than
the day-te-day selbacks children encounler. Consequenily, one book, The Frondshie Faclor,
by D, Kannglh H. Rubin (2002) 5 @ rare nd. 1 egplones Inendship in childhood, addressing

e the social selbacks that typical chidran ancountar as thay grow. Summarizing over twenty
FRIENDSHIP years of shudy of the social connections of childhood, the book exploras the specilic concaphs
FACTOR and skills ihat largely delarmend socsal and emabongl sucoiss, oF exclUSIOn IPOM POGRE
T, Released in paperback on May 1, 2003, the book describes the social ermors that children
make, and what fo do io help them succeed. Dr. Rubin's book containg imponant advice for
amyona who works on bahalf of children, inchiding children with ASD, (Dr. Rubin iz shaning a
workshop day with Carol Gray a1 Making Social Connections, the thisd annual conferance of The Gray Cenler for
Social Leaming and Undarstanding on Ociober 14, 2003. See page 42 of this issue bor more information, )

There are many books 1o help parents and professionals guide children through the death of a parend, sibling,
relative. or fiend. Though they do not direcily address the unique twists and lums that we encounter with children
with ASD, they contsin many ideas thal are very applicable. The following books maeet the criteria as sensilive,
praciical, and reader-{riendly with plenty of usable information:

35 Ways io Help a Griswing Child [The Dougy Center, 1888). This book is a
wonderful guide thal shares ideas 1o support a grieving child, with much of the
advice applicable to children with special needs. In relerence o the desire lo
prodect chidren Trom the harsh realities surroundsng & daath, the auihor explains
® whether we tell them directly or nol, children uSually lzarn the facts in one way
of analher, edhar by ovarhearing adulls or olher kids talking, of 0 50Me CaBas,
from talovision or newspapers. It only complicales a child's grief whan somaone
close bo her lies about the cause of death and the deceased...” (p. 5)

*  Helping Chilgren Cope with the Loss of a Loved One (Kroen, 1896) is another greal resource for parents
and professionals 1o have ready on the home bookshell. Tho idea of using multiple “verys”, mantioned in
the articka (p. 5). comas from this text, along with ideas for using an o help children work through feesings,
strategies for moving on afler a funaral, and reminders 1o parents 1o also take care of themselves. This
halpful guide iranslales background information inte “what 1o do” recommendations.

“The Friendship Facior i nerw avadabi in paperback iom Tho Gray Center ke Bocial Leaming and Urdersiandieg wew. ThelrayCenerorg



»  Your Griaving Child: Answers lo Questions on Dealh and Dying (Dodds, 2001), Same children wath ASD
are highly inquésitiva, and the death of & loved one may trigger a seres of disarming questions. Providing a
good answer for a child can be a challenge. This book comes o the rescie wilh answers to questions like,
“ta she a ghost nowT* (p. 17) or “Am | bad because | kind of feel glad he's dead?” (p aa)

= Helping Teens Cope with Death (The Dougy Center, 1993). There are lew books thal locus on death and
adodascanca, and this one is packed full of information, firsl-hand insighis, and practical guides lor panents

and professionals,
Resources for Children

Children's literature s becoming a greal resounce lor books about loss. Though there arg mamy more Chadren's
hooks aboul death and dying than day-lo-day losses, the number of books addrassing ile's smaller sefbacks are
gradually appearing on the shalves. Plus, we can look 1o children's Meratura for inleresting, real-life role modeis:
higioncal ligures who encountaned graal seibacks and losses, only 1o emerge 1o make sepnilicant conlnbulions.,

To help children sges 8 - 12 work through day-le-day losses and (hose that result
from lost friendships, moving away, divorce, death or dying. there's Los! amd Foung,
For younger children, a recantly released book, Who Took My Shoa (Emigh, 2003),
guides young children wilh ASD through tha sleps of rcovening lost things. Brett has
bost his shoe, and along with his dog, Herman. launches an mvesfigaton o find il He
explores the possibilities: who may have his shoe, wha! may have happened 1o i,
whare may ha hava left it, whan ha could have st it wihy | hagpaned, and how 1o
find i;

Should [ diig for il in the back yard? No.

Showid | do a “find your shoe dance™ No.

Shocid | call ihe police?

Mo, Iz mol an emnargency,

Then, how will | find my shoa? (p. 12)
The shoe s recovered, and Herman holds many impodant clees. The repalilicn throughoa the story, pradictabla
lormiat, simple text, along with baghl, colorul llustrations and humor, make this a book wilh plenty of instructional
pobential,

Thaoa f obhder chl@nen's Books that reinloncs [he contapt hal & loss & 8 empodany selback hal ¢an aad 1o new
discovenas. Thess include:
=  Autcbipgraphies of Thomas Alva Edison (Adier,1996; Cousing, 1965),
= Autcbiography of W. A Bentlay, Snowliake Bentley by (Briggs-Martin, 1958), and their phobagraphic
collection of snowllakes, Snow Crysials, by W, A, Bentiey and J, W, Humphrays (1531),
= Lile slofes of athar people who made significant diseoveres as e resull of senous personal
setbacks, for example, Helen Kellor and Lowis Braille; of leaders i a child's interes! area who have
lnarnad and succaaded in response fo loss.

