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I. INTRODUCTION

The famrlv is vlewed as the backbona of civilization, as the institution
upon which society's mher institutions rest, and as the source of each
person’s ability to relate to others and form an image of the self, or an
identity. When people conceptualize a family they see it composed of a
father, mother, and two or three children. In short, they see a nuclear
family. ‘

. Inits broadest sense; ‘'‘family’’ refers to people related not only by
- blood; but by sentiment, marriage, agreement, or circumstance: In

.addition to the nuclear family, there are single-parent families, foster
" tamilies, extended families, ‘‘blended’’ families, couples without
children, communal-style families, and other forrns of family life. Thrs
booklet is addressed to all these forms. Clase friands can play a role in
the support 's'y'éi'e"rh’ of IhdiVidUélé or f'é'm'iliéé as Wéll

srgnrfrcant in the life of a person who is disabled, and who, even though

- not family members, perform functions whrch are thought to be what a
family does -- both with and for its members
Depending on the ages of its members, the famlly is charged with
varrous and complex rnsponSIbllltles Among them are caregrvrng,

emotional support, helping with education, mstullmg values and

discipline; providing for leisure and recreation, maintaining safe and

sanitary living quarters, attending to health needs; while at the same

time ettending to members’ needs fot independence and self-

expression.
"hrs |s a taII order for most peOpIe who may Iack the education,

these needs, for each famrly member — and the demand is even more

awesome for single-parent families:

However, when one or more family members have physical and/or

emotional disabilities, thers may be addltrnnal responsibilities. These
include:

Co
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physiral snssirnne inindudds sohaol, ok site, tearspartiation
ayatame, ranting plaras, Ihd racraation sites

o Baing awarg of and managing thae amotonal aspacts of digabihty

wiiﬁuﬁ ffiq Iarmly, an thqy ml.m' to the disablad parsae, faenrs;

* Jim-mwmr, DK rrmm an ‘anwrrmrrmm itk b the efiiabilard porson
Can o move towarr rmazirnur mlmphnduru i
s b, orring Yrnowlsdgeabia abiout the nghts At sisezines to bk
the dinabled family msrmber 16 antitleed
o Comnmunicating the neerds bi the disablad person ann of the armily

1 service prowdqrv and m 'xr)rw-ty
. s/lrm.tormq thw s,y'tmri 10 85T rhm th:-'n nth 4m} 'f«ré»ix%}-;- 5?&-

lukellhoud of pmr)tmndl mvtm"t, druq dnd/m al( m nl 4b|)'ﬂ 4r|d an
mcmd sed chance of famlly crigeg. NG farnily can function ntotal

isolatinn. There scmply are nnt ennugh resourcss withiti 3 f.:rrnw te; falfill
all the responsitilities with whreh it iy charged. This i% partirlarly teige
when we consider the family of a disabled parson

When a family member s disabled 1t.ig c-xpnrmnr e on home laevel by
each ‘amlly member. When disability occors in a fdrmly rhangss in
feelings, attitudes, lifestyle, financial conditions, energy and tirns
expenditure, relatuonsh:ps and mdf'p"ndhri(‘v' may all be felt. Entire
families can temporarily become as “'handicapped’ by disatilement a% 13
the disabled féﬁiily iﬁ@iﬁtiiék They can lose the ability to ops.

The term ‘"coping.”’ as it i1s used in this context, dogs nat only
connote ‘‘acceptance’’ - éiiﬁbdgﬁ acceptance of disability 1s no a5y or

simple matter: Gopmg also rriﬁdns that the invalvad persons antively

assume responsibility for their own welfare, by strugghng with
problems or obstacles, thus gaining the krinwledge needed to solve
problems.

While the impetus to solve problems stems from rhp detwrmnatlon of
the people who are pnmanly affacte-d the prorr»ss nf coping doeasg not
5 lrﬁbdiiéht in that it

self-reliance enhances 3 person’s abnllty to receive help; sirich it

promotes equallty in the relationship between the hnlper and the person

wha is helped. It affords the receivers of help the ability to choose
! e
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II THE PRGG‘ESS OF '

UNDERSTANDING DISABILITY

Pevﬁam lhe most raahsm and ageful wg; 101 iammes (0 und{zrs‘amf

_ and endygre digability ts by v»ewmg it 858 proress. The axpotience of

‘Disabiity s ditficult 16 discuss bacauss t changes oves time At imes
_the Bmitstions inposed by disabiity are nainfilly evident, while at atkes
nes driabifity’can seem to be ro impos tion at all. Because human

bemgs can become disgbled at any point in the hfe cvclef

divélopmemai processes may be nvolved. What ever a
'; medens 1o 8 farmily at'one time: s meamng wil chang

wﬂl not remain st Na:thev woll Ahé persona mes
Adnmmem w0 g:sab,my is 3f P enged process

blement 7
1 4 igte s rvrml
ica) eijvigtiﬁrngm

coni.cis and

iasdh:ttons yHich take place thiough the hite-span of tha allected
bi?ibh’ and Kis or Fer tamily. In this respact it s idéntical to the .
KN pfocasses ~f adgus'.men: 10 any mher ife cn;es crailénges or

'Conticts But 1t is-unigue 0 that +; may hiave 3. !ong tesrr impact on

OOmWJ?TW.a

personal reint onshins. SQ“ -image: phvsv"z* ang'ermoticngl nealth,
1. 183rrung. employment, [1ansponation, an: -3cyea:ag'g )

qu SItUBLONY }aza the pctenhal to a!fwf 38 m{ny Fipe - ig i i:jén;'mé

as does C:spbiernan
Numerousl Fectors will influgnce the exrent 10 sebich a tam,ly wm

sutter the elfects of permanent disability: Many. ol these actors wil b

_covered mare fully in later sectiors of this

‘which affact huw a family expengraes
mnen mc'rens '

-

Fbt“l

y 1o parent wiil

scoklgl The maor factars
7sab!nmen! o! a member gee

‘Physical and emiotiogat wealtn o famity merebers

ramphisereg boih the abdity to gt gl
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Contacts (peoplel wheh a lamll', has ot is abie to- eqtabush

Awarenass of tesowces in xhp wmmumw wh-ch me family can
T use N
Extant” to: whu:h thi commw:tv pnesents bamers hoth physncal ‘
and artudng! N

Admuacv and respnnsweﬂess of the sewaces svstem
. Wmmgness on the pau of service pmuders tg «)mpathnze with and

- . include-the !am-iv in me qrowm of Hs d:sabted member:

- . " Al of these factors can pe thange‘d to a greater or lesser degree .
- - -hrough expenance. education. gssertion. determiation. and support. A
nostile’” enviconment inside and outside of the_ family can make the
problems assaciated waith disability insurmountable. Conversely. an
g ~encouraging family and external envirtonment can further the

5 | ,
OUTER fngens - i Lo
l‘

&

* understanding of disability and soften its nmpact Viewed in this wav.

disablement. i and of 1sel. loses some of its negatve power. It thep
. tecomes an issue:o! what people do ard fee! about it. how people go
.. ~ about the busmess ot living wuh if, and how people grow despnte its
- F adverse effects.
-* People frequently have trouble coping wuh ihe husnouou duting ‘the

occasiongily lengthy period it which a diagnos's s bemg made of their

mtemiaﬂv disabled famnlv mempber. A thousand quesuons will arise.

- "How long car this problem ke expected to last?"" “"How incapacitating
ns this problers?” -

"

What ef!ect Wnl! xh-s dnsabihlv have on the lam:lv?" :

tonsent to tréatment ot testmg if the * patlem s 8 mmor under thait

: guardmnsmp or i$ unabie to gwé “informed consent.”” For many

families, this penod is the:r first expenence in dealmg intensively with

o - the méducal pfof5€§ion or the hosmtal world Few are prepared for the
: .. impersonality and fong waiting penods which are often a part of cl-mc

’ and hospitat care. -~
~.Somée families-question the competency and crednbuhty of the doctors -

mvolved in diaghosis and treatment of their relative. This is particularly

irue and quite justified when conﬂuctmg diagnoses are made. Problems

with credibility intensify: when the family is not included in the’

diagniostic process or is-not bamg kept fully mformed Feelings of <
helplgssrfess and dependency on the meducal professnon can altergmalv
_turn into resentment towards the docmrs involved, ok over-reliance on
S them to dictate prognosis and treatment. When a family member is ’
- seriously ill. Rospitalized; or extremely incapacitated; trust in the

.. medical profession is required (although it-often is given with much

.

. trepidation on-the-part of the familg.q - ) .

ale -




L

- . \
Fwilm are often ambwalem when a firm dmg;nosm is maage. On the

one hand, néed to know what the problem is so that treatment

.
.

> andior rehabilitation’ cqn begin and a name can be attached.zo the

_problem. On the other Hand, the desire not to know is strong.

.- particularly if the prognosis is poor for the person's ability to either
_ ‘achieve (it disabled from birth) or regain normal functioning. Diagnosis
« s particularly painfut for families and their. d:sabled member when a

degeneratwe disease process; such as musc:ular dystrophy. multnple

- sclerosis, arcystic fibrosis; is present. Such disabilities can be even

~-more traumatic for iat!l!llie:'g 'since some are linked to heredity. and
parents are forced to consider the risk of having more children or the
danger of the disease bemg present in, or carried bv. mher family .
membars. 1 j

~ In those instances When the best diagnosis and/or prognosus mst
_ remain tentative®. Iamdv membars may find the stress of uncertainty

- intolerable. Or. the way in which the tiagnosis is presented may paint

" an unnecessarily bleak picture of the prognosis for the disabled person.
, This can/undermine- the hope the family needs to carry on:

.. The tim qf dtagnosls i3 often tha time whan the family is m shock
. ~tmd may be reacting amqtuonaﬂy Thay are frequantly unable to fully

oomp hend what they hear even though it has been thoroughly

e - This is the very time when & reasonable; mqumng. and less

emotional approach is most needed. Sgmetimes it is wise to ask

. another adult famiily member or trusted friend to accompany the

y immadlate family membars to maducal visits to give support. Below are .

addnibnél s‘uggéstlbns which have helped famlhes

' °Be preparad to mesent as much mformatuon as possuble about

. Wme out vour quesnons for the doctor and be sure to ask them no

° matter how 'trivial they may seem to you at the time. Brmg and use

s B tape recordér 77777777777777777777777777
- 10 you. If you do not agree on a procedurs or a course of
.+ treatment, state your objections and reasons. ]
. & Sometimes you may want a second, or aven thlrd opinion. It is
your right to requast thusgaé a family member of a dusable&péiéb’h, :

especially it s/he is unable to make the request.

¢ Read and ask about the dusabuhty.,Pubhc ibraries 8ften have useful

) mfcrmatmn which can aid you in becoming a more knowladgeable
- _participant in' the treatment protess:

- . Call the nearest organizations which spéciallze in the dlsablllty in,

. question (see Chaptdr X for a list of national organizations). Talk 'to
them about your famuly situation and mquira ‘about the help they

can offer to you now or in the fatured 4

Ll

P8
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Share information and feelmqs wuh vour tamul\ and fnends Many

of the difficaities famllrelr feport having in the early stages ot
disab«hty are due 0 the fe& ings of isolation trom others who are
LO(’!C@I’Ued and who can offer support or constructive advice. Do
not depend at this time on people who are themselves 50

disteaught about the disability that they are not only unable to offer

support but"need a great deal ,of suppon themselves

if the 1am|ly meinbef fequares ewtenswe Eospnta! treatment, and is
medtcally fragrle ask the hosp»tal soc:al workers, nurses, or
doctors what arrangements they have for overnight stays at or
neat the hospitat. Snﬂte of the larger hospitals, particularly where
chidren aie treated. are beginning 1o provide r§0n~° fa: tamilies of
Rospitalized patients.

Despite the disabulity, the disabled p‘Eon is 3 person tust it 1s

sometumes rasy to forget this tact when so much axxennon is pald
to the medscal or functlonal cnsabnllty partucqlarly during duagnoshc
phases Honesty love and fespect between ihe famsly and

Except where fapld angd irreversible mental or phvs;cal detenorauon
has taken place, the person 1s essentially the same as before the

diagnosis (or perhaps has even improved).

Planmng for theifqgure can begm if only tentatuvely It is not too )
soon to look into rehabilitation programs and services. This subject
wﬂl be covered in greater depth later on. However, famiiies are
often not informed of the prdgrams available to them and their
disabled farmily member. This can -needlesslv waste the tamily time
and energy. ..

an
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' TO DISABILITY

. In this,se’i:ti’d’ri we will discuss some of the most frequent emotional
. responses to disablement. We would like to help famulles understand

'that what they" ‘have felt; or are now feelmg. could be considered

‘‘normal’’ reactions to a difficult and stressful situation. Recognizing,

‘undarstandlng, and expressing the emotions associated with
" disablement enables greatgr mastery of daily inconveniences and
obstaclés. Therefore, because disability is first felt emotionally by the

: farmly. and emotionally and physneaily by the disabled family member; it

; as w:thm this realm that we will begin.

BENIAI;

Denml is the most common In/t/al reactlon to dlsablement People use
‘denial to shield themselves from the ~overwhelming emotional pain
: whtch fuII recognmon of dlsablllty brlngs Each famlly member will

" attitudes about d;séblement ana their emotnonal strength: Initially,

deniatprotects the person from being enguifed by pessimism, despair,

and frustration. Tom; a middle-aged man with grown children, said,

Aftéi ,tljé ddct(ji ttjld me thé( my heart was ii'i,b’é’d shébé ﬁi'id that I,

would have'to'undergo triple bypass surgery, | went out and played

three sets of tennis. My son found me at the court and really bawled
.me out for taking such a chance. with my life. | guess he really loved

~ me-if he could get sp éngry with me. . -

While few people are qunte as axtreme as Tom was in this mstance,

’denlel of the dusablmy or its potentlal seruousness'od’curs quite ..

frequently The father of a\chlld who was botn with club feet couldn't
" .aven use the words ‘'club fest,’* until after successful surgeries were
performed and h|s Chl|d s tects were corrected. * -

-lliness; and dﬁl§9[d9[§i %fwses of the brain or internal organs, can be

f time slmply because thev are not noticed -

denied for longer perio

bv most people. 1t is therefore gasier for the disabled person, and/or his
famlly, to deny the existence of the dusabnhty on a wholesale basis.
~ Denial becomes harm?ul when, the existence of the disability needs to
be recognized so that treatment may be carried out and adjustments

\
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solel.y tp avoid the possibility of havmg attentuon called to the dlsablluty
Usually; denial cannot be maintained. Eventually painful feelings of

: loss, anger, fear, guilt, worry, frustration; and depression occur. Since

depression mvclves all of these feellngs often at once; considerable

confusion can be expenenced which compoands the dlffuculty famlly

members may have m,expressmg their feelings or explaining | lrratlonal or
puzzling behavior. Families will nosmally feel depressed for many '
months following the recognition of the permanance of disability and,

as it is composged of other thoughts and feelings; chief among them

being loss; anger, fear, and guilt; ‘these dther feelings will be explored in
more depth.

LOSS

Any type of dusablllty always mvolves Ioss Wthh is felt on at least
two levels. The first, and most obvious, is the loss expenenced ona
functlonal or practical level. 1“ne pérson who is disabled has lost one, or

more than one; abullty to function as fully as s’he would have before

becoming disabled. Since it is this functional or practical inability which

iS most apparent, it is thts loss which is most easily identified and

acknowledged. The parents of a developmentally disabled child see the

child’s inability to meet the normal milestones of infancy and childhood
and may feel the loss of autonomy and mdependence as they foresee

long years of struggle ahead.

For adults who pecpﬁrneiguidjienly dlsabled,.the Ioss of moblllty,
hearing, sight, or control of bodily functioning, canbe more devastating
than a gradual loss of functioning yyhnﬁchﬁysﬁnoﬁtfqylt, so dramatic. The

loss involved in chﬂdhood disablement; such as d elopmental

disability, is most often felt by the family first, anfl only later in'the
deve!opment of the child when s/he perceives s/fe is different from
most other people. Loss on a functional level mdans that the person

cannot do certain things. S'he either cannot do thlngs in the same way

as most other people can; or s/he may be completely unable to do some

thungs
Another level of loss which occurs with disablement is loss of a

fantasy, plan, or dream for the future: For example; a person with a

traumatic injury, which creates a permanent paraplegua will experience

a lagg not only of mobility but of the ability to participate in athletics
and té\

image of self as s/he was or perhaps had the potentlal to be. This can

..

erform sexually in the same manner as before. S/he has lost an

cause a temporary loss of self- esjeem The person’s famlly experiences

the same feeling of loss in varymg degrees.
) The famuly of a physmally or mentally dlsabled chuld experlences the
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. . esteegn frorn ,soplety as'a result of havnng an ”|mperfect” 'chlld.and.

R‘(‘

consequently, ajoss of individual self-esteem. They may also have had
fantasies and expectations as to what this child was to be; which do

-not correspond with the reallty of the child’s ahilities:

ncompasses a painful constellatron of feehhgs Deep SOITow

: ahd rief are often\accompamed by anger and rage, as well as a sense

of- betrayal as exprissed in the words ‘why me?’’ Sometimes feelings
of bitter dusappomt ent arise. These can be turned outward as revenge
onto society or othel family membe:s; or inward as self-condemnation.

Fear of death, fear of emotlonal or physical pain; or fear of further

disablement can also be felt.

The healthy expresslon of loss can be seen as-a process of allowing
these and other painfui feelmgs and thoughts, whuch occur overa
per|od of time, to be felt, acknowledged and even discussed in a safe
environment, without fear of retaliation. It is jmportant not to hold back
or bury feelings unless, after expressing them over a period of time;
they have changed or.have greatly lessened. This may bg hard to do,,

not only becausé it is palnful to openly eaipenence loss; but because our

somety seems to value emotional control. This climate of suppression -
can psychologlcally harm the famlly if it Ieads to bottllng up expressions -
of 'sorrow, grlef _anger, and other emotlons Chl’OﬂlC depresslon can

fully felt expressed or resolved
Expression of loss generally cores about slowly, in gradual doses.
Grief and sadness can reappear suddenly as memories or fantasies of :

what has been lost are triggered. Expecting that this will happen will

help in overcoming the effects of gnef lt is part of the reconstructive

process.

CANGER T T e e o e

Anger gives many 'pj_eop'le difficulty. Frequent feelings of anger ,
écc'o'rﬁpahy physical disability, particularly in- |ts early stages. It can take
many gunses aside from the full-Blown yelling’ which most frequently
comes to mind. Some of the myriad forms anger can take are:

; Frequent and mlld -to- sévere frustratlon
"» Rage (with or without ‘physical violence)
" e Blame of others, or ‘‘the system’’ (“It's thelr fault!’’y

Chronic resentment lreasonable or unreasonable expectations not -
met)
Gunlt-mducrng behavior l”Look what you d|d to me”)
Extreme passivity ("'Do it for me; | can't’’)

Martyrdom l”kulhng with kmdness” at the expense of selfl
10
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¢ Over- solicitude or patronizing others

— —_——— —— — i
Al

* e Hostilky ("'I'll get back at you somehow’’}.
Anger in and of itself, can be considered a pure emotion just as are
sadness, joy, hope, or fear. It can be expressed in its pure form, or, as
] above, with other motives or actions attached. Or it can be felt in
e combination with other feelings; such as fear.

It is very difficult to adequately express and then let go of anger

toward disability, particularly permanent disability, Fecause it seems so

unfarr We want to make sense of it and yet we cari ‘t. We want to
make |t somebody s fault, and |ndeed in some few Instances erther
directly. or indirectly, it was! Sometimes it gives one temporary feelings
of relref to focus on someone or somethrng other than oneself Doctors

anger — sometrmes Justrfrably so. N

Anger can be destructive if it is misdirected, as in some of the

prevnous examples or if it is bottled up and turned mward as an attack
on one's self. Such m|sd|rected _anger becomes seIf-perpetuatlng It can
sp0|l not only a person’s outlook on life, but close relationships as well>, '}
Both misdirected and bottled up anger can be |IIustrated by this - N
example / .

J

Angie is a bright, healthy fourteen-year-old girl who; because of

being injured in an auto accident at five years of age; is disabled: She
cannot walk wrthout the help of braces and canes, and thls she does
very slowly..In ali other respects, however, she is physrcally normal
She is still being dressed and groomed by her mother, Jean; and
because she previously had refused to do household chores or keep
her own room clean, she is no longer asked to do sc. Instead, her

mother; who also has a full-time job; cooks and keeps house with

© some begrudgrng assistance from Angre ] erght-year old brother;

Jason; Angie’s father, Carl, who was driving the car in which Angie

o

was m;ured occasronallv berates hrs wrfe for berng too easy on

member and withdraws from mteractrng,wrth them. In the past year,
Jean has been an extremely active, vocal, and irate member of a =
“small group of parents who are attempting to reform Angie’s school. .

Among other things, this example illustrates the importance of good

communication and task sharing; which in this family could not be ,
accomplished without first uncovering the misdirected and bottled-up
anger (and guilt) which hampered each

amily member. It wasn’t until
Jaspn becaime constantly ill with Stormat

» pains that the famlly doctor

: recommended famrly counseling:-to them.) Fortunate*y they were able to
' 7 - 1n
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understand their feelings and how these feelings affected not only their -
family relationships, but their other activities as well.
‘Anger is a normal and natural response to disability — to berng hurt.

" And it is felt by the entire family. It is important for the fam|Iy to

acknowledge their anger without resorting to bIamrng each other or

using other indirect avenues of anger expression. Sometimes -it-is-very

beneficial to ask someone (who you know will not judge you negatrvely

' " or reject you for feellng angry) 19 jUSt sit and listen to your angry

thoughts and feelings. If no one can be found who would react
unemotronally to you, use a tape 1 recorder or write your anger on paper

" It's essential to express it, even if it seems irrational. After all, there's

nothing rational about disablement.
FEAR i
) Another feeling which everyone has at some times bﬁt which

- becomes partlcularly pronounced wrth dlsabllltv is fear Fear of: pain,

being alone, financial insecurity, total dependence, Ioss of love, ‘the
future, independence, or even death, can become major preoccupatlons
for those facing the emotional stresses of physical and/or mental

rncapacntles

The person who becomes disabled suddenly may fear a now-

.'dangerous outside envrronment which once felt relatively safe. The

presence of curbs and steps, of barriers in attitudes, and of needing to

make complex plans to.execute what may be a relatlvely srmple task;

“cause realistic fears to arise. The tendency, then, may be to retreat at

least temporarrly, into an environment that is manageable and

- controllable.

Different fears are associated with d|fferent d|sab|I|t|es For |nstance,
people who are blind or deaf may feel that people are talkrng about

them or playlng tricks on them because they cannot see or hear all that

for bas|c assrstance mav fear abandonment by those on whom they

depend, or its opposite — being engulfed and controlled by the
physically needed person(s).
The person who is deveIopmentaIIy d|sabIed or multlhandlcapped may

fear greater independence. And, the impact which the prospect of

mdependent Ilvmg has on the family of a.developmentally disabled adult

has not been’ fully appremated The adjustment which the famrly must

" make, often without sufficient support and information, can have the

same intense quality as when the developmentally disabled child was
newly diagnosed. .
Generally, these very deep fears drmmrsh over time as reality, Sl
experience; and-practice aid in repl‘acmg them wuth action. Drsabled
people and ‘their famrlles should not be surprised, though if fears '



14 |

'77 - . C . S . .
occasionally surface. This is entirely understandable given the very real

. difficulties they must face in the longerocess of adjustment,

¥ particularly if the course of disability is uneven or downhill,

A major fear of those who have progreSsive diseases comes from the

lack of predrctabﬂlty one faces: Hope alternates-with-despair, relating to

one's endurancek health, perhaps one’s amployment and other areas of

life. How can one function with such uncertainty?
Many elderly people aré beset with real and terrible fears, some

brought about b\A financial insecurity or poverty, others by failing

physical and mental capacities; and others by lack of safety in their .

¢/ environment, which can cause |soIat|on

Planning for ¢ emergencies and back-up support; as well as having

" some financial reserves, tan go far to aIIevrate some of these practrcal

fears Knowledge of what may be expected |n the course of

being caught compIeter unprepared for a crisis. Further, families can
turn to agencres for assrstance

GUILT
Guilt is one of the most compllcated anﬂ' deyastating of human

emotions because it tends to be c|rcuIar that is, it leads to denial of

gurlt anger, actlng out shame or remorse ‘more guult or other such -

" thoughts and actions than is warranted and are consequently ina

“position of forever ''paying back’’ for wrongs they have not committed.
Others.seem to have an rnsuffrcrently developed sense of guilt, are

unable to accept responsibility for the negative consequences of their

actions, and usuaily tarn their gurlt feelings into angry attacks on

others

from many sources; among them are:

* An exaggerated sense of omnipotence; that is; the person feels

s/he has the ""God-like"" quality of being able to wish or WI"

something negatrve to happen

* Parental or other influences in early years havnng the effect of_

i making the child feel responsible for the “"bad’’ things that
happened to his or her- -parents, to him/herself or others, but for
which the child was not actually responstble

* A feeling that if something is dénied another | person harm will take

place; this can result in failure to assert oneseIf and fear of
} drsagreement '
* Failure to acknowledge or attempt to make reparatlon for harms

actually committed can cause guilt feellngs to linger

¢ An nvarlv critical attitiids tnwardernan’s 6alf and ~dhara




Acti®ns which arise from feelings of guult usually cempound the ‘

problem. since they can result in extreme self-sacrifi

bargains which are made (based upon unacknowledged

. guult) caf lead to resentment, anger, and the same circular pattern as
* was previously: described.
It |s |mportant to uncover and analyze the sources of excessrve gurlt

feel overwhelmlng guilt over wishes that their child had ot lived. The'y

are often unable to express these thoughts to one ‘another, and they

o become deeply buried Or they can feeI that ! God is punlshlng them for

L of shame and gunlt if not dlrectly expressed, can Iead to suppression or <
" misdirection of anger, conversion of guilt to excessive fears and
‘ worrying; emotionally induced iliness, or overprotection of the child.

,,'j - Disabled teenagers and adults can feel a great deal of guilt about

_=* thoughts of suieide or of otherwise harming themselves.

Families can help uncover guilt feelings, whether warranted or

: unwarranted by permitting family memrbers to communicate freely

abotit their guilt feelings. Sometlmes even bringing up the topic of guilt
- by such '‘erercises’’ as having family members write-out their

_responses to statements beginning with '’l feel (felt) gurlty when .
,-":"and drscussung their responses, can help.

N
(b}
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IV. DEPENDENCY INDEPENBENCE

AND INTERDEPENDENCE

All peOpIe are soclal ammals, and all people are dependent: The

, human infant remains physically and emotvonally dependent on its

*-family Ionger than any other creatare in the animal kingdom. Centurles

ago; societies considered that adulthcod was reached during.the

teenage years as_soon as the person was able to reproduce chlldren and

to work: Emanmpatnon accurred much sooner in the life-cycle bet dse

life spans were shortened by disease, wars, and other hardshrps N
Today, even though children may be physically mature; they are seldom

emancipated until they have reached their twenties: So, our society mot

only condones but encourages a certain amount of dependency on the
family through young adulthood:

Society also seems to condone more dependen' behavuor for garls
than it does for boys: The women's liberation movement has polnted

out the differences in how-families socialize girls to be less competitive

and aggressive (at least overtly} than boys. Fortunately, famllles are

becommg more aware of .these differences in attitudes in- rearing

children and are accepting and encouraging variability in behavior for
both sexes. :
Emotional dependence on others changes and decrea es W|th age but

the healthy mdnvndual In tumes of stre'so we are

is always present i

emotionally more
encouragement. We may also be iriore dependent physncdlly as our
energies are taxed and activities which had been e easv a'é more difficult
to_perform. 3 : .
Increa§ed gmotignal dependerice may Iast a Ion time, even after a
crisis has passed. lidjcns'tﬁéﬁt to changed circumstarices requires some .
time, pataence and people who are able to understand and respond to

the greater needs for - -assistance.

For a drsabled person a certain amount of physrcal dependency is

often necessary because of the limitations imposed by therenwronment
-on mobility, employment opportunities, recreational outlets; and so

~ forth. The amount of dependency on others {or on spemal equupment)

also will vary with the disabled person’ s physncal or mental limitations.

Spme mgntally retarded mduvuduais may7 always reqUIré some s%rt of

super\‘nsnon if their jodgment is severely impaired. A severely physucally

-disabled person may be unable to prepare meals, turn in bed, or use the

toilet without assistance. Environmental controls, assistive devices; and

recent breakthroughs in_communication aids hold tremendous potential

-";~_for maximizing self- suffuclency for disabled people: Attendant care is

1_\' o
. - e - -
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- also an increasingly recognized need since *t1andants can help fanilies
~ reduce the amount of time they spend caring tor their dosabied

member’s physical needs.

However, since supportive devices can break down and supportive
;aople can be unavailable, famuly mambers may be the only back-up
people to whom the disabled person may turn. Whriile plannirg fog
aiternative supports during these pericds of ‘‘breakdown’’ car help {0
pravent crises, changes within the services systems wil! aiso be

-~ pecessary to minimiza the risks in living independently for severely

_disabled and aiderly persons:

Bat it is emotional over- dependence whnch is 80 difficult to change

Over-dependence usuaiw begmn as soon a5 the famlly begms to treat
the disabled person differently than they traat other family rnembers.
Thay may make specual allmances because of feer ngs of prty or gu:lt

Sometlmes a cycle of caregwmg. characterized by alternating gu;it and
fé@@ﬁij@j’aﬁ’i&@j{é@ijfiii car be very hard to modify: The term for

- this is ‘‘hostile dependency;’’ for rautual hostility buii ds up on the part

of both the caregiver and the recipient of care. Both parties battle for a
gense cf contret over the Dther in an endless attempt to bolatar thewr
salf-esteem. Sady many relat onships are governed by theRe dynamics
throughout all of society.

Over-dependence and over-protection of a disabled person can spring
from other sources as well. For instanza, fan‘hhes of disabled people can

. be just as vulnerable to the negative stereotypes and images of

dusabulrtv as is the rest of socnety These distorted notions of dlsab!ed

people as ‘‘pathetic victims'* are difficuit to-change, particularly if the
family has been exposad to thesa negatwe images over many years.
Another factor which contrbutas to over-pratéction is that some
B dvsabled people, at ona time, really required intensive famity caregwmg’.
Consequently, patterns of relating tc that purson were established un
the basis of a very real situation. However,; if the physu:al needs for

caregiving lessen while the family maintains its prewous level of care.

s, sy - Y e -

expecting dependency and helplassness; that family is s.uck in an

outmoded reality. |f adjustments are not made such as encotraging
gelf-care and assuming other respons:beﬂnas, the dusablcd person’s
. helpiessness will often persist. :

_The effects of over-dependency have a doubly rnpplmg effeCt On’the
dvsabled person. S/he may fear opposing the femily and being assertive,
for to do so -might threaten :elatuonsh;ps on which s/he depends for
" love; care; and; in som: ca3es; survival. S/he may avoid taking

“fespOHSIblhtY for indepenient actnona for fear that feilure would brijse

“ &n already insecure ego. S may,withdraw passively or become

! manipulative, using msablemé\h’t ss an excusa for helplessness or lack

. b lmialmelnm e =
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Aruitoxt provided by Eic:

" The family, in these instances. most probably has rewarded
helplessness be:duse it may view the world as cold and danyercus or
because the disabled persori’3 mdependence wiould threa!en the,
family's shaky equihibrium, if a mother. for instance. has devet '1 most
ol her time-and energy to caring lor 3 handapped “chitd” oer the
yrars. and scdderty s/he leaves; she s left without a major function

which F.ad formerly been hec raison d'etre She may then be faced with
3 marial relationship which has been unsatistying. no carear wd
perhaps nG mariewb#c sk.ﬂs

This disma! outcome can be p'womed it the famsly is aware of the
appropriateness and inevitability of greater dagrees vt independence as
the disablea member matures. By gradually buiiding toward
emancupatnow and by articipating that family relaticnships will change

"as a2 result of growth and development: farmily members witi be abie 10

view tzch other's increased independence positively

independerice is rever absome It does not mean that nc ,
dependgncies exist. What it H3g come to mean to disabled oeoplﬂ 15
increased freedom of choice, increased dignity. equality of status with
all other citizens. and increased opportunities to develop & personally
satisfying hfestyle: In short: = disabled person can expect 10 en;oy the

irdependence which any other person i sDciety enjoys to the fullest
extent poss'ble

Perhaps E] more arcurate term to use when trymg to defw o8 tne
condition betwieen rhe 'wo extremes of 1otal independence and worai >
dependence i5 “intersependence.”’ This term, does riot imply that
iatéfaébéﬁaake is an intermediate Step on The path to total |

natural and technologirai environment” We all depend on each other for

certain things and, at ditferent points in our lwes some needs become

major concerns whuch formerw were of rming: concern, !merdependence
irplies recognizing your needs isome of which rhange with

deve50pmem through hfe s ﬁtagevs wgnle other endure such as the

increasing your awn abalmm to heip y0ursedf and working with others

who share your interests and concerns. A disabled man 5umrned up an

smponani insight he gamned from group therapy n s savmg “The key 1o

independence is knowing wherl to be dependent.”

Strangety. greater interdependence can be developedsby recognizing

d’eﬁeﬂdency if possible, withou! guilt. Here are some other steps fam:!v
members can take to,lessen’ dependency.

Nﬂeassure yourself tgwt otr.ar peopla feel dependent and you are not

oe ‘ T A
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/ * Recogrize that no one pefson can give you 8vefythmg you need,

¢~ and leem 10 expact different things from different peaple

£« Beroma as salf-reliant as you can, k&éijxﬁ{; in mind that seff
ralianice boosir serf-gsteamn.

Look for approrizie sources of suppon but beware of

', exaggerated expectations: focused,on the wrong people. Spouses
0 _carnot be expected to be parents to each-other at all timas.

" v Have family dnscawons about 1amily needs and problems. Try to

4 _ redistribute tasks so that each member shares more equaliy 10

. ' housenold responsibilities. For mmﬁce, your teenage g;gxabled

&£ famity member probably can be heiged and encoureged tq
; pamcipaté more funy m se‘!f -care, in family tasks, and in pwsan‘as

A%
®i

- Work towerd more uquahzed rélationships based upon respect
' rather then: guilt. Thase ditferences can be character:ze by doing

» . more with the disabled person rather than “for’” fum ot her: And: i
S is aiso appropriate for the family to receive he#p and support from
e diﬁbiéd wwn &t umes.

: [
‘% Explore opportunities for tha disabled person and tamity members

- to leam from:-*‘modeling. " Modeting mamsjha;t people in sirmilar
.-+ gituations Ipeers) share the successes and failures they've had in
. overcoming obstacles. Some p programs such as centers for

Mpendem fiving-offer such opponunmes ior peers 1o get

wgathet &ngd heip each ‘other:
R Rimmber that vow farm!y is s'sc gant of a largar symem There pre
T ‘mBny . opwﬂunmes 1o get help and Sug
memblrs, neighbors. ang professionls in the community. Don‘t be
atisid to seek balp when you need it. it' s ot only yout privilege but

©our right!

- - chilgren learm about sex. The'topic of sexuahty uygorpplex ard highly
¢ personsl. The term “sexuslity’’ conjures up. manv differerit thi 35 10

. . people. To some, it means the act of sexual indeicourse, while for
_ others it connotes @ jife forcé, energy. or dr - Othets dmw relate
S sexuelity Jto sensuslity. The emotions g

" ‘will differ vastly and are determined not only by past life gxpernendcys. .

but how Biépléieel about themselves and Ebouw‘tham é ’esﬁn rélanon

-,

The aarmm experiences of saxudny occur in the mother.babv

relstionship: The baby f2ef sensually gratified shreugh being touched:

‘held, caressed, bathed, fed, mdu!tkeutobvmsmmherandothof

77777777777 peopila in.the baby’s Iife. It is upon this foubdation that the

" baby learns about himseitiherselt, if only partially, snd, the.baby leems_ .

B

Telolad hm fmmds mhar.fam'ty <

yssociate with sexuslity -
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about 'relauonshrps with others. Se‘uahty. through sensuality; is.
prasent in the infant. it changes or develops complexity throughout the
lite. cvcle of each person "

“The expressmns of sexuelitv may vary greatiy from one ~rson to

) another. When a person is disabled, the mear:s by which s/he expresses

sexuality will dapend upon physical and/or mental capabrlltres, the
person’s self-image, their ability to form relationships; ‘and the

'availabrlrty of suitable partners. In these respects, sexuality for drsabled

people is identical to sexuality for nondisabied pezonle

Disabled people are sexual human beings, just as is everyone alse.

However; problems with- feelungs* about sexuality and the _expression of :

- sexuality-occur more frequently with disability. In addmon to the factors

memoned above (self-image, ability to form relationships. availability of

,-partners) other factors may impede a drsabled person’s abnlrty to

reproductron
* Feolings of fear or sheme ebout one s body and the expressron of -
sexuslity )
Few opportunmes to develop relatronshrps resultmg in an
immaturity with ‘others. S

Familles can help a developing child with one of more disabifities to

‘have a positive self- image, by being comfortable about sexuehtv in

generai by discussing sexuaiitv with their chrld _g@ecording to the chrld s

abillty to comprehend what it means, By using the correéct names of *
bedv parts mcludmg gemtals, and by encouragmg the child to respect

Many sex educatron programs for drsabled people are now avarlable

through schools and’ umversitresf and are also being offered by pnvate e

agencies. Family planning agencies ‘are beginning to provide special

’ervrces to teenagers and adults with disabilities; Counssling is more

readily available to individuals, couples, or groups for whom disability-
related iseues present obstecles to fulfiliment'in sexuality and

relatronships. i
Families can assist a disabled person by creatang a healthy, enjoyable .

. ahd responsible chmate about sexuality ‘and all other forms of self- 7
_.expression. When the issues relating to sexuality of the disabled persOn

“*are beyond the family’s capacity to resolve; or are rnapproprrate for the

famrly to handle. assistance from others can be obtained.

7 oy
l

‘(\J\
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V. PROBLEMS AND ﬁEsoUﬁées
A family with one or more d’sab\led members is still & family. [tds like .

and unlike any other family unit. But there are some UleUB needs of

families faced with disability whrch other famllles mey ot have to

confront as fully or as regularly. Counselors who work with the families
' of dlsabled people have noted that personal problems and issues Wthh

mav have been dormant but unresolved will reappear when the family

| A. faces the ‘stresses of disablement. It is almost a rule of thumb that the

‘happier and healthier a person or family is before disability hits; the

better they are able to cope. with its effects;, A teenage child of two

blind parents stateg, ‘| thlnk the effect of disability on me is not very

much ::. . it's more related to who the people are in the family, their.

personal|t|es, and the tps and downs which normal families have.’ Her

parents have worked hard to achieye the harmony which they now -

'\anoy The hard work this family had to do involved confrontmg. ina

3 ar

positiva_fgshion, the obstacles which the 'disabilities of both parents

posed fgf all of the family members The followmg section describes

. some of the problems which disablement can present to famuhas, and
suggests ways to overcome these typical problems.

’

I

ENHANCING FAMILY COMMUNICATION L =S N
The stress families feel when faced by dlsablﬁw can be greatly eased

by strengthenirig family relationships through good coanunrcatron

Some ways to lmprove famlly exchanges are:

e learn to make o statements Phrases such as ‘'l feel " "l think;’’

tend to avoid the problems of using others to speak for you. Using
“|’* statements promotes individual responsibility for actrons and

feelirigs.

. Try. to be Ob]BCthB when talking wrth others. Avoid "blammg

statements, or "scapagoatrr)g" of famlly members. Examples of

__blaming statements include: ''You never listen to me;’’ or “"You've

- always hated me,"’ *and “‘If it weren'’t for you, I'd be a happy

person.’” Statements which indict a person s character (usually

containing the words ! always or naver )and WhiC/h imply that

Likewise; self-estesm is greatly lowered wheg a particutar family”

member is consistently singled out for verbal attack or rejection
: {scapegoating).
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e Use commumcatég,as a proce?% of drscovery rather than as a

means to get back at others: If people’ are attacked for therr

openness (prowded their openness doas not attack others) they

learn to withhold commurhcatlon This process can undermrne trust
between people. !

Make sure each person |s heard and‘understood. Thus is panrcularfy
difficult when a personhas a speech or hearrng rmparrment Some

families unwittingly tend to exclude a person with a

communications-impairment, because it requires extra time and

energy to carry on an mterchang‘e Another problem occurs when
families 'speak for'’ the disabled person when the situation_calls
far fhat p‘erson to speak {or communicate) for hrm or herself. The
extra effopes, within reason, which a family makés to encolirage

 Full and gtcurate communication between all of its members; and

to allow each member *‘equal time,"’ will pay off in burldrng mutual
respect: .

Respect and toIerate differences of oprmon and feelrngs Itisa
problern |f the famlly requnres aII of rts members to be the same,

truIy permrtted to be individuals; then they. wrll naturally experience
life differently according to their own points of view..

T o - ——

Check out whether the messages given t?others are received as

you intended them. Watch to see whether the tone of voice and

body language correspond wrth the spoken words. Be attuned to
misplaced anger (anger directed toward someone or something
other than the real source) or unwarranted or excessive anger.
Look at how tenderness and love are expressed.

Risk asking for what you want recognrzrng that everyone can't gt
everything they want at all times:

Learn to take turns and to compromrse €ommun|cat|on like most

.

things in Iife, requires gwe and take: Negotrate {o) that even |f
some needs are not met fully, they are at least met partially.

« Leave open the posslbrlrty of renegotratrons to more fully get what

you want.
Look at who makes decrsrons |n the famrly and how Does one

members mutually agree and compromise? Do changes need to be

made? Sometimes one person, occasror;ally it may even be the
dlsabled member, WI" be allowed to :ﬁnave asa’ tyrant
dictating to and controIIrng other members of the family. In such
cases outside guidance and intervention may be needed to help
equalize relationships within the family

Comrrinscate clearly according to the leévels of each famrly

member’s understanding: Childreny e otten unable to understand
st aa
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complicated terminology. Mentally disabled people may require

_'some repetition of concepts to be able to fully understand their

meanings. The feeling that people around ope are speaking a

""foreign language’’ has the effect of excluding those who are not

"knowledgeeble " This may résult i |n a sometimes not-so-subtle
form of domination.

® Make sure that there - agree'ment ona tirﬁe to talk and hold to it.
Most important demsrons require time for soul-searching, :
information gatherrng, full discussion; and planning. It is difficult to

reach a major decision in a few minutes without negative

repercussions. 7 o
* Admit when you are wrong Bepplﬁeﬁ oﬁen feel - that if t!‘?Y,d,Q,Eh',s,

they will lose self esteem or the esteem of others: But experlence
has.shown that 1ust the opposrte effect occurs.

Many famrlles of disabled people are reIuctant or retrcent ln i
drscussmg their feelrngs about the dlsabrllty This reIuctance often

feelings are brought into the open or that the disabied persoh will feel

personally -attacked. While it may take courage to do so, as a rule; the
,j':more open the tamily communlcatron is, the better the charces are of
-gaining needed support and strength.

" TASK SHARING

Families can get into ruts regardlng tasRs, -and this can produce mich

resentrient. It is useful, sometimes; to reassign or reapportion tasks so

thet eech member Ieerns to do different things, around the house and to

contribute more fully to the famlly S functronlng For instance; parents

of disabled children can take turns in providing care. Teens, mcludlng
those using wheelchairs, can help_ to prepare meals, wash drshes, do
laundry; and clean the house. Carrng for pets is another task whrch
most disabled teenagers can successfully accomplish.

Taking turns and sharing tasks build competency and give each

member a sense of mastery The skills developed in the homeLand in

the areas of ‘'self-care tan be transferred.to othgr flife situations.
Occasionally, even vocations are developed through competencies
acquired at home. Task sharing may require considerable patience,

- ingenuity; ‘and firmness, depending on the personalities of family

members and their willingness to tty new things. But, most families that

have followed through say it's well worth the extra efforts involved.

R( LE FtEXIBItITY AND INFLEXIBILITY )
rAIrgned fomewhat with task sharlng is roIe flexrbullty Studres have

shgyn that the more able any rndrvrdual is to ge@dle a variety of roles
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(such as those of empIDyee( parent, child, student volunteer), the
better adjusted and more mature that person c¢ould be considered. As a
child develops, s/he acquires more roles; and with them come the
demand for added skills to meet the requirements of each role:

People differ in how they meet role requirements, and no one can

handle all the requirements of all the family roles alone: This is why it is

so difficult for single parents, for instance, to cope or flourish without

outsrde support and rehef Wlth dnsablement comes roIe stra|n as famlly

whlch may have been manageable in the past. 1
.Sandy, a young marned woman, says,

| was so completely dependent on Jim to support me (since | had

never held a jOb), listen to my troubles, and really to plan our I|ves,

that when he became dlsabled I Was absquter Iost I wanted to

been for his parents, who stepped in and heIped I know | would
have gone crazy, or worse. . .

While it is true that disability in the family always occasions.a sense
| of loss;, Sandy's words illuminate some of the probIems which ngldlty

of family roles (in this case marital roles) can cause, over apd above the

stresses of disability itself. Sandy was doubly urprepared for change
because she was stnII Ilvmg as a child with Jim acting more as her
father than as her husband R

is one in Wh_lCh all of the careglvrng respo_ns|b|I|t|es for home and
children rest upon the mother’s shoulders. This is difficult to remedy

since tradltconal societal expectations have reinforced this concept of

“the mother’s role: When there is a disabled child in the family; the
lncreased caregiving reSpOHSIbIIItIBS are often too great for the mother
anne to assume. The problem worsens if she feeIs too guulty to ask for
heIp, for fear'that to do so\would be an adm|ss|on of faIIure

overly protectlve attitude to,vard the disabled child.

Nondisabled siblings can uxperience the same problem: Studies haVe\
shown it is usuaIIy the eIdest daughter who; through lncreased guilt
feelings, or parental inability or unwillingness, is perslstently cast in the
caregiving role. Studies of siblings of mentally retarded youngsters

- show; that.they have an Increased incidence of psychiatric disturbance.
charactenzed by poor peer reIatlonshlps, temper tantrums; and
. - depressien. u .
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 Virtually any faiiijilyiijiiembﬁ can fall prey to the problems inherent in

assuming the lion’s share of responsibility for one or more disabled

ps - St S N

family members: It is hard for the family to change this situation

because the member who assumes this responsibility is usually the one

.- for whom it comes most naturallv anvd because that member is

performing a vntally needed functlon It Also offers increasing rewards,_

because as time passes, one becomes more expert in fulfilling this role.
There is da that the individual growth needs of the person -

assuming the%gtvmg role will be sacrificed; or underdeveloped. The -,

child who must Be mother; the mother who may only be mother; the

father who may only be child, all have one thing in.common: They have

few opportunities to develop themselves as separate and unique people
outside of the roles which they perceive are required of them: The
resulting problems can require outslde ‘intervention, to help families
adjust so that all family members can be allowod greater possibilities for

- self-development. : -

' STRESS MANAGEMENT (HAtT) | T
Members ‘of Alcohollcs Anonymous use an expressnon which is meant

to alert the recovored alcohohc to a situatlon WhICh could Be dangerous

1’_@;” or HALT. -
Families under stress can tind themselves in all those sutuations, and

it is-a'warning signal to use in assessing whether basic needs are belng .

. met. Emotional and physical crises can be averted if the.family remains

aWare of these basic needs: People in stress oftén forget to eat or may

have sleep dlsmibances They ma’y bé more irritable or weepy, which

“‘makes it harder for them to reach out for help. This can cause further

isolation and loneliness. ACtion needs to be taken: Take time to nourish

) yourself and rest, even if you can’t sleep. These are essentnal bodily

néeds. Improvement of general physical health can greatfy rhinimize the
effects of stress and aIIevuate much e@motional vulnerability.

Here are other steps you can taRe to better cope with stress.

_* (et out of your accustomed environment if you can; if onIy for a

"§hort break. Choose an environment conducive to alleviating the

stress you feel. For instance, if you are anxious and' tense, chooSe

a sq;ene place m Whlch to unwind. If you are Ionely and depressed,
choose a place in which you can be with people.

% _

* Try some physical activity. Use the many recreatlonai outlets
©_available {the object here is to release the tensidn inside).

Wxanmﬁegﬂié.iim often very useful in times of stress or

" gven as a daily practtcmﬁﬁemnvmmﬁesmmﬂy___

benefit your heaith The basuc relaxatlon technique involves
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alternating tension of muscles (for five to seven seconds) and
relaxation of muscles for twenty to thirty seconds. Focus on
different muscle groupings beginning with facial and jaw muscles

© '«  and slowly moving down the body to the feet: Yoga and meditation

' practu.es cannot be covered in sufflment depth here, but these and

other useful relaxation techniques are contained in The Relaxation
and Stress Reduction Workbook, referenced in ‘'Further Reading
arid Resources’’ at the end of this booklet.

. Communicate your worri€s, tensions, and problems. Choose
someone who is a good listener and who is in a position to help
you: *

- ¢ Try to discover what is r‘ausmg your stress and consider these

questions: -

Have | tried all that | can to alleviate the stress? )

Is the source ,of, stress beyond my: power to change?r
C. . Can | aczomplish change by joining with others to work

' toward a remedy?

@I

Sometimes families of disabled people; or disabled persons
themselves aren’t able to sepatate problems into the elements umque
to their circumstances or common to many famllaes in their position.
Isoiation of the family. makes this process much more difficult. Now,
with help more available, it.is most important that families become
aware, informed; and engaged with others in their situation and with
those people who have been trained to help.

OTHER QUALITIES TO ENHANCE COPING v
Families who seem to adjust well to di§55|I7|gy7hayefgeﬁrgaﬁnpiqgajltleisi|n

common. Some have had to work very hard to develop these qualities,
while for others they came more qatural_ly These qualmec are: !

e Assertion of self and of one’s own needs. This is vitally important
when one is in a dependent position, relying on many other people
or systems for finances;. medical care, education; or other help.

People can be trained to be assertive (as opposed to being .

v

aggresswe) through formal training or advocacy awareness
workshops. Asseniveness is based upon recognizing the Iegltlmacy'
of your needs and rights, and it is an essentlal ingredient of taklr'g

) responsibility for self-management. L. :
Resourcefulness. This quality can be developed |n _many ways,

such as by having ‘an inquisitive attituds toward life in general
asking questions when information is needed, sharing your— ————

B

____,_:expeusnee&mﬂrethers—reeﬁiﬁg‘ mmore information; and

asklng for assistance.

I

L
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A key word to thmk of in relation to resourcefulness is
“sharlng,” that is, thet a part of getting is also giving. Famuhes can
share their knowledge of the system to help each other, and
knowledge of the system aids in more effectively utilizing available
services.

Another important asp\qt of resourcefulness is the ability to

~ develop contacts which can be useful in.raising fcindg providing

physical care, or other types of concrete assistance."Sometimes a -

contact you have made within a service, dellvery system, or with a
Ieguslator or mfluentlel person in the communlty can make thmgs
‘happen for you; when you alone were unsuccessful.

Keep resource files with buslness.cards, program information;
records. of correspondence, newsletters, articles; meetlng notes;

and-names df people to contact for various services: Seek ouat

other parents or families which share your concerns, ask them for

their phgne numbers and addresses, and keep them haridy. You

~ could have the beginnings' of a good community coalition.
e Patience. An often- overlooked quality which can ease much
" tension is patience. It seems to come quite easily to those who -
recognize and accept the fact that major change doesn’t happen
very quickly. Physically disabled people and their families are

acquainted with the extra time and energy it takes to perform most

tasks; -to get from one place to another; to communicate, and | to

- wait for medical appointmepts. They know that planning is required
to avoid either rushing or missing appointments.
o Sense of humor. Some families have reported that humor has
~ saved them when I|fe seemed pretty wagic. While some people fEeI
there is aothlng particularly funny about disability or the
predicaments dlsebled pebdple face; others have been able to accept

their drsa‘brlmes and to even joke about them: Geri Jewel; a .

! __

commedienne with cerebral palsy, has a comedwact in whrch she

|ncorporates jokes aboot her dusebrllty Because of her

-uncoordlnated movements and slurred speech she wa§ sometlmes
¥ mlstaken for being drunk. So she had a teeshrrt made which said,
‘| don't have cerebralfpal,s,v, I m,drunkl” While humor doesn’t
have to involve disability itself, the ébility,to,?lafii’g’h and joke does
suggest acceptance of the situation and the pleasure of the
- moment. Psychologists suggest that humor is very therapeutic, and . ——
agree——
. i‘ﬁéitélﬁ’s WITH ALCOHOL AND DRUGS
: Though substance abuse is a natuonwrde problem affecting Ilterelly

millions of Amencans, it seems to occur more frequently (though there
ere no accurate statlstlcs) among disabled people and their families. The

ﬁﬁ-
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causes of substance abuse could be many and are open to speculation.
Some feel that Ché’rﬁibéll?’débéi’idéi’it people have a susceptibility or

- predisposition; which may be hereditary; to the effects of stimulan.s
and depressants and can thus quickly become physically addicted to

them: Others feel that environmental factors such as family or group

abuse of alcohol and drugs and life pressures and stress; are the most

" important causal factors Other suspected causes are emotional
problems such as chronrc depressron or other mental health problems

. Probably all factors have some validity as causes.

Disabled peOpIe may need to take more medlcatrons for physlcal parn,

depend on medications even ater the original need has diminished.
" Physicians will frequently prescribe these medications for emotional _

distress; or because a patient frequently complains, and the physician
does not kriow what else to do.

Déepression, isolation, and the Iack of satrsfymg rélationships, whlch
some drsabled people or therr fam|Iy members experrence can make

disability rtself can precrprtate overuse and abuse of aIcohoI and/or

drugs: Becoming or being disabled may produce thoughts of suicide;

and chemical addiction is slow suicide.

The attempt to withdraw {or even the thought of withdrawal) from

the depended-upon : substance may be met with resrstance, fear,
anxiety, and even physical symptoms. However, contiriuing to overuse
drugs {including alcohol) damages. reIatronshlps\aqd self-esteem,’
increases emotional isolation, and may interfere W|th work. Alcohol
abuse eventually causes physical damage to the body; or even death.

Section 504 of the Rehabilitation Act considers alcoholism and drug .

abuse as disabilities in and of themselves Substance abuse coupled

Wrth physrcal drsablllty, then, is a double handicap the family must face:

Fortunately, much help is avarlable for those who.suffer from the -
diseases of alcoholism and drug addiction. Families can help by
recognizing that substance abuse is occurring, and that alcoholism and
drug abuse are very serious probleis. Don’t be afraid to talk'to the
family member with the problem .and offer your support for_getting-help. ~

Write for more information about the problem if necessary-(see the

resource list at the end of this bookiet):

Discuss the issue of getting help, as well as the treatment
possibilities, "with famrly members. Your famrly physrcran may be able to
steer you to proper treatment. It may even be wise to have a physmal
exam prior ¢~ treatment, as hospitalized detoxification may be the only
safe means of withdrawal from the substance. But physical withdrawal
is only the first step in treating substance abuse. A counseling or self-

help program must be started tmmedtately and must get at the causes
N .
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of the person’s need to.drink or take drugs. A more positive means of
coping with life must béfound to substitute for the destructive use of
~ alcohol or driigs. A variety of tréatmant approaches are available. They
- - éié: ) _ . v

.(.

"o Alcohollcs Anonymous — This was one of the first self-help ¢ groups

and is the largest program available today for alcoholism: AA is a.
voluntary fellowship of alcohollc persons Whose sole purpose is to

help themselves and each other to get sober, stay sober, and mend

~ their lrves Narcotics Anonymous uses the same steps and
pnncrples as AA. Al Anon family groups have been set up for the

‘ spouses and friends of alcoholic persons. Alateen helps the
chlldren of alcoholic individuals understand drinking and related

problems at home and outside the home.

s‘
¢ Counseling programs — These are staffed by specrally trauned }
!
f

substance-abuse counselors, often persons. who have themselve
recoverad from aIcohoI|sm or drug abuse. - . ; .

. Psychgthsrapy = Individual and- group psychotherapy can help
individual; to béetter hantlle their problems by burldrng trust in,
another person:

marital and family relationships are recognized as being profoundly -

- & Family therapy — THis treatment approach is garnrng acceptanc; as

. affected by substance abuse, and as families: aré seen as capable -

. 7 oof promoting recovery and building healthler relatlonshlps . l

'Most recovered alcobiol and drug abusers jcaﬁ regain functioning -
abilities which were lost p”n’o"r to recovery. Indeed, many contribute

that they must refrarn entirely from taking in tha offendrng substance

‘’one,day at a tlme

RELIGION AND FAITH e

-y

r—~—Whrte it may be controversral to drscuss rellgron is nonetheless a
potent force in some famrlres, and it can have erther a. positive or L

make some sense of it, to answer the questron ”Why me for'us)’’? In

some cases, medicine cannot give the answer as to why a disability has

occurred. Some fam|I|es seek spiritual answers to such questions: .

Many people believe that human beings aré not only composed of

e

mrnd and body, but of splrrt as well Reluglous famllles have recewed
aff|I|at|ons wrth rellg|ous groups Rehgron provrdes them wath a
framework of spiritual values; it offers a community. of/peOple with

.
..

whom to share concerns and resources; and it can add meanrng to their

P

" lives: RS P
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Religious affiliation and faith can be important resources for some
tamilies. Indeed; it has been noted that some families who beforé had

no partrcolar teeling or need for relrgron became very actrve init

because of drsablement While spmtual growth seems very conducwe
to emotional and: physmal weII -being, strong words of caution are '
needed. The cases of actual faith healing are few. If a family eprcts its
disabled member to be permanently cured of @ permanent drsabllrty,
they are most likely to be bitterly disappointed.

Some disabled people report that they have had dreadful experiences

with adherents of certain religious groops One woman reports

In my experlence, relrgron offered no more satrsfyrng )
explanations/answers to ""hy me’’ questions than medicine.. In
actual fact, much of the hassles of attitudinal barriers are the direct
result of, or are easily derivable from, religious absolutism. This
ranges from being accosted in public places by those who insist that
‘| "'believe and be healed,"’ to avoidance (of me) by those who sense
“evil’”’ in disability: ;

_Each family must carefully consider the physical and psychological
effects which attempting to ''cure’’ a permanent disability might have
ori the drséb'IEd pérsoh érid the famrly The desire for a cure can stem

process or prevent the seeking of medical care.

The endless, sometimes worldwide, pursuit of medical remedies may

have as negative an impact on the famrly as the search for supernatural
cures. The reasonable person must, at some point, decide that what
_can be-done has been done, or /s being done. Thus permits the process
of living with disability to advance. )
A man who had had lymphomatic carcinoma for fifteen years sard.
“I'm not dying of cancer. I'm too busy living with it.” Religion and

. medicine can be balanced in a healthy way. Most medical practitioners
will respect the religious beliefs and practices of their patients: They
Wlll often accommodate familles needs and preferences for treatment
and will devl,se ways to uphold religious practices while providing

" treatment. -
- Itis understandable that any remedy whrch has the poterrtral for
allevratrng or curmg a drsabrlrty will be sought; particularly while the

famrly is grrevrng ovet the disability. Physicians admit that there is much

which is not yet understood or scientifically provable about disease and
dlsabllity Yet much is already known about the diagnoSIs and

remediation of dusabrlrty, and meducal practices have been developed to
minimize the risks to the patient.

0y ; _
v -
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Disability is somewhat Izke death_or dworce in jtd tmpact on

relmlonshlpe outside the immediate famsly Peopl
stages to either broeden the numbers and Kinds ¢
develop, or to narrow their velanonshlps to the

_depends a great deal on tha temperament of

go through many
relatlomhips tbey
ried anr true.”” This

@ family, how they have

" smotionally and physically coped with dlsabvlity. and how they see

_themselves i m reiatuon to the community.
Most people gengmely want to help a disabled person (or their _

“ family), but don’t know what.to do. Unless they have directly

expenenced dlsabllitv thev tend to have a variety of reactions to a

disabled person, many of which are awkward or unwelcome.
Fainilies are particuiarly sensitfve to the reactions to disabilivy of

friends, nelghbors. other family members, and strangers. Feelings ¢ of

rejection; dssappomtment -and extlusion by those outside the family are

s AAFNLAS A0SR
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frequeritly heard; particularly in the early-stages of disability. The family

then tends to close up_and limit itself to situations and people who are
"'safe.” For some families, ghis can.be a period of retrenching while
relationships are sorted out and decisions are made as to whlch

relationships need'to be saved and how, and which should be let go. As

roane disabled woman put it, “2You really find out who your true fnends

are. "
Some‘?amihes riever move out of this stage and remain |soleted ‘l‘hlsL

s unfortunate because they frequently are unable to obtdin the-help .

along with the hurt from which thev are attempting to shield
themselves.
You wvll need to decude how to handle cruel or msensztwe remarks if

. thev need when thev need it. since they have closed off their resources

correcting mlspercep_tlonsg or rebuffs from others will depend upon. how

“important the person {who is insensitivey is to the family; or how

freqqently the- same or similar problems arise.

< Some methods of handiing these troublesome s;tuatxons aré:.

j”ily role pfaymg - Compule a hsf of the most fraquentlv :

en onntered difficult or hurtful situations. Heve family members

tak® turns'in playing the rejecting or avondmg person, while anothe.
meniber plays the person who is beirig rejected or avoided. Devise
respdnses which can be used comfortably by each family member .

in these situations. Rehearse these responses until they feel

spontaneous and can. be emploved almost automaticelly.

B Confrontation — By saying something such as, *’I serise (my)
disability mekes you uncomfortable. Why is that so?’’, attention is

08 Y
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_ defiected back to the souitce of the:problem, i.., the feslings.
behavicr, and attitudes of the other person. This enables a more
honest interchange which could charge the other person's

awareness.

L Szmpfe expfananon - Sgmetines peopie ask nawe or biant
guestions. These mere!y require a simple, explénatory answer. For

ingtance, an snswer 10 & guesgtion such as, ‘'Why can't she walk’ ‘2
cz;dd be “'Because her disability makes her legs so weak that she
nedds help in getting around.’” The specific disability°need not even

be iﬁéﬁiiéﬁé&i unless it must be known or you wish it 10 be known. “

* ignore the sgustion ~ Some situations are either too minor o7 offer

) too little possibility for positive change: The bgst

} situations 1S t turn your back. Chatk it up to?e ignorance of
others, and don’t wastegyour, ime or grergy oh antempts 1o charige
this :gnor@ce

* Drop the re/ectors f iééébﬁibié attemipts. h’;@ b@é’n’ ’m’é’dé to

gontinuatiam. It is heplthiar to seek out those whom you accept and
who accea you. m er than staying with those who reject or
exc!ude yau _ -

open and comfortable the tamily is about disability. the easier :t

becomes to handie ingensitive remarks, avoidance, uneasmess or
hostility fram OUtaldEYE
It is possible to educate those ar0und you about dnsabvlnv in the
cougse of your, daily living. i it is very dnffncuh to 'go to others’ komes.
* invite them to your home. Sometimes ydwleed to taik about your
disability or that of your joved one. and exp 8s what you need directly

and openly; since others can‘t guess what you're feeling: Neighbors:

extended-family members. and friends car. be 6erv helpful. You might .

. be sble to deviss 3 cooperatiye system of child care. or back-up plans
for emergencnes If they drive and you don‘t, they might be able to take
you to youtr appointments or do your shgpping in exchange for other
favors -or paid work you do for them,

Spmetnmea people outside the family are more helpfu] than those in
"E -ﬁe tamily becapse they aren't a3 emotionally involved in your day-to-

dav ssruggles. They might be able to offer emotional support or bolster

3 your spirits when you are low. Some have become so involved in

: helping the family that they are excelient advocates and may
accompany parents to scth meetmgs?imoctor visits whEré support is:

l‘
. i
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! nondissbied pecple. the "imiages™ of dipabjjjty_become

d. They also ~ - lé 0 iﬁ'\d mioney 10 the 'a ity when

As . Bl msabc'!mes parﬁctpm more in the everydfy Irvea o'

crucsal.

" *Negative images snd sterectypes of dtsab!emem are being challengec
arid chviinged not only through the media, but gﬁrmh intaraction .
. betvreen.disabied people, thair famikes, and others in socisty. Thus, the.
potential increases for sveryone 10 view peopje with disabilities,as .
- people tirst, with their disability being df secondary importanca. As

. Wilfred Sheed wrote in his editorial *’On Being Handicabped'"

. (Newsweek, Auvgust 25, l9802 *Any affliction within reason can be

_ gotten used 1o in time Being Lrem funnv cnnmz_"
FINIAH(:BS AND wwc mmcm Assmmcz

Uniats 2 facily ly Wéimw -diﬁbimv can be finunciaity drainmg Since

gyblic as3istanca monies are unobtainable unless 8 family’s income is
__.niar the poverty fevel: disabilities often affect middle-income families

the most. Fai'nilx standards of iivmg somef.mas rapidly. deciease as

| bils increase.

ttis impmam to determing your ﬂnancial needs for treatment ot the

- digability. i your family dogs not have a social worksr, cal! the nearest

- hospital and speak 10 the social worker there about what financial and-
program resourcas are available 16 you (this wiill depend on the disability
- your family membiar has, his or her 8g8. and the iamily income level).
The dollsr amount of public asgistance 1o disabled people varies from

" state o state. due in large part tn the money each state is able 10

match with the federal grants: if the hospital socisl worker is not

fummnr with programs and other potential sources of finangial

nCcé, don’t give Uy m for a refanal to a public or volumarv

sgancy foe the informatiod you need.
~ The public agencies which offer specific programs tov disabled peopta

nwiie or which provide financiai resources for income maintenanca

(monev on which to l;m and purchasa of sorvsces iprograms ot

Ry

e The fadml Soczai Security lkdm:mswmn tSSl SSA SSDhH

””” pravides money to disstied children of low-income famflies or
’daiibﬁd #duits over age etghtm who are Iiving indepengently,

who are in an oui-of-hame placermpnt, or who ars full-time

students and unable 1o work becausé of their diub-!:ty
Medicaid provides medigat insurance fo! Jow-income disavedi ,
people; eligibiity for SSi Enammciﬁy qua!rﬂ?s the dusab‘&ed pevsoh

for Modicaif‘

o~
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. 'Cuuntv or state departmants of socual services provnde AFD€ (And

to Fammas with Dependent ehuidn ) monies to families with -

children yntil they can earn Eﬁbugh tO support themselvq( they
- also administer homemaker-chore or in-home support services for
) disabled people Food stamps may also be availabie 10 famuhes.'
L depending on state regulations and family income.
- - e Services for developmentally disabled persons vary from state to

- state and are financed by both federal and state governments;

- services can include, but are not limited 1o, free diagnosis and
gvaluation, lifetime c%anagemem for those who require it, and
purchase of services for the developmentaily dusabﬁlﬁedfmdlynduaif

_ * State crippled children’s services {CCS) provide medical and social

services, purchase of eqmpment -and payment of surgeries for

- those who are financially eligible; and outpatient therapy for

onhopedacauv handlcapped children: un 10 age elghteen

3 ; e State departmems of vucatmnal rehabilitation provide a variety of -

services aimed toward evamuai vocational placement; including

: v testing and & svaluat:on, pmchase of eqmpmem financial support for
s . training and aduft educateon counselmg and job placement. n .

A — -

provide- mdependent living skms trammg "to developmentally

disabled and severalv handicapped persons.

L « CHAMPUS is a federaily funded program which provides health,

- rehabilitation, and mental health services to military personnel and
their dependems__ . ‘ L

: . \;,

For more detaﬂed information about financial resowceg for disabled
persons. see Financial Resources for Disabled Individuals by-the
~nstitute for irtormation Studies: another publication in the Emerging
lssues in Rehabilitation series- . ;

‘Marny middle- -income famdves do no: fmancnallv quahfv for cash A

| SuUpPPOTt programs. Medical or bealth care plans may be offered as
benefits through employment. It is vital to have major medical o
coverage. but somae families have found it difficult to obtain for their

disabled family member if s/he has a *’preexisting condition’’ at the

time of a new application. it the disabied person is a teenager. and you

face the potential problem of exclusion from coverage. you may want
7 to prevent this by cbtaumﬁﬁ iéjéfiié coverage for him or har before
© T-gihe resches & '
M yeur amnly rgceives’ publuc ssmstanca in tha form of .ncdme 2
maintenance o¢r sepplemental income for disability. here are some
simple practices you can-apply which could determine whether you

recaive the assistance 10 which you are entitied ar are stranded while

" "your case is mired in red tape: ;

:i; o o :
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. Keep recordsfoj all sngned agreements and correspondence you

o should be Iogged with the date of the contact, who you spoke to,
~ and what was determined. These logs should be kept with your
" other case correspondence.

it an action is to be taken, make sure you dﬁ&&rstand why. If you

are required to make an appointment or supply the agency; with

T " information by a certain date. do so, or your benefits could be cut.

® Make sure you know of appaals procedures for clients. This is -
necessary whenever you deal with bureaucratic agencies. Identify

- the final arbiter(s).in appeals cases and how long it may take to
render a final dBCISIOD ‘

if your caseworker cannot answer your questlons sufflcuentiy and

the supervisor and try to solve your problems that way:.

resolve your problem; or if sfhe treats you with disrespedt, notify \ :

* Report any change in incomg, either upwards or downwards, |
immediately. While some clients use the fact that public assistance |
payments only provide for living at a subsistence-level as a reason .
for not reporting additional income, the penalties for governmental
overpayment can be severe; ranging from simply paying the

overage back; to dén:al of asslsténce ehgiﬁlhty, -to criminal fraud

¢ Realize that for recnp:ents of SSI, any major life change, such as
becoming a full-tima student, moving from residential care to
independent living, or getting a job, will automatically bring a
redetermination of eligibility based upon the need to assess the
financial situation or severity of handicap. While this determination _
is taking place; payments may be held up; sometimes for months.

Prepare for this by ndifying your caseworker well in advance of

the change, if possible.

* Get as many brochures about the service as you can and study
them cdrefully. More than likely, you will not be given complete
information by your_eligibility caseworker. :

s Families receiving AFDC (Aid to Families with Dependent Children) -
who have a disabled child living at horms who is eligibie for SS! '
shouid weigh the benefits of applying for SS! for the child. SSI
income ié - considered part of the total féin’ily’ ih’t’é'r’r*é iﬁéi’e’b"y’

addition, the family may be receiving an ailowancp tor food stamps

which will probably be decreassd if the child is on 31 since the
income from SSI includes a food allowance. But, if the child needs
ongoiryy medical care and the family is not eligible for any Madicaid
coverage, SSI for the child should be sought, since it automatically
would cover the child under the state’'s Medicaid pian
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_Disabled adults who wish to or who can actually work are ina
bind with regards to SSI and department of rehabilitation goals and
practices. The purpose of S5l income maintenance is to provide

services may be added) for aged and disabled people who used o

be considered unsuited for substantial gainful employment. On the
other hand. vocational rehabilitation efforts now focus on more
) severely disabled people, some of whom are proving themselves
capable of competitive employment Wh’é'n"givé'n training, education,
< " and opportunmes The "'bind’’ comes when a severely disabled
- person is newly employed and the income does not match the

benetits received while not worklng This creates a work

”dlsrncentwa. and characterlzes the dllemma which many
permanently d-sabled people face when considering whether or not
to join the work force. Vocational éounselors need to follow up
closely on tﬁéir ’clién’té who i:bUId be in ihié ﬁ6§iti6n and intervene

i your famlly is destitute and is not in any publlc assistance program.

General Relief is available and may be applied for at the nearest office °
of the county department of social services.

Some social service agencies, such as Catholic Charmes, Lutheran
Social Services, Jewish Welfare organizations, and the Salvation Army,
plus some other nbn’rélugubu’slv afflllatéd agéhc.és SUCH as Unrtéd Flind

v

basis: Sometumes use of the money is restricted to the purchase of food

or clothmg (or medical care or equipment in the case of some Easter"
Sea!s chapters)

~ Some fraternal organizations fund-projects to assist people who
belong to a certain disability group. For instance,-the Lion's- -Clubs fund-
medical and surgical care for blind individuals. The Elks sponsor.
proggams which provide in-home therapy services to children with
cerebral palsy living in rural areas {in California, Hawaii, and Arizona).

,./-“ ',

[, S

The Shriners’ cauge is orthopedically handicapped children: find out

which fraternal organlzatuons in your community contribute to charitable

causes. lt may be that they would be wrlhng to temporanly sponsor N
your family’s specnal needs or extraordmary expenses if there are no
other means available to fund them.

- -
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- get help These options for hei

can range ffom excelient to poor; and quali
with geographrc Vlocat n:

COUNSELING SERVICES _ ' o /

From time to time, all families may f|nd themsel\ies under mcreasr”g

stress and exhlbltmg more |rrat|

" or psychatherapv The next se eral paragraphs W|II’ ’scuss counseglng o

and therapy options, the. nethorkmg model, and how families can more ‘

easily gain the help they need . . -
A variety of counseling i§ available in most u ban areas, with

decidedly fewer options jvarrabre in rural ar?; . The quality of services

sometimes has little to do

A surprising number af families who r)eéd psychﬁotherapv or
counseling will mz::}é their selection from the telephone book or because
they like the sound of the center’s or/theraprst s name. -Occasionally,
these methods of selection will work out. But there are means by which
individuals and families can-make a more educated choice by knowing-
more about the field of mental health and getting relevant questions

answered over the telephone/prrbr to the initial visit. -~ -

'Many individuals and agencies offer counseling or psychotherapy

services. A partial list of the major types of services follows:

. Cammun/ty mental hea]th ci‘ n/cs or centers = Currently, there are

furided, and which operate ona slrdrng “fee schedule based upon
the individual’s or family’s abrhty to pay. They generally offer
short-term {six-twelve weeks) individual; group; or family

treatment. They emphasize serving chronically or acutely mentally

* ill people who are ’at risk’’ of hospitalization or institutionalization.
Those with physical or mental disabilities or disability-related
dysfunctions are generally given ,lowLer _priority for services.
Family.clinics, child guidance clinics — These are often privately
operated or nonprofit and are staffed by a variety of professionals.
Services commonly provided include family counseling, child
therapy; family ¢ groups and when indicated, individuai therapy:
‘Many operate on a slrdlng-fee scale and will offer Ionger-term

a4
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" selecting the type of help you will receive:

_® Agencies specializing in disability — Some will offer short-term
' counseling by staff professionals. Parent groups and training are
often provided. Possible limitations for some families are that
" counseling is not as intensive or sufficiently Iengthy to resolve
“major family or individual probiems.

Peercounsefmg Though a new service concept and not avaalable

! in many areas, disabled persons or experrenced famlly members are

trained to counsel other drsabled people and their families. Such
services are generally offered at a low cost, on'a sliding scale or
free, and can be long-term, depending on need. ‘'Rap groups’’ are
often available, many at no cost. This service has been:pioneered
by centers for independent living:

* ‘Private-practice psychotherapy — This is probably the most

‘expensive treatment avarlable, bat many insurance p0|lCIeS will

cover a percentage (some up to 100 percent) of costs. The
beneflts of this method are the professlonal accountablllty of
theraplsts, the ability to handle deep-seated problems, and the
availability of long- -term treatment. Treatment is generally personal
and unbureaucratic; and confidentiality is more easily kept.
Individual; group; and family therapy is generally available but may

" depend on the preferences of therapists.

* Paraprofessional counsefing — This is akin to peer counseling in the

respect that paraprofesslonals do not generally hold advanced
degrees. They are unlicensed or uncertified people who counseL )
under the supervision of a licensed mental health professional. This
-category could include students who are working toward an
advanced degree or mental health lucensure or. ordinary citizens
who wish to help others

The mental health or counseling field can be confusing to those who

have. never been exposed to it, not onlv because of the many types of
servrces and thelr beneflts and llmltatrons, but also because of the

various theones to which different theraplsts may adhere. vanous Ieveis
of experience and competerice; and; of course, each therapist has his or
her own personality. All of these.factors should be considered when

In most states, health professionals are hcensed or certified after they

have acquired a certain number of clinical hours under supervision and
after they have passed qualifymg gxams. Thls protects the consumer of
serv iilly from malpractlce, not only because of the advanced

of certain ethical and Iegal standards of practrce whlch must be upheld

i
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" mw  which you may not be able to obtain independently. They may

I you, your family as a whols, or a member of your family needs
coﬁﬁ&éling; consider the following factors.

¢ What money are you abie or wullmg to spend for treatment?

Remember, some insurance plans will cover partial or full payment

Medicaid, Crippled | Children’s Services (CCS); and CHAMPUS will

also cover a limited number of visits: Bpar in.mind that some

" insurance w sﬁlnly cover Jicensed or certified profesgqnals; such as

D.’s), psychologists (Ph D.’s), and in some cases;
orkers and certified marriage, family, and child

' -psychiatrists

~clinical socia

counselors:

* From the various types of counsehng avallable in your communlty,

whlch bast suits your needs? Censider this in relation to what you

can &fford and what you expect to gain.

¢ What other resources can the therapist or center provnde in addition

to counseling? Some are: hospltallzatlcn resources, medication

assessment and prescription, pSychologlcal testing, child therapy,

"group therapy, referral to other services, or sexual counseling.

“Sexual readjustment following the disablement of a marriage

partner is a common source of concern; and many pubhcatlons and

_; services are now available to help in this area (see ‘'Further '

Reading and Resources’’). -
¢ Canyougeta referral from an agency for services? Sometimes

. agencies have access to_ knowledgeable prufessuonals or programs

even be able to pay for treatment for their clients if counseling is a
part of the rehabilitation plan.

_* e Can you get recommendations from friends? Sometlmes **word of

mouth’’ is a very good method of selection, since others may have

more durect experience with the service than you do.

: Selecting counsellng assistance can sometimes be a matter of

*shopping around.’”’ You want to select a counselor who is empathetcc

and objective and with whom you can establish a good working

relationship: .You will want to know about his or her. familiarity with

disability- reJated needs and problems. This is important for you, since

“s/he will need to be able to objectively assess how to help you adjust to

. disability and its stresses. S/he will aiso need to assess whether there

dare other sngmflcant personalltv problems which could hinder

' adjustment )
A seniice model which may or may not include counsehng or

psychotherapy is .‘networking.’’ It has been gaining more attention

recentiy as service providers reahze that financial resources for mbre

expensive and sﬁeciailzed professnonal care.are decreasing. Netwurklng,
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which is sometimes referred to as ”the continuum of care,’’

emphasizes training people to live as self-sufficiently as possible. It -

stresses creating links to naw; nontraditional forms of care to meet the

range of predictable human needs. These links, or networks, include

social service agencies, churches, schools, neighbors; families; and
friends. Services are often delivered without fes. .
The networking concept of self-care is very clear. It assumes that

most people who need human: development services can be helped to

care for themselves. Thus, investment is increasing in activities such as

parenting education programs, seli-advocaty, and independant living

projects for disabled paople: And, benefits can come from othar

“’nonsarvice’’ resources for self-help, such as tax credits for child care
allowancas and for renovation or modification of homes to make them
accessible to the disabled homeowner.

The unifying theme in the preceding sections cf this booklet is that

families of disabled people and thay themselves have much in common

with other families, but they also have unique problems. There are

ways to understand these cinrque ‘problems and, through understandmg.

to build self-reliance and interdeper.dence.”Assistance can be sought

along the way to prevent severe tamily disruption and to provide

alternatives for family membars in achisving greater satisfaction.
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VI USING AGENCIES EFFECTIVELY

In this section;, we will drscuss some of the ways Temrlres can receive

“help from rehabilitation and related agencies and professionals. We will

suggest ways to gain access to services and programs. Mainstreaming
in the schools and out-of-homa placement will be covered, since both

situations require families and agencies to interact, and both situations
“@dre mherently stressful. .
Many families are thrust inte the rehebrlrtatrve services system only

because of their disabled family member. Most know littie or nothing

about what services are available to them (or in some cases not

available to-them) until they need them. They may know little about the

legal guarantees for equality of access to public buildings, employment
_opportunities, or education, even though the issue of civil rights for
disabled people has been publicized. Many families don‘t know which
agencies to contact and are frustrated to find that it is often through
informal means that they get to the programs which suit their needs:

These problems can be greatly alleviated if families learn' how to enter

the system:;

ENTERING THE SYSTEM

. Many families comiplain that months, even years, can go by without
their hearing about nearby programs which could have helped them:.
New programs are continually being formed. and estabiished programs
change; some programs close entirely. It is no. wonder that families

i

have such difficulty in finding out what is eva)iable to them at any

particular time:

To help families enter the service system. rnformatron and referral .
(I & R) programs have been set up to act ﬁ resources for families or
disabled individuals who canriot know of all the services available to -
- them. In large_ metropolitan areee, though it is often impossible for the,
generic {meaning they have access to information in all categories of
- services delivery) | & R services to keep up. with new programs,
program changes; or closures. Sometimes foilow-up; which is a key

ingredient in successful referral, is not provided or is inconsistent:

Another problem families may experience is in knowing which

mformatlon and referral service to caII "Hot I|nes," for instance, offer :
peopie in crisis immediate relief and assistance with their prpblems, but
they are not appropriate sources of referre[ for most disability-related
programs. Families can easily be turned off to further inquiry if their
first contact in trying to obtem information is mepproprrete or
inadequate.

N
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-"—,Again, cbmmon sense, assertiveness, and perslstence can pay off. if
you refer back to the previous section you will find that many bf the .
suggestions made there will apply equally in using | & R and other

- gervices: Learning the following skills can help you find and use

appropriate programs:

Identlfy the sarwcas you need. Fammes sometumes have trouble

here because thév don t knbw what servnces are avallable or
cannot anticipate their needs until a crisis occurs. Some famlhes
tend to underestimate or mlsporcelve their needs. Others may call
on information and referral sgrvices for moral support or guidance,
which is not always availablé=Gharting or listing the. emotional,

recreational;, and physical needs of tire whole family can help

greatly in clarifying what you're asking. for:

¢ Review the ‘‘contacts’’ fagencies, doctors, friends, neighbors,

& liospitals] which you have already made. Ask them to investigate
possibie resources for you, but be sure they have all the facts they
" 'need t6 dwe this. For instance; they may need to know if you can _
pay for service; if your insurance will cover the cost of services, if

transportation is needed, etc. Any other pertinent facts should be

provided by the family to the person who makes inquiries for you.

Remember, when you enlist the heip of others; they can become

part of a team effort, but they need to be informed of any facts
which have significant bearing on your abilities or inabilities to
access services.

* Target the agenctes you wish to call. Some generlc of multipurpose

information and referra!l services are excellent clearinghouses for

iinking people to services: These services may be provided by

United Way/United Fund, departments of social services; or even

offices of locs! elected officials. Some of these services may use

volunteers who ate trained to help with specific problems. And

. some of the larger | & R services have procedures to assist families
 in thoroughly considering all of their needs and statistically
recording these services needs for use in planning and coordinating
- of services. Often, though, you may wish to bypass the large | & R
* agencies and go directly to the gencies set up for specific

disabilities or for disabled children or adults in general Phore

' numbers gan be found in the telephone book; or if none are there;

their n*ational offices can provide you with information and refer

you to the office closest to you. (See the resource list of national
organizations.)

