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A fam ily’s world of ten turns up side down on the day their child is di ag nosed with deaf-blind ness. One 
mother lik ened the ex pe ri ence to rid ing the “Scram bler” at a car ni val. Just like the phys i cal gy ra tions of the 
ride, her mind spun round and round in diz zy ing cir cles as she was emo tion ally pitched from side to side. 
When she reached a sta ble cen ter for a fleet ing mo ment, she was imme di ately flung so far in the op po site di ­
rec tion that she feared she would let loose and fly off into space. The spin ning did even tu ally stop, and she re ­
gained her equi lib rium. She cred its her fam ily, friends, and the state deaf-blind pro ject fam ily spe cial ist with 
help ing her to steady her self and take her first steps in this new life. 

Over the past thirty years, the sup port move ment for fam i lies of chil dren with dis abil i ties has de vel oped at a 
rapid pace. Mon u men tal ef forts by par ents have been the pri mary impe tus. In the early 1970s the first par ­
ent-to-par ent groups were es tab lished, and in the mid-1970s the fed eral gov ern ment funded the first par ent 
in for ma tion cen ters (Par ent In for ma tion Cen ter, 2002). In 1994 and again in 2000 Con gress en acted the Fam i ­
lies of Chil dren with Dis abil i ties Sup port Act. The first finding in the act states, “It is in the best in ter est of our 
Na tion to pre serve, strengthen, and main tain the fam ily” (Pub lic Law 106-402). 

Fam i lies are the most likely con stant pres ence in the life of a child with a dis abil ity. As a child grows older, the 
con cerns and needs of the fam ily of ten mul ti ply, cre at ing an ever-grow ing need for support of the en tire fam ­
ily. When the child is an in fant, the pri mary con cerns may be re lated to med i cal or fi nan cial is sues. By the time 
the child is a young adult, the fam ily must con sider these, as well as is sues re lated to em ploy ment, liv ing ar ­
range ments, ed u ca tion, tech nol ogy, self-ad vo cacy, and con ser va tor ship. An 18-year study of early in ter ven ­
tion pro grams found that if we ex pect to have an im pact on the lives of chil dren, we must of fer com pre hen sive 
sup ports for fam i lies (Reynolds, Tem ple, Rob ert son, & Mann, 2001). The needs of a child are in ex tri ca bly tied 
to the needs of the family. 

In re sponse to this in creased fo cus on fam ily sup port, the United States has seen an up ward trend to ward hir ­
ing par ent, fam ily, or con sumer rep re sen ta tives to as sist in de sign ing and de liv er ing sup port ser vices for spe ­
cific pop u la tions of in di vid u als with dis abil i ties. In deed, many fund ing sources now re quire this 
rep re sen ta tion. There are mul ti ple ben e fits to this, a few of which are: 

• Fam i lies of ten trust one an other more than they trust a system. 

• Fam i lies are driven by personal ex pe ri ences and pas sions. 

•	 Fam i lies serve as a re al ity check for pro grams, en sur ing that ser vices are planned and de liv ered in a way 
that is ef fec tive for fam i lies and chil dren. 
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Siblings: Unusual Concerns … 
Unusual Opportunities 

Julie and Mark Martindale 

It was a Sunday morn ing, and we were fran ti cally 
round ing up our four young chil dren at church, 
when a few words from an ac quain tance stopped us 
in our tracks. It was Christ mas time, and all the chil -
dren were sup posed to sing in the school pro gram 
that eve ning. Our son, who uses a wheel chair and is 
DeafBlind, was go ing to be part of the pro gram with 
all the other chil dren. As this per son looked down at 
Aaron sit ting in his chair, she asked, “Is he go ing to 
be in the pro gram? He can’t sing.” Many emo tions 

stirred in us imme di ately—an ger and hurt at the in -
sen si tiv ity of this in di vid ual and even em bar rass -
ment and self-doubt. Maybe we should not have put 
him in the mu si cal. 

It was our son Ty ler who an swered the woman sim-
ply and el o quently as we stood there still stum bling 
for the words to say. Ty ler said with con fi dence and 
pride, “My brother can sing. He sings with his eyes.”  
If some day you meet our son Aaron, you will know 
what Ty ler is talk ing about—be cause Aaron does 
sing with his eyes and he says more with one smile 
than most of us can say with a thou sand words. 