Children’s books can share concepls refaled lo the life cycle, before the death of a loved one, as wall as halping
children understand death and dying. For example, Lifetimes (Mollonia & Ingpen, 1983) axplains life cycles through a
simple and siraighi-forward discussion of how Iife baging, ends, and whal happens in between, using a wide range of
examples from planis, lo anls, bo people. When a Pof Dies (Rogers, 1988} picks up whare Lifelimes leaves off,
exploring the expenence of owmng a pel and the varety of leelings that a young chilkd may hawe when he or she dies.



There are many bocks to support children when a mom, dad, or sibling is terminally il or has died. Whal on Earth Do
You Do When Someona Dies? (Romain, 1999) is a straight-forward book for children that patiently gnswers basic
quastions aboul death, describes several possitle fealings related 1o the loss of a loved one, and reassuringly
coaches a ¢hild regarding what to say and do oo si6p a1 a lime:
Some families hoid a caremony called a funeral. This fype of senvice oftan lakes place i & house of
worship or 8 buliding calied a funeral home. Al these sanvices, family and friends falk aboul te loved
ong, sing, pray. or play music. This is how thay moumn the loss of the loved one or express their griaf
. Funaras, mamorial sarvices, and olher caremones ke this are important. But your parents may nol warni
youl b go. They may think youT be foo sad or fighlened (pp. 48-48).
In addition, Help Me Say Goodbye (Silverman, 1933), is a great “match” for a child who loves 1o deaw. Each page
contans bhel lexd and plenty of room for & child andfor parent 1o wrile or draw. For example, 1 you could bring
something b the funeral for you and your special parson, whal would it be? Draw or write your suggestions” (p. 10).
A word of caution 10 adults: baware of literal interpretations, Some lexd may be misleading to a child with ASD, or
lead bo unwarranied or prematuse bears.

The children’s books listed bolow and on the following page were selected 1or thelr practcal value for childran with
ASD. Reviewing each with considerabon ol a child's ability, and the possibility of Beral Interpretations, will hslp you
sebect (he besl books hor the child in your care. Ages are approximate; modifications in vocabadary, larmal, of
preseniabion may be requirsd 1o help & child relate (ha text 16 his or her personal experence. The les are organized
into thadad main color-codaed calagonas. Acfivify Books, Story Books, and Chapler Books.

Activily Books

Biale, Rachel & (children using the book) (1997). My Pet Diad (4-8 years)
32 pages with phenty of blank spaces Ior wiiting, afwork.
Tricycle Press, PO, Box 7133, Borkeley, Coliformia 54707

ISBM 1-BBIET2-51-1

Sliverman, Janis (1955), Help Me Say Goodbye: Activilies for Helplng Kids Cope Whan
a Specinl Person Dies (B-0 years)

32 black and white aclivity pages for chitdren lo complabe.

Falrview Prass, 2450 Rivarsida Avanua, Minneapolis, Minnesata 55454

ESBM 1-57T48-08%1 Wabeda: wenw faindewnimss oig

Eldon, Amy (2002). Ange! Calcher for Kids: A Journal! to Help You Remember the
Parson You Love Who Dled (8-14 years)

colar journal-complation pages. For mona information about the woek of Kathy and Army
Eldon: wens.craalvenisions ormg

Published in China, Distribuled in fhe United Stales by Chronicle Books LLG, 85 Second
Streal, San Francisco, CA 94105 ‘Websie: waow chronicisbooks com;  distribuled in Canada
by Raincoast Books, 9050 Shaughnossy Steeed, Vancouver, B.C, VBP GEG

ISBN 0-8118-3443-3

Story Booka

Rogers, Fred (1588), When & Pet Dies (3-7 years)

27 pages with simple text and pholographs.

Tha Pulnam & Grosset Group, 200 Madizon Avenue, New York, New York 10016
ISEM 0-694-11666-6




Mellonie, Bryan & Ingpen, Robert (1883). Lifetimes: A beautiful way to explain death to
childran (4-7 yaars)

a7 pages with simpla text and color llustrations.

A Bantam Book published by Kyodo Prming Co (S'pore) Ple Lid

ISBN 0-553-34802-1

Harris, Robie H. (2001). Goodbye Mowsie (4-7 years)

24 pagus with color Musiralons.

Published by Margarel K McEiorry Books, an imprint of Simon & Sechuster Chidren's
Publishing Division, Avenue of the Americas, New York, NY 10020

ISEN 0-6889-83217-6

Stickney, Doris (1970), Waler Bugs & Dragonfiies (3-8 years)

26 pages with color llustrations,

Pubkshad by United Church Press in 1970, Subsequenity publishad by The Pilgrim Press, in
Claveland, Ohio, in 1982 & 19497,

15BN 0-8288-1180-X

White Pellegring, Marjorla (1998). | Don't Mave an Uncle Phil Anymore (4-10 years)
27 pages with pastel ilusirabions.
Published by Magination Press, American Psychological Association, 750 Firsi Sireal ME,

Washington, DC 20002 Web site: weny. MAGINAIONDIESE.cCOM
ISBN 1-56798-550-8

Viarst, Judith (1971). The Tenfh Good Thing aboir! Bannay

25 pages with black and white skolched ilustrations,

Published by Alsddin Pagerbacks, Simon & Schusier. Children's Pubishing Divisson, 1230
Avanue of the Amenicas, Naw Yadk, New Yok 10020,

IS EN 0-688-T1203-0

Brown, Lauria Krasny & Brown, Mare (1998}, When Dingsawrs Die; A Guide fo
Understanding Death (6-10 years)

32 pages wilth color ilustrations.

Published by Litile, Brown and Company

ISBM 0-316-11855-5

Chapter Books

Gellman, Marc & Hartman, Thomas (1909), Lost & Found (8-12 years)

Published by Mosrow Junior Books, & division of Willlam Morrow and Company, Inc., 1350
Avenue of the Americas, New York, NY 10019 web page: wany willlammorow. coem

ISBM 0-688-15752-1

Kids Write Through It (B-12 yaars). A collaction of essays by children. 124 pages.
Published by Fairview Pross, 2450 Riverside Avenue South, Minneapalis, MN 55454
ISBN 1-57749-081-9

Romain, Trevor (1999). What on Earth Do You Do When Someone Dies? (8-12 years)
Pockat-size 72 pags book with black and whilte sketchad illuslrations.

Published by Frae Spirt Publishing, Inc., 217 Fifih Avenue Norih - Suite 2000, Minneapoils,
MM 55401-1200 helpdhids @ frpespini.com  1SBN 1-57542-044-4




Appendix B: Social Stories & Loss

Writing Social Stories about Loss

Writing a Social Story about loss can be difficult due 1o the wide variely of possibie
9 tapics and the absiract concepls within sach and every onel The following background
information and writing hints can simgpafy the process and imgrove the final product.

Social Stories can provide advance nolice regarding day-to-day losses on several fronts, Using the izt of categories
of day-to-day losses on page 3 of this anicle, whal follows are examples of general topics (stated as Story fillas) to
fat you Sarted:

L

10.

Lost Sl: My Team for Finding Things, Staps lo Remermbering “Where It Is,” Our Finding Plan.
Parformance & Compafitivi Lossas: What il Means f | Win / Lose, What Children Laam when Thay Lose.
Loss of Contrel: Linexpecied Noises: Sleps lo Staying Caim; What Just Happened? Adults who Know,
Loss wia Shaning: One Candy Bar and Two Children, Whai Sharing Time Really Means.

Loss of Information: MHow fo Uise My Planner, Why Feople Wnile Things Down, Sieps to Finding Information,
Lost Opparunity: Nol Today but Someday, What “Rained Out” Really Means.

Loss of Routine: Mary Greal Ways to Finish My Work, Subsiitute {Supply) Teachers Kiow What to Do, Why
Children Act Differant with & Substifute (Supply) Teacher.

Loss of Health or Ability: What [ Stif Can Do, in Sovan Days IT be Healthy, My Getting Back in Action Plan,
Social Losses: Whal Divorce Means, As Chifdron Grow their Friends May Changs, How lo “Talk” to Ban
alter he Moves [0 Kansas,

Emational Losses: My Steps fo Faaling Balter, How 1o Uisa My Fasling Tharmomelar, Steps to Keap My
Palianca Langa,

Social Stores™ akso have a special rode in explaining death and dying 1o a child with ASD, Long belore amyone dies,
Social Slories can refale a child's personal experiences 1o the lile cycle, and answer & child's questions aboul death,
Or, whan someocne hag died, 8 Social Story can help parents find the right words, and describe the details and
m:mﬁm;mﬂﬂngahmﬂandm Concepts thal may be addressed includa:

Charactedsics hal lving things and'or beings share (the abillty o dhnk, sat, move, breathe, and slaep);
Dead planis, animals, and people cannol’do nol drink, eal, breathe, move, or sleap;

Sometimes, pels and people dig alter becoming very, very, very, very, very, very, sick or old;

Some roulines lemporarily change when someona B wvery, very, very Il or there is an accident or
emeargency, of when someona dies;

Many things stay the same when Therg is an liness, emengency, or death Jlove, hawving a home, having
maals and a place o sleap, taking baths, being cared for, )

Description of a chakd’s roda and how he of sha can hai;

Funeral Aules (there are somel);

Gioad topies lor children gl a funeral home, luneral, or wake;

Bakols related to a child's faith or religion;

BeSels ralated 1o anolhar person’s laith or refgion;

Doclors and nurses help people stay heallhy and care for those who ang Sick o injungd (Ao NeCassanly
making people complaiely well again];

Sometimes healthy people go 1o hospitals 10 visit ofthers, or for check-ups or tesis; and

Mom and Dad are very, very, very young and most of the time they are healthy. They can easdly drink, eat,
braatha, move, and sleep and will probably be able o for many years.

Hamessing leaming opponunities and sharing importand inlarmation with Social Slores can pave (he road for a child
with ASD, minimizing the surprise elemant involvad in navigating through &ach day or the death of a loved one.
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As Snciat Storios tackle loss, Spit Section Social Stories may frequently be helplul. A Splir Section Social Stovy
{described in detad in The Advanced Social Story Woorkbook, Gray, 1998b) uses a modified format to ad-dri.ﬁ insues
surrounding simullanecus lopics: two of MOMe Events, aclivities, of responsas thal occur al the same tima. For
axample, a child has difficulty understanding that he can choose only ane of three possible acthilies this Salurday
aftemoon: @ movie, @ visil 1o the zoo, or the beach, For a child wha cannot concepluakee that others “do sull exist
when they are out of view. & Spél Section Social Story can halp. Some pages ane cul honzantally 1o describe and
demonstrate ndvidual axperiances that ocour al the same time. Solid pages describe when everyona will B
tegether:

= Mom and | will eat breakiast togather (solid page). Then, Mom goes to work while | am al praschool (page
split in half). A1 dinner we will eat togethar at home (solid page).

«  On Tuesday we all fiy to Boston (solid page). Alter we land, Mom will go 1o theé funeral home. Dad will run
three errands, and | will stay with Aunt Margaret (page spiit info three equal sections), We eat dinnar al
Aunl Margaret's tonight (solid page).

*  Dad lucks me into bed each night (sold page). On most nights when | sleep. Dad stays home. He usually
reads @ book or walches elevision until about 11:00 (page spsi in half). In the moming, we have breakfast
a1 tha kitehen table (solid page).

For children who are more sdvanced, & spil section Social Stony can also describe vared responses 1o A single
evenl. For example, Uncle Henry died (described on the openng salid paga). Dad is Hadey's beodhor.  Dad has
known Henry all his Bla. Dad leals vary, wery, very, very sad; Mom hiis kioan Hanry 20 yedis, and She s wery, véry,
sad; | never mal Henry becausa he lives in Gemany, so thal may be why | leel okay (page splil ihree ways). Ina
while, evanyane in my farmdy will feed okay again (solid page).

The format of &8 Sociel Story can also help o llusirale two imporant concepts relaled fo loss: 1) people move
through losses, and 2) the discomion of a loss is temporary. To do thal, the Story s Blusirated with a pictune
schedule “with a twist™ the additon ol icons thal raprasen! movemant throwgh the sequence, For exampls, a picture
schedule 3 developed bo Bustrale lour sieps o lollow whan somelhing 1S last; each siep reprasenied by one squarg,
A symbal or lcon i placed on the venical lines ihat separate the steps 10 indicate movirg Irom one to the next, It may
be something as simple as an armow, or as inferesting as a neck, or both! A corresponding Social Story provides
addilional informabion, describing each of the sleps on the schedule. The icon used in the piclure schedule is also
placed in the lower right hand comer of each page of the Slory, indicating to the child to keep moving - um the page -
to the next step. The Slory makes frequent referance 1o °. draveling or (moving on to) the next step.” This reinforces
e impodtanca of nol getting stuck and the promise of more comiortable destinations in the near fulure:

It loze a loy,
people can help.

| G

“Thian chikihood gamaption el peopla wh leave iom vims have “desppaanad o™ fas Bbon descsbed by Gunila Garand, i adull with sulem,
hif bool, A Ml Pacson: Lfe on e Cotside [ 1996, translation e English, 1087 &
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Inadﬂﬁmhmmﬂnmmlmasmdsm.mmmy banadit from the use of ficlional charackarns.
Fictional chasacters are not new to Social Stories, The Story, Watch, Listen, Move Closer. Ease in (Gray, 2003},
used a fictional character, David, 1o describe the four steps that children lollow 1o enter an exisling play activity. In
the Social Workbook. Gray's Guide lo Compliments (Gray, 1999). fictional charactars wera used exiensively to
demonstrate the concepts and skills that surround an elfective compliment, Fictional characlers can “go first® 1o
demcnstrale how social concepts or skills can be used. In terms of the fopics related to loss, a fictional character can
E@rad a3 & guide 10 a new situation, for example, visiting a funeral home. In siluations where feelings are difficult 1o
identily and express, a fictional character can explore the possibilibes. Howaver, if a child is not yat able to relate the
experiance of a fictional characler to his or her own situation, the meaning may b last,

Raraly is vocabulary more critical than in Stories that are about loss. The words we select can make the difference
between clarity and confusion, Considanng the fealings that loss-relaled fopics can elicll in children with ASD,
misleading vocabubary may bo all it takes to derail our best effer to share information. Even with caution regarding
Eleral interpratations, & child may gel caught in subtie variations in meanings that escape our attention, In addition,
recognizing that many children with ASD put more maaning B writien vs. spoken communication, an avlhor should
use axtra care. All of the considerations related to our spoken vocatadany (pp 19-21), apply o writlen laxt

David's Stories

Wilhin the first lew weeks of Seplember, David's placement in a second grade
classroom was tenvous. Day-to-day nsses in several categories (listled on page 3)
were causing the most difficulty (Social Losses dug to missed meanings:
Perlormance Losses relaled 1o lesd laking; Loss of Confrod evidenced by disrespeciiul
responsas; and Loss of Rowling whan complating an inderrupted assignment). A lew
loss-ralabed Stones ware developed o addness thess concems. each makchaed by a
Socdal Story praising on2 of David's talents andfor accomplishmanis and miroduced
based on lhe judgmant of the educalional tesm.

| hiave adlered the format of David's Stores for this appandix, reducing tha size of the text and changing a faw
ilustrations. Resticted permission 1o copy of revise the Stones in this section for non-profit use is hereby grantad.

The Blue Words and the Green Words (Social Losses { missed meanings)

Author's Nolgs: i fe course of the school day, David ofan made Merd inlaroadtanons of sbsamanls mads By othevs. That
balng the case, schoal sialf oflen seeved dEhonas! &0 insncens. For axemphe, e sl week of music ciess e sludenls ware
assignod seals, The fofiowang woek, the teacher incicaled Mat the students coutd choose thelr own sears, AN wonl wel, unid a
shudant bagan fo misbahnve. To romove o disteaaclions thal wers causing Ihe difficully, e feachar decided Io change his seat.
immediataly, Dawid insiafed tat the music loacher had Med.  From Danids pavspaciive, he oniinal piodtise i choose your guwn
sapis” hiad now bean brokan, David became viry wuaosd and was witimalely removed from cligs,

The Bipg Worgs andd fhe Grepn Words was devaloped lo addmss Dindds Weral interpratations in peneval.  Using logic and
mafematcs, the Sioy cescribed why leachars somehimes say kss ihan hoy mean and nlmoduced He coaceol of guassing whal
othors mean alongsice ihelr sfalements. The Slovy closed with the infroduciion of an aclhily fo generalizg what David was Idaming
= an oagaing cokecton of words and phvases and thair infended maanings. W addilion, Dewds feachors wie preawvstged io iy fa
say what thiy mean” and consider that David may occagipnally indprprat thair stalements af lace value. Considenng idioms a2
pant of ihe second grade currcdum, e Sy was fght i Bne with odher classroom acfivilies,

The Bive Wards and the Green Wards

My name is David. | go to Lincoln School. Sometimes, adults and childran may say something that ks differend than what

1hsiry TR,
Hars are Smer axumphis:
A loachar might say, “Pleata gil dewn.” What the 1eacher means ks, "Plenss ail down in your chair.”



The pincpal might say, “Hawve o good dayl™ Whal Mr. Smilh meally mosns is, 1 hope you enjoy warking and
playing today, and that you ane sale and comfortable.”

Tha muslc leacher may say, “You may sit down wharover you like today.” _ Whal the music ieacher redly
meenrs i “AS long a5 you are listening and working and following my directions, you may chooss your seal. Oiherwise,
maybe Iser during the class, as the adull in charge, | have to choose your seal. il anaiher child needs 8 new seat to help
miim ar her emember 1o dsten, work, and fallow directions, | will need o choose his or her seal”

Sa. il would $eem that adulls shouks shways say what thay mean. Teachers ard principsts are honesi peopls, 5o why
weould thisy Say oni hing tul mean Bncthar? The reason adults do this i o save words. Thay want the chidren io sty intorested,
gnd i by Say oo many wonds, Some children becoma bored.

We ean count the green words in this Story. These are the wornds thal people say. Then, we can counl the Blue
words in this Story, Those are the words thal the adulls mean. We will iry 10 go Back and count the green words and the biue
words.

Thare are mong blug words fan grisn onas.

Adulis are laking a shod cul wisen ihiey mban mom than thay say. For thal feason, childhen [y 1o make guasses Sboul
what aduits moan, I They don'l know, ihey can ask e adull. “Whai did you méan whn you said..." The adut w ba happy ko boll
tham. That's because the adulls &l Lincoln want chiliren fo know what thay mean.  That is as imporiant 88 knowing what the
lxachar said.

O the iodlowing pages is my collecton al what pecgle say. and whal thay meally mean. When wa hear what people say,
Wi can wiite them down in the talk symbol. Then we con guess wial poople moan by weiling down our geess (n 1he thowghl
symbal, This is work lor a beam that includes inseligent second gradens, B me!

Smart People Make Mistakes (Performance Losses / lesl taking)

Author's pofes: S chikdnon with AST becorme upse! wher ey make & mitkke andor may alko be siolarand
ol the mislakos of ofhavs. Rarely is & misfake 8 planned o pradicinble avent; misfakes Upeei e fowling and proper
ordler of fhings.  Thay are an annauncemeal Vel somedhing i nol righl. Misiakes alfen arve Wil e erpeclalion o
re-go. @ real inconvemienee Ip a child who may have been planning o engage in @ mone pleasurable activily,

Spafling tasts, then, can be 4 weekly nighimane - e anwely of fing o Spell avery wivd paviecty coupled with e
Appvehension of poleatidl anor,  Thive are offen pre-lests 0 speling, and are may be assignments- o ovon e
firnal spoiing last - thal do no! oed o be complinted i a shdenl aams T0%, The slokes are high  Speiling s ong
Sidyioct whene underslmnoing the moaning of o word is very imponant, many words sound ihe same Bl - theve ae
clires fo wivch spoling i cormac! bused on e way U is weed in 8 serence.  For o child with ASD, spelling is 8
autect whene the rewands by perfpotion can be f¥gh, and the pofemial fov eviors, lop, Thes, spaling is often nod @
wmmhmﬂwm For iz reason, Smard Peaple Make Mistakes is a Ssory that | have
g onca.

Smart People Make Mistakes

Py name is David. 1 go to Lincoln School.  Sometimes, § take spelling tests. A speling test is ong way for children to
b wehich wionds they know how bo spell now, and which words they will know how o spell with more practioe.

Very smart people e Thomas Edison (and like me, too) make mistakes. They learn and discover new ideas when they
make mistakes.  Thomas Edison imenied the ght bull, and many other things, too - like toasters and chewing gum. Whan he
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was frying to make the bght bulb, he made over 600 mistakes. Each time he made & mistake, he
keamed what would not work — and gat closer to inventing a light bulb that did work,  The mors
mistakes people make, and the more they keam from their mistakes, the smarter thiey becomel
Thomas Edison knew this, so when he made mistakes he fried o stay calm 50 he could leam.
Staying calm after making a mistake is an intelfigent thing o do,

It's @ smart idea o take & spefling test, That way, 1 can discover all the woeds | know how
15 5pedl ncw, and those I will know how to spell with mone practice, [ get smarter each time | master
& new spelling word = especially those that ame difecul to spell snd take longer to leami

Restating with Respect (Loss of Control / speaking disrespectiully)

Aufhar's Noles: Often, childran with ASD respond wilh wonds ar & long of voses Ul i intevpreled as disrespeciiul by others. The
concap! of respact fequines e SMUANecUS Lee af MAny sccan-copriliv-trnoiona) sils, for example:

1. Fesling fustrated, gad, dizappoinfed, et abaw 4 sifuaiion; wive

2 redreving posilive el dsdrences with the person ko whom the silomons arp airecheal; Wit
4 smulanoous considanition of those agpenences fo lemper the chorce of words; o thal
4. anespocii long of woice and choice of wards s maintained: and
5, Iz s fusl a hesic oulline!

Tharalond, adils working wilh chidren with ASD newd i recogaize thal the cfild’s chalenge lo ool Bns alf o™ iz significmafiy
Wfﬁmhﬂmrﬂ. Charmclareheally, ohwden wibh ASD alffén fbawe
ETalons.  Basis srmolions, ﬂrhwﬂﬂd.nmmwn}'mmmmfmm
disapgoinfmont, reguine dired nshraclion and praclioe.
2 Malnisining conirol of both negaiive and poative emafions.
3 Understanding the impact of ihed stafemants on ofhers,

Taachong 8 child o respand respaciiully is 8 process, necesstantng ihal aculls remain caim snd
kpap thi lealings n conlral - wWewing hawr rolir a5 insiruchonal - i this case, laaching “social ~
Theis raquiras an aclve unasrslngng of e chids poir of wew. Thivelors, fo leach regpect o
i el with ASD rexpuires hose working on hister behal 1o model the same regard. In e lace
of & cisagreemen! or misundestanding, @ child cannal be asked to mainfaln a lone snd wards
il are cabn and confrofod I e acels who surrounsd e are unabde o el T ol hemssles.

For s Siory, M aduits o Devds fenn wene gsked fo do the Iolowing i responss o a

sisrpspeciia statement:

1. Coworor finch and guiplly sawor demonsinale "Ouch ™

2 Provide an apporunily to comect, beginndng with e childs name and ‘piease, " as m
“Diavad, please rasiate with rrspact

2 Draw concrafe atienlion [Fespect Board, Resoect Box) respacniul deeds, slajamants, aic.
By postng fam (Respec] Boand) or colncting ham in the Stary or wniding tham down i
place i e Respect Box,

FRestating with Respect

This &= an astcle gbout Balking with respecl.  Talking wilh mdpect i uSing a calm, controlled tong of Wil willh COOPEratve wands,
Whan working and playing wiath adulls, classmales. and [riends, taking wilh mespect is very Impoiant. Thal way, evonone fpels
comicriable,

Amiutis in charge of me al school notice those silualions wheve | have taled with respect. Onca | had to walt lor a whils befone
gesiing @ ¥o¥o, and | istonad 1o fha adull and answened har respectiully, evan Ihough | may fave been & |itthe desappointed. Al a
bk ladr, | Bad 8o put & beak back. | kstened b tha adull volunioer end enswered respectiully, and bl wilh bwo books insbesd of
thihea, Kisaping my omolions under my control b a smasl and friandhy thing o da.

Hara are olhar respactiul things | have said gnd dong al Lincein;
1.
a
a —




Somatimes, all childnen need an adult 1o help tham resiale their words and lelngs with respect. They may 1l athers what they are
thinkirkg ard faaling, which 8 olaay, but thiy use @ tone of voice o words thal hurt of insull. This is @ mistake. Then thal parson
may fesl hur, msultad, or uncomicrate. Ta help children know for sure whan ihig has happened, they may crngs and S&y

CUCHT, or Thary may S8y respectiuly, Plemsse resiabe lor respsct.”

Somatimes, i 5 easy o speak respectiuly. Usualy, i is sagier lor chidien & spoak with raspect when (hey ara beeling happy,
calm, of camofable, Most children find @ is a litie more dithoull to spaak with respact when they are leeling irusirated, sad, or
unceenfonable. These feelings are okay. Il is also ckay 10 et others know aboul these thoughts and leelngs. As children grow
nuw.lhm;h.hrnnhnanlnu-l-umhnwmmmﬂlmmmuuﬂnusbgdum-ummmlhummmmﬂm.

AN childran make mistokes with nospect scmetimes. This is called “Deing
disneapetiul™  Childron Mam 0 apsiogize, and how 1o re-stale their houghts and
lookngs, In 1hE caga, resiale MEBENE SaYing I again, with respecl. Somelimas, ey
can [ust repeal what they jusd said, bt with an in-conbod voica,  Somalinas, Iy Can
choose other wards, oo

Adulls a3 Lincodn @re 50 impiessed wilh thase times ihal | have used respect walh mmy
frierds. classmates, and adults, II's importand fo be respectiul hroughou the school
day. s also impotant o lel alfacs khow whad §em thinking or fledling, The sdunty al
Lincedr will vwork with me a8 & team o learn io resiate for respect. Thad way, overpons
wil be comonable warking and laarring logothi

We can coBec! Tha nespectiul Bhings thal | say and do in this list. O, we can wiits them on another piece of paper and put Bam in
my Respect Bax, 1 is my choice:

1

2.

3

Adults in charge of me will be walching lor thoa limas whan, gvan though il may be 3 challange, | chaost respectivl words and
tone ol voice, They may decide to il oul a Fespect Others loem Bk the one on the loliowing page. Here's how it works:

1 I 58y Of o soimsathing that shoes espsct 10 olhers
#An adull in change of ma doecidas 85 lel cshars know about i,
The adull fills out ihe Aespect Others lorm, describing whal | said or did
1 can show the form 1o Mr. Smith, He feels happy and makes a copy thal bk can kesp. and ona far my mom and dad
Then, Mr. Smith puls 8 up on e Bespect Beard for all 1o ses)
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AQK Ways lo Finish My Work at Lincoin School
(Loss of Rouline / completing interrupted work)

Agtiner s Nofps: Davd i mot he Srst chid | have encoundaied who prales
i luwah ond B2k balove pracesdng i M nexl.  To dero an aclvwily reguirns
FE-SRGUBNCIG & Speling assigrenand may be silerupied, amd, i only hat,
avptiing s ouf of ils naturad ordler, Aad fo thal the usiation of the pven
asggrman il if i ome that ks diffcult, and emotions can guickly escalife.

The oviginal copy of AQK Ways fo Finish My Work ai Lincaln School agpears
an e Ioloming page. | have only added the aows I Ihe accompansg
Mygstradian, fo futher emphasiog the process of maving fuough whal may e a
wpry chalenging siualion,




A.O.K. Ways to Finish My Work at Lincoln School

My name is David. I am an awesome student at Lincoln School. Most of
the time, it is important that children finish their work.

One Way: One way to finish my work is to finish it
all at one time. This means that I start it, work on
it, and finish it. Then, I go to another activity.

Another Way: The other way to finish
my work at Lincoln School is just as
good as the first. Here's what you do:
1. START WORKING and then...

- 2. GO DO SOMETHING ELSE and
then...
@ 3. COME BACK TO THE WORK,
2 _ AND WORK SOME MORE and
e GO do something : : ;
abia keep doing that until the work is
; finished!

Second graders often have to do their
work ANOTHER WAY because they are
older, busier, and have many things to
do. Adults tell children if it is AOK to do
work ANOTHER WAY.
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Appendix C: Additional Ideas

Appendix G condains two new |deas to help siudents with ASD learn from their losses as they encounter He's
selbacks, The Suicase Curmicwlumm: Travelng Hrough Life and The Wormy Cup.

The Suitcase Curriculum:

Traveling through Life
= Carol Gray, Wilma Wallls, & Mary Ann VanHouzen

Each year, stedenls ages 12 - 18 with autism spectram disordars (ASD) in
the Diiawa Area Intermediate School District (DAISD) in Michigan have the
opportundy 1o attend & socisl undgostanding goowp.  The OAISD is an area
encampassing many school disiricls, The annual program was [nitated
saveral years ago o mesl the needs of secondary students wio had
bmiled opportunily to meet peers with simaar lalents, inleresls, and challenges within their homa school districts. This
year 32 students altended. Meating for five weeks, the program gave sludents an opporiunity 1o share experences,
parbicipate in & program 1o bulld social concepts and skills, and have fun. Instrectors for the program includad thrse
eonsultanis o students with ASD and & social workes, wilh Suppod lrom sevaral instructional asskstants,

There is a challenge each year o find a curriculum that will address relevant lopics in an interesting and parsonally
manenglul way, especially within tho restrictons of available time. Prior 1o (he first class, the instructoss, parants,
and a few stedents met 1o identify lopics lor the program, among them, amotion regulation and social problem-
solving skills. These ideas were bulll inig a curculum based on a vintage suilcass with destinabon docals (above),

Travel was used as an anatogy throughoul the program, emphasizing how 1o “move through® uncomfartable life
destinalions. There was a “opic destination” each week that identified one of five steps to elfectively work through
fle's unexpected setbacks: Week 1 Know the People on My Team, Wook 2 Make a Plan: Week 3 Look for and
Provide Relevamn Clues; Week 4: Copdmg Mechamisms; and Week 5: Pack Well - Put if AT Togethar.

An instructor opanad each claes with o predictable dalogue: This is my suitcase. It is vintage; it is over fifly years
old. It is covered with destination decals; places if has traveled thvough for a short period of time. | am vintage. | am
over ifly years oid, [n my ife | have fraveled Mrough many destinations. | have visled places. | have had social
destinaltions, ke a birthday party. | have had emotional destinations, lmes when | have been happy or sad. Whal
other kinds of destinalions ane there in #e? Studenis confribuled mors ideas aach woek i regponge bo this guestian,
including” thinking destinations (imagination), spiritual destinations, and desiinations on the IMemat. Providad with
an interesting lrame of referance, they responded with insighls well beyond (heir years.

Visual sirategles and personalized matenials kept tings inleresting. The curricudum was enhanced by a PowerPaint
prasentation thal added color and movement. Each siudent had their own “swilcase,” @ box with an atiached Bd,
Related activities were complated each week - with noles packed inside the suilcase - along with a list of personal
sirangtihs and lalents for future referenca. To give each couwrse destination parsanal practicality, students created a
“destination decal” and pasted it 1o their box. Al The close of the cowrse, sach student left with o il suiicass,
decorated with personal decals 1o recall in tough times and packed with information to use 1o gel hiouegh tham.

The Worry Cup - san Hoskman

Ben Hoakman is a young man with lats of tlen and greal ideas, as svidenced by his strategy for slaying calm and
keeping in control, The Womy Cup. His original arficle appears on ihe lollowing page.
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_ﬂ\& worr}/ cup

The viOrry Cup e uses for worryi;:rj Gbort
thirgs,, Most Of +he things T use It for wos
ﬂrgj?irilb, Which T 5+iH£:J‘f Iikal) We proye
Glaout themy, G after school we pulled them
out ard tolked okt them L we had ony
we didnt heed, +hen weld throw them OW&}/:

Lf voud like 19 youor your chidéen

Can pick o Spscial cap They like: Write
the verryies oh piec of paper; and put-them
in the worry cup. You can even pray aboat
Hem When you or Your childpen et home
from work or schwl, then talh alout thom,
Ard if there Ofe any that Yoo don't e, then
thow Fhem Guty,

L kept my worry cup by the deot” and
betore schwl, T8 put- my worries jn the cap
You or your Childrer Can ik g Pbce for
the cup Folow gll these directions, ard
Vou and you Chitlen Should fid that you

don't have &FQTHWOW’I&'_ZL_OW hin\sb.

A il ]
By 4B Hochmon), age &