Nurture the geod eontacts you ‘ve made. If you ve found an agency -
which seems pamcularly responsiva to your needs, or a particular -

person who has helped you, stay in touch with them A way of

1
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keeping them involved in yourp’rog’r’e\sjs is by giving feedback as to
what was or was not useful. By giving\feedback, you begin to
establish a relationship which leads to tfe‘éxpression of feelings
and thoughts. Words borrowed from sciehce; such as.'‘system’”
_and "'feedback;’’ tend to diminish the importance of-that which is
truly helpful to people, namely relationships. \We often forget that

people who help others may experience the same faehngs of anger;

helplessness and frustration as you do when t eir efforts to help
you are thwarted. Conversely, they feel good when they

successfully help you resolve a problem. \

Helping is a two-way street. By expressing your ap

4 the efforts of others to help {if deserveds, by askmg duesti

relationship between you and the one who helps you mgre mutual;

equal, and personal. And; you become more knowledgea Ie and
- self-reliant in the process.
¢ Devise a plan for follow-up. A major obstacle to success ln the
service system is the lack of coordination and communication
between eonsuniers and b’r’o’iiidé’ré, and betWéén ’p”r’o’Vidé’rs and

»

day provision of services; and planning efforts which seek to

identify areas of unmet need: This problem becomes more acute .’

with services considered to be "brief contact,’”’ such as o
information and referral, but it also hampers the effectiveness of
long-term services.
It is important, then, to_ plan for foIIow through and to do your
“part in keeping helpers informed of the effects of their efforts. If an
agency gives you a few potential resources to contact which do

not turn out to be successful, call the agency back and teli them

why the resources didn't help: Often, therrefernng agency can

intervene to find out why the resources were inappropriate and

make a more appropriate referral for you: {f an agency agreed to
call you within a specrfred time and they don't, call them.
Unfortunately, in many instances the ' squeaky wheel’’ pnncuple
bften operates. Agencies need to know that you are motwated to
get the help you need. :

Sometrmes an in- person meetlng is the best way to get what you

need It gives you the opportunity to make the actuality of your

situation real to'the agency person, and it helps form a potentially

ongoing partnership with people who can be valuable future allies.
Many agencies are beginning to serve people in their homes, as
outreach efforts increase-and the needs of people who lack
transportation or who are homebound are being recognized.
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when preg’rémsh’a’vi been created (gr whien individual program plannjing
has taken place¢ Th 7has been based upon the "dnagnostlc-

:-or managing the condition through medtcatlon, therapeutic treatments;

. surgerv, or therapeutic programs.. The concern was the person with the -
disability, and the remedial measures, which were applied to him or her. ~
Families were often igniored .in the treatment process and were
expected to fulfill their obligations by trénsportmg the disabled person .
to programs and office visits; and by providing aii the other caregiving
as well. While services for disabied people are still the most important.

components of the s system; and families do play a vital role in enabling

the members of their family to maximize their abilities, families are

'beginning to speak out for what thev need to heip them to manage

better.

Some_ agencnes have tradmonally been wvllmg to serve the entire
tamily. This is true of the voluntary agencies'started by groups of
parents of disabled children who began services where none had

existed. Examples of such groups are the United Cerebral Palsy

Association and the National Society for Autistic Children. These

organizations, large and small, retain a family orientation and local =
chapters and affiliates of many of them can be found in all sections of

, the ‘country. B
¥ Larger {generally governmental) agencues are often very restricted in
what services they are permitted to provide to family members other

than their disabled client, even though the family needs are disability-

related: -These restrictions stem from both funding limitations

‘Yinsufﬂcnent money to adequately provnde services to each disabled

client, let alone to the family) and attltudmal limitations (the family is

percewed as removed and distinct from or sometimes working against -
the plan for the disabled client). Occasionally, sorte agencies resist = -
including families as fully as possible for fear that families might
complicate matters too much or take away from the "‘professional’’

: 75ﬁiie’ of the service. Sometimes this.approach is justified; béi’tibiilé’rlv

it there are scarce resources for providing more sophisticated services

requmng highly tralned people Some families have so ‘many problems

that it is beyond the scope ¢f any one agency to help completely.

These families need to consider whether they can reasonably eipect all
. their problems to be tackled through services aimed primarily toward
the disabled consumer and dusab'llty-related issues. Such families might
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In most cases, however, families could ‘and should participate mpre

futly with agencies. Some of the bad experiences agencies report about
famlhes, sueh as farhng to follow through removmg the d’ sabled person

dlrectly traced to the famlly s involvement in the helpmg process being
. discouraged: Studies are currently underway to identify the role of the

farmly -in the rehabilitation procéss, and to discover the most effective

‘ways to involve family members‘and significant others in programs

Parents and family members are now legally atforded miore -

'”opportunitres to participate than ‘ever before. And ther.a are many more

* types of comprehe’nswe programs and services from whlch to choose at

‘all points in the life cycie of the disabled individual. During the last
.decade, we have witnessed the rise of infant and preschool prog"rérns
which help families of young children to meet their childrens’”

developmentar needs and which support families through the early,

T dlff‘ cult years before public educgfion formally begins. Day care -

yrograms have begun to serve h drcapped youngsters in either
specialized settings or, in some cases along with other nonhandicapped
children. —
School programs and prwate agency programs are now be' ]
_ assist disabled teenagers to prepare for independent living by feaching
_ them such skills as home management. use of community resources,

forming and maintaining relationships; career planning and preparation;,

personal groommg ahd hygiene; financial manage ent;-ase of leisure

time, and many of the other skills necessary for successful mdependent

living. .

The hard fought struggle for independent Iw:ng for severely dlsabl?
~ adults has become more fully realized as pyograms like the Center for -
Independent Living in Berkeley, Célifo’ri'iiéq;'iéiié demonstrated that with

some support services; mapy disabled people can work; live in their

own communities, and make outstandmg contributions to socrety

Sennces, books, magazmes, groups of people, laws; agencies, and

'prograrns to assist families to learn more about disability management

are increasing. Organizations to protect ang advocate fo¥ the rights of
. disabled people are “.750 proliferating. ]
Families are assuming more and more responsvbrhty in the case
managenfent of their disabled members. Agencies are fealizing that
- most families can provide the expert care and supervision which -
agencies are unable to provide. and'that with training families can learn

basic princnples of case management with the agency’s resources

“available to them: This famrly management model uses agencies as -
s oo . I~ i’)



- allies or consultants in the services process. [t has the gresat advantage

of strengthamng famniaeé and maximizing the usefulness of agencies. -

A GLOSSARY OF TERMS .
o A new vocabulary is being used, as a ‘‘shorthand’’ language. to
.. depict positive and progressive concepts, .to replace oider notions of
disabled peaple as incapable of leading meaningtul lives or as shut away
from society. Awareness of these terms is useful, not only in
conceptualizing your family’s attitudes towards dusabuhtv but in helping

you become more effective in the services arena:

. Mam'streammg — This process involves moving a disabied child
- from a special educational setting to a “‘regular’* school setting. it
can also mean *hat the disabled person joins the “‘mainstréam’’ of
lite or is assimilated inte the world of nondisabliad people.
Normalization — For those who are *‘developmentally disabled’’

{includes such disabilities as mental retardation, cerebral paisy,

gpilepsy. aatism, and other neurological disorders), social
segreganon is o*tan more pronounced. Some of this segreganon is
caused by the practical difficulties a family encounters in -
attempting to bring their child out into the public. But more otten
social stigma is the main cause. Disabled people. and not just those

with developmental disabilities, have often been déprived of

IR N
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experniances (educational. cultural, interpersonal, recreationail

which would help them to learn and mature. ‘‘Normalization’*

mvolves a t:pncaned effort t0 uxposs the disabled person to as
many opporunities as sihe is capable of using to remedy the

. effects of environmental anpd educatuonal deprivation and 10

I enhance devalopment. . ‘

» Barrier-free — This phrase describes an environment in which the
. barriars in atmude communication, transportation, employment.

e
R

\ education; mobility; iravel; and recreation have been removed ~

3 thus enabling the complete integration of disabled people into
society.

iuééméu‘r ISSUES o -
L Of the many stress points in the life cycle of families of some
usabled people, those which seem to be most difficult are the times

when out-of-home placement is being contemplated, or.a child is being

o —-— —

consudered for mainstreaming into the regular classroom. At these times

1ami!|es need expert guidance from agencies, ‘accurate assessments of

the functional potentiai of the disabled person, and a thorough R .
undéfstandmg of all the alternatives whicy ould be considered. Any 5
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_dvﬁsm which wcmires 8 dmge in h?mg arrargamam suchas -

: iﬁdaﬁndwm llving entry into a now schog setting. or'a nvive to a new
% N cause the family to-toel anxious: mm the impact he .
,.qhange wm \ake on the disabied familvmmber ‘and the emire famfv

MANSTREAMING

‘The benefits of mains:reeming childmn from specia! educaumal " .

[ — — =

uuln&s 1o regular classrooms have recently been emphasized. Many

\ . -

| . parents are eager to See their children interzct and learm_with . T
e nonhwrdicsppw children. And, in their sagernass o tak% advamtage ot: -
these new opportunities, they may not be dble to clearlv assest:ihe - |
- potential drawbacks to mamsxreamlng or what effect’ it may bave cm L
- theirchild. - ; . .
‘Families are mos? hequemfy concemed about the ?oucwmg

‘v BV # P
B . ls ti'm ch-ld er%b!ianaﬂv réadv !U adjust 10 a new §chool wnmg?
. . ptgdcmd educationally af; grade level or above, ot will sihe be
: behind pee*s?
Is /e able 1o relata to others ahd forin friendships?
What extra support secvices of equipment will be available? Atg

thdse services adequate for his or her needs?

How do the mainstrédm pnm:fpal and achers feel aboat

o
LN

o Pl

« \ : ma»nsé‘eammg your chuld? Can you rhans xhe 5pec:el

] Have you wo:i(ed out a pian !or taliung caw ot your thitg's gpecial
physical needs wgile at schiool? Who will provide assistance?

* Haw well doas your child undsrétand His of her disability? How i5 it
explained to oyfers? How does s/he accept her or his linitations?

> e What architectyral barriers exist at the schoo! and what
~ 7 anzpgements have been made to chvsuca!lv accommodate yout
. child? g ‘

What physisal education or mwapeum. services are offered and
what srrangements are required 50 that s/he can abtain them?
How wili yout child te ttansporied o and from schoot?
What arrangements has the sc-1ol district made o nay for thaie
services for your child in the regular ciassrcom? )

How much do the mainstream teachers know abcu! formulating an

md-vudualnzed education pian for your chilg?

- Ccﬂsvderable fighting and corfusion can be eliminatad if vour family .
* can basge ns decision on having adequate answers 10 the above N
guestions. Undue streas can be placed upon a ch:ld who &% not urenated -
for the rea! changes likely 1o take place with mamsueam-ng © ;"? :

C.’T‘

I ‘.‘I' . : - Lz
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D!anmog for these chonges well in advance. Special mansiioam
counselors gre avadable \n 50me school disticts 10 assist families of

disabled children in getung the heip they need at schoot and at home

Enlist as much 355:5130C2 a5 YOu need 10 Make Mamnsiteaming o

successiul expenance fot you ang your chilg
OUTY-OF-HOME PLACEMENTY

Protably n0 decision 2 family mases concaining its disatiled member
5 35 dithicutt as the ’déi:iéib”n’ i-o’ place 1hat béiéb'ﬁ ;'ri out: 6i ‘home care It

iamntv membes iy 'wmq placed o
Generaity. tho !am:ly member 15 emmmnalty héh;‘hitji;j"y m@man,

m gﬁygrgltg et m;ng.gﬁm that (ne famity w3 ynable 15 adequalely
care for nim ot a0 gt home, andg communily 10G0uICes a0 nsytticsers
i'o mev'.'i 'cﬁﬁiih'iiiﬁ'tz’ h’tié'dé Féiﬁiiiéﬁ 'o"iiz’h éiﬁﬁiiéhfé é ; éi’isi’j 65

and that !MV are mmeh(m 0 nlamﬂ iof rériogncmg mmf

responsitiies Faminies aie often awided coer what plgnigA

m:}k(i
There gre agencics n almoJr awmv state whnch have peen sbncﬁ Tyity

created 1o halp famweg with out: n! home placeinnt Cenmra fGi the
devmnmcnw!w disablad DIOVIGE thEse s8rvices. 35 o'l 35 offgnny
Lfenme case management tar (RE dovelopmienially 4i5abivd persun
Fam.es oged suppoit. gudince. and #niatmabon when they
contempiate placement They sed [o havd S0MEONE wihin 11y
sorvices dvsiem searching for them They need 10 bnow that the

resigential arrangement they ate choosing affords 1ne groatest
PSS {ot growtn and. mnan lrmhcm 304 Jrolects the nghts ot @5

enynts
Mew 1oty O Gut-0f ROME Carg are bocoming guadabip. &uch @k

§roup ROMES with hpuse paients CONGEQaie wing Or sharan npar'manl
SHangRMENts . Gt 105167 Cate Bomes, provehing smaltigr srale
anaignmants which e mom hof'w k@ Familigs shogi rl conﬁ ot

whothe! sooht hamey me §g +«gle for the oabled person. o

Whetbar thay gt be n nm trate. Tempotary placement g vecgiti

LA ThY DR 3 SOHIEDN Lo fMNes WO @10 URCENGN AB0UL But of

RO RIAIEMETE CritGE st SHO 3¢ uhable 1o Gblan i regdily
\WE ”5 'i" ;;‘iﬁiﬁ?b:d "6"*‘7; ”"Y i?‘iﬁ iﬁé?ﬁ @ﬁﬁtiég i’if‘i‘i iN‘ # ﬁib?jiiiiﬂﬁ can

e o iTBHy CeRaEE SEIVICES 10 d'sabled peopie and ate mcmafxﬂg!v
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Legtsiatscr. manda:es that parems be mvolved in educanonal progfam
planning for their youngsters. but this principle of parent involvemon:
applies to other opportunities for program planning for Sarvices outsude
of school. Appeals procedures are now provided by all governmenial -
agenci#s. and mauy privale agencws are adopling thaw cwn appesls

oiEEé§§és Agencies can be important parts of 3 family’s nerwork ¢f
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Vil. ADVOCACY AND
- CONSUMERISM
Some disabled peop!e and thair fammes may have neither the desure
’j nor the resolrces to become active advocates (broadly defmed as those
who attempt to change the system to get what is needed for disabled
people as a group!. It is useful. nonetheless. to begin to understand the-
processes of consumer advocacy. in the event you do decide that the

best approach to a particular probiem 15 throagh working with others:
ADVOCACY AND UNMET NEED:

° The initial step in any advocacy process is the recogmtion of a major
and continuing unmet nead. For some tamilies. unmet needs could _
include lack of information, support. or training in how t0 manage
disablement. Or. it could i’rii:lij;d? IacR of trained people to directly assist

the family. such as by prowiding physical care for their disabled

- member, prov:dmg specialized ttammg or teaching; or providing

spetialized equipment ot assistive devnces
Below are other pressmg unmet needs which are felt by many
families of disabled people.

* Non-English speaking families and others from ethnic minorities are

often inadeqguately served and suffer greater obstacies in gaining

services. Thev may have difficuities incorporating new information

and amtudes toward disability which the dominant culture has

recenxly adopted. Thev are often econcmucally dxsadvantaged. and
hence more stressed and surv:val oriented than families that are

. freer t0 pursue their other needs. Bilingual volunteers and staff are
urgently needed to translate written materials and to interpret
programs and verbal interactions to tamilies. Agencies have a
ié§5§r}§§iﬁii;5 make every possible accommodation to serve

disabled children, adults; and their families from all ethnic minority

groups. .
* Rural famul:es sometlmes need IU go tU greater Iengms fm :

access. nghly spec;ahzed or techmcally sophustncated programs
‘may be so far from nome that they are 1C0 - spensive ‘or most
families to afford when travei éib§ﬁ§§§ are ncluded.

Citizen advocacy is urgently needed in many minority ard roral

communities to improve existing programs of t0 start new ones

closer to homa. Agencies which provide generic services could be

urged to add programs for disabled people. Elecxed ofhc:als ara
: '-y :
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often supportive of community groups wishing to begun new

programs; and can help them obtain grants for start-up costs:

Many rural and minority commumty needs are stil) consrdered to be
high priority for governmental assistance.

® Perhaps the greatest barrier to getting needed services is
transportation. The availability of a family car to make up for the
lack of accessible public transportation, cooperative carpooling,
and van transportation systems can spell the difference between
‘complete independent living; endiess chauffeuring, or not using

services at all:

Whule advocates contrnue to pressure tranSportation drstrncts to
realize the dream of making a‘ll forms of public transportation accessnble
to disabled users, much can be done informally through networks.

Some suggested steps are.

. ¢ Ask agencies serving disabled people in your communlty to help .

. organize lists of avadable transporters and to coordinate carpooling

or borrow-ng of vans and buses for group or mdlvrdual trlps
rnsurance régulatlons

Identify all the agencies which do transport drsabled peOpIe
Sometimes they will authorize use of their vehicles when they are

not in operation. Look into agencies serving eiderly people. Some

will coordinate occasional trips or some will transport disabled :

people ona dally basis. Taxis, jltnevs, and other forms of private

transportation may be able to give you special rates for d?!',Y,‘!'pS?
Sometimes public agencies subsidize the cost of transportation if -
there is no other means to get their disabled clrents, to programs.
* Call agencies which have volunteer_programs to see if you can
start a transportation program. Church groups often have buses or
vans which could potentially be used.
CIVIL RIGHTS AND CONSUMER ACTION
) Few really appremate the raprd advances of the last decade m the
legal arena. These advances have made real changes in people’'s hves
and have the potential of ending discrimination against disabted people .
it diligentiy ooplied.
In his statement of Apnl 28 1977 Secretary of Health Educat:on

1r>day | am lssumg a regulatuon pursuant to Sectton 504 of the

Rehabrlntatlon Act of 1973, that wili open a new world of Opportunuty
for more than thirty hve million handlcapped Amerlcans — the blind,

S8




The 564 Regulatlon attacks the dlscrrmonatrons the demeanrng

practioes and the injustices that have affllcted the nation’s

handicapped citizens. It reflécts the recognition of the Congress that
most handicapped persons can Iead proud and productwe lives,
despite their disabilities. It will usher in a new era-of equality for
handicapped individuals in which unfair barriers to self-sufticiency
and decent treatment will begin to fall before the force of the law.

Those are strrrrng words: But the last few years have shown (witness

the civil rrghts movement for women and ethnic mrnorrues) that change
.occurs slowly. It is necessary to use civil rights laws to challenge
discrimination, and before laws are implemented and enforced the
public needs to know what the laws will guarantee.

The two most lmportant preces of Iegrslatlon wrth whrch drsabled

of the Rehabilrtation Act of 1973, and Public Law 94-142, the

Education of All Handucapped Children Act: They not only provude the

legal basis for access to programs and mandate program provisions; bot
they-ensure. that programs respond to the individual needs of disabled
persons. _ _

. Section 504 states that:

No otherwise qualrfred individual in the United States . . . shall, solely

bv reason of his handicap; be excluded from partrmpatron in, be

denied the benefrts of, or be subjected to discrimination under any

program or activity receiving Federal financial assistance.

Sectlon 504 regulatuons pertarn to all governmental g programs and

agencies, including elementary and secondary schools; colleges,

hospitals, and other health care providers.
The term “handicapped’’ includes people W!th such diseases or

conditions as Speech; hearing, visuai and orthopedic impairments;

cerebral palsy, eprlepsy, muscular dystrophy; multiple sclerosis; cancer,

diabetes; heart disease; mental retardation; emotional iliness; and

'specrfrc Iearmng disabilities; such as perceptual and developmental

aphasia. Physical or mental impairments do not constitute a handicap;
however, unless they are severe enough to substantially limit one or
more of the major life functions. . -

Beyond the broad entitlement to freedom from discrimination, *‘503"’
and "504" requrre government funded pxograms to be physu‘ally

e
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regulatlons also require the development of publlc tranSportatlon

systems for those whose mobility is impza- - " These regulations are
enforced by the Department of Health anc¢ - uman Services (formerly
HEW).

The basic provisions of Public Law 94 142 are that:

. No handlcapped child can be excluded from a public education

because of dlsabnhty

* Every handicapped child is-entitled to a free, appropriate; public
education, regardless of the nature or severity of handlcap )

& Handicapped students must not be segregated in public schools but
must be educated with nonhandicapped students to the maximum
extent appropriate to their needs

¢ Evaluation procedures must be improved tc avoid the mappropnate

educatlon that results from misclassification

_s Procedural safeguards must be established so parents and

" guardians can object to evaluation and placement decisions made

L 3

tegarding their children
¢ State or local education agenmes must locate and |denttfy unserved
handicapped chlldren

In most instances, school districts must provide; at no cost to

familles, transpottation to and from educational programs; such

"'related services'’ as ocmpational physical, and speech therapies; and
a recreational or physical education program for gach studant. The IEP,

or individualized education program, is the mechamsm to ensure that all

aspects of the child’s educational program are being consndered and

that goals and measurable objectives are established for the ch:ld
Parents are requured to approve and sign the IEP for their Chl|d It they

do not agree: wnth any part of the plan; there are '‘due process

safeguards which enable the family and the school to arrive at the most

desirable and feasuble plan for the child: Among these due process

safeguards are informal hearings, fair hearmgs (sometimes mvolving the
local and state educational offlc:als) and formal complaint procedures

{used when edicational practices or policies deny the rights of a child -

to the educational program most appropriate to his or her. needs).
Despite these recent breakthroughs in legislation; which, require

society to rethink its old beliefs, develop new attitudes; design

programs which incorporate iﬁé§é new atutades; and at times make

substantial changes in the environment, there are factors which inhibit

the realization of these goals for. dlsabled people:

oy
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CONSTRAINTS
_ Orie of the major const;aints is ignorance, or an inaccurate or
incomplete understanding of the legal rights of disabled people The

previous brief descriptions of Sections 503 and 504 and Public Law

94-142 were not meant to include all the provisions of these acts, and

there is much additional federal and state legislation which pertains to

civil rights and programs for dusabled individuals. It s very difficult for
famllres to be really effective advocates if they are not well informed.
School districts are required to inform parents of their “*due process’’

rights and of the mechanisms of appeal for dusagreemen's about the

child’s educational placement and program: Brsabrlrty law grOUps such

as.the Western Law Center for the Handrcapped in Los Angeles the

American Civil Liberties Union {ACLU), and other public legal agenci.s

can help families and parent groups Ubtam Iegal information. They may
even provrde free consultation to ard you in your advocacy efforts.
Fear of assemon of reprrsal agarnst the drsabled person or of berng

qroup) ora good fnend who can offer sﬁpport and gurdance

’ombudsman,’’ can give good advice from the. "rnsrde" on ways to
settle dlsputes Make sure your resource person is knowledgeable and
can offer constructive direction.

In a period of budgetary austerity such as we are presently

experiencing, there are financial constraints in implementing laws and

programs which protect the civil rrghts of disabled persons.

Unfortunately for disabled people; when financial cuts are made, not

only are services cut or at least not increased, but law enforcement
begins to erode. For instance, the Departrment of Transportation may
now beweakenrng its commitment to enforce accessibility requirements
for public transportation (a ‘*504°’ provision), and most local transit

‘drstrrcts will not voluntarily incur the extra expense of providing

accessible buses for their passengers.

Some state Architectaral Barriers Compliance Boards may weaken the

enforcement of minimum requirements for the removal of archrtectural

barners in hlstoncal burldmgs Some school districts are out of

comphance wrth Pubhc Law 94 142 regulatrons at present and rf

drstrrcts wrll be able to fulfill their Iegal responsibilities to disabled
students in the near future. S
Whether families are active advocates and work with others in the

" system depends a gr&at deal on thelr resources, skills, and needs Some

61
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famlhes are so burdened wuth day -to- day struggles that they have little
time or energy left for polmcal action. Others are amb valent about
challenging the adequacy of the services on which they depend and,a're
reluctant to ‘‘rock the boat.”” There may not be an organized group to
help prepare and train families to be effective advocates. Not all families

of disabled beople can be active politically. But’knowledge of rew

amtudes, rights, anc power which disabled people and their families

can exefcuse help to foster more respon5|ble and vngllant consumer

_involvement. By being watchful regarding your family’s needs and

knowledgeable about the treatment and services to which you are
fBgally entitled, you can do much to benefit the family Wnthout formally
entering the political arena. {See the next section on organizing an
advocacy group if you want to become more politically involved.)
Families who have successfully navigated the services system may

wish to volunteer on agency advisory boards or committees to help

services more foily meet the needs of families faced with disability.

Most pragrams now requure consumer participation {disabled people are
considered '“primary’’ consumers; fam»ly members are termed
‘sggondary’” consumers) and families have been, are, and will be very
influential in planning, setting policies, and monitoring programs which
affect the lives of disabled people.

Some éiééé which need consumer involvement are:

Health serv:ces
Mental health services
Communication
Transportation and travel
Housing

Education
Architecturai barriers
Child care -
Recreation

Legug.latnon 7
Employment.

You probabiy have firsthand knowledge in all of these areas through
your family experience with disability And :t is very difficult te think of
any community in the country in Which all of these needs are

adequately met for the disabled population and their tamilies.

Whenever poss;bie disabfed people ought to represent themselves.

However sometimes due to age. severe physical and mental -
limitations, lack of transportation, or living out of the home, disabled
consumers are unable to do st fully Itis mcumbem on the family, then;
who knows the dlsabled individual best, to become advoucates.

0 :
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The needs of the family as a whole, aside from disability, have to be
considered. Greater attention needs to be given -to the education of the
general puoyclwhtrhls unfamiliar With the daily Iiiiii'iQ problems of

ordinary people who sometrmes struggle more than necessary to get

help, suppor:. and Jervrces
THE ADVOCACY GROUP :

~ Unless an effective advocacy group is already in operation, many
‘arnilies ‘get bogged down in trying to organize a 'gro'u'p of thé own.

issues, but they may not know how much interest can be ¢ .eratea in

their communltres to work toward advocacy goals, nor w' { rneans are
available to help them ‘orgariize, nor what to do after isst: have becn

|dent|f|ed -
Sometimes it as good to start smaII The prelrmrnary w0rk of the

group might be devoted to investigating problems and issues; lookrng
tor support groups or interested people, soliciting help from advocacy
agencies; and using individual persuasion to attempt to soive problems.

Consumer advocacy groups can take many forms: A small parent

group may come together to solve relatively srmple problems in the
school or coalrtlons of existing consumer organizations may be )
astablished to change public attitudes, createé lagislation, alter service
delivery systems, or monitor the implementation of Iegislation. For more
details on advoca: nd lobbying, see Lobbying for the Rights of
Di'sa'b'lé’d Pérsbns i'ithér b"o"o'R in the E'm”erging Issues series.

Acticn, aiiarlable through the tnited Cerebral Palsy Assomatron makes

the- followmg suggestlons to consumers who are attemptrng to develop
an effective advocacy orgam;atron

L ]l

Meet regu!arly
Encourage those with the greatest commrtment and the keenest

understandmg of the problem to exercise their leadership ability.

Establish a means of regular communication between members. A

ol

weil-written newsletter can instill enthusiasm; impart valuable

rnformatron enlighten the membership, encourage action. and
provide a constant link with members who may not be able to
attend aII meetrngs Best of all |t |s rnexpensuve

gwes credrbrirty to your organrzatron and a sense of
accomplishment t0 members.

n
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On the other hand, don't whvttie your goals down to the point that

they are worthless. Work t toward an ideal, and measure your

e accomplishments against it:

¢ Don't give upin desparr wmn members of your_group fall short of
the commitment you think they ought to have. Remember that
every member has a different level of commitment to the cguee

depending on the circumstances of his or her life: Rejoice in the

- participation that you get, and move on:

Don‘t turnr your organization into a vehicle for personal gratrflcatlon

or ego satisfaction: Give credit where credit is due, and dole out

praise and encouragement in large quantities.

* Once you have found your consumer element, id@tified a common
problern and begun to meet, then it is time to assess your group’s
goals. Start with an ideal. Don’'t be awed by the task ahead of you.
Take it one piece at a time. Share responsibilities:

Examine existing approaches. It :s likely that most of the things

your group needs are aIready belng proinded to others through

existing systems from which _your people are excluded If stich is

the case; and if these svstems are funded by tax money, there is

no guod reason Why they cannot be altered to serve vour people as
weli
* Think Iong and hatd before you decrde to establish a separate

system to meet your consumers’ needs while another parallel

system is serving others but excluding you: Sometimes this ha$ to

be done if your people would clearly be inadequately served and if -

their special needs would be lost in the larger system. The goal °

should be to get your group‘ s needs met in an appropriate fashion
" by existing agencies and systems.
* |t is of the utmost importance to gather all the information you can
before taking action. Study the alternatives and work towards
solving your problem in the appropriate manner.
Use your organization and (ommunlcatlon systems to inform your
people about the pCSSlblhtl"S

Do not hes |tate to use the requu'ements of Sectrons 503 and 504

needs.
* Be sure your goals will meet the real needs of your consumer

group. Then go to work! .

Advocacy groups ought to be as democratic as possible and ailow all

members to contribute their thoughts and actions to the total effort:

,_.Group riembers must be supplied with accurate mformatlon upon which

- to make decisions: And make sure