But it was Ty ler who amazed us the most with his 
an swer. It re flected ac cep tance, in sight, and ma tu -
rity be yond his years. This was a turn ing point for 
us. We know that in all the wor ry ing we had done 
over our typ i cally de vel op ing chil dren, we had lost 
sight of the ben e fits that come from hav ing a sib ling 
with spe cial needs. It is not an easy road for sib lings, 
but along the way they learn skills and form at ti -
tudes that can help them through out life. Their ex -
pe ri ences are not re ally that dif fer ent from ours as 
par ents. They did n’t choose this road for them-
selves, and through the tough times they learn that 
life is not to be taken for granted. And with our help, 
they can emerge as stron ger, more sen si tive, and 
self-as sured hu man be ings, just like us as par ents. 

We’ve spent a lot of time wor ry ing about the ef fects 
of the ex tra at ten tion that our spe cial needs chil dren 
get. How could we pos si bly ex plain to a two year 
old why the phys i cal ther a pist was com ing to play 
with his baby sister, but not with him?  She is “spe -
cial,” but so is he. Was this go ing to make him feel in -
se cure?  Would he feel too much pres sure to be the 
one to suc ceed be cause his sib lings would n’t be able 
to do all that he was able to ac com plish?  Would he 
grow up resentful or an gry? 

In the book by Don ald J. Meyer et al., Sibshops: Work -
shops for Sib lings of Chil dren with Spe cial Needs (Paul H. 
Brookes Pub lishing Co., 1994), the au thors list some 
of the most common con cerns that are as so ci ated 
with be ing a sib ling of a child with spe cial needs and 
also some of the many pos i tive op por tu ni ties for 
growth that sib lings have. Here are some ex am ples: 

Unusual Concerns Unusual Opportunities 

overidentification maturity 

embarrassment self-concept & social competence 

guilt insight and tolerance 

isolation or loss loyalty 

resentment vocational opportunities 

increased responsibility pride 

pressure to achieve advocacy skills 
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Aaron with his broth ers and sis ters. Aaron (11) is at the 
bot tom, then clock wise are McKenna (10), Hope (8), 

Brennan (4), Ty ler (12), Jor dan (6) 
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Deaf-Blind Perspectives 

• I en joyed this is sue of Deaf- Blind Per spec tives but I am not on your mail ing list. Please send fu ture is ­
sues to the ad dress be low. 

• I’ve moved! Please send fu ture is sues of Deaf- Blind Per spec tives to my cur rent ad dress. 

• I’m bur ied in inter est ing pub li ca tions! Please re move my name from your mail ing list. 

Name: ___________________________________Agency: _______________________________________________ 

Street: _____________________________________City: ______________________State: ____ Zip: _____________ 

E- mail ____________________________________  Com ments ___________________________________________ 

Mark appropriate categories (3 max.) 

• Person or parent of person who is disabled • Regular education (non Spec.-Ed.) 
• Special education (e.g., teacher, aide) • Therapist (e.g., OT/PT/speech) 
• Administration (e.g., Dept. of Ed., project director) • Teacher trainer 
• Service provider (e.g., social worker, group home) • Government personnel 
• Technical assistance provider • Medical professional 
• Higher education teacher/researcher • Other ____________________________ 

Please send my copy in: 
Mail to: Deaf-Blind Perspectives 

• Grade 2 braille • Large print Teaching Research Division 
345 N. Monmouth Ave. Monmouth, OR 97361 

• Standard print • ASCII (__ Disk __ E-mail) or call Randy Klumph (503) 838-8885, TTY (503) 838-8821, 
Fax: (503) 838-8150, E-mail: dbp@wou.edu 

All is sues of Deaf-Blind Per spec tives are available on the Internet at  www.tr.wou.edu/tr/dbp 
1103 

Deaf- Blind Per spec tives is a free pub li ca tion, pub lished three times a year by the Teach ing Re search Di vi sion of West ern Ore gon Uni ver sity. The po ­
si tions ex pressed in this news let ter are those of the author(s) and do not nec es sarily re flect the posi tion of the Teach ing Re search Di vi sion or the 
U.S. De part ment of Edu ca tion. DB- LINK and NTAC con tribute staff and re sources for con tent, ed it ing, and pub li ca tion. 
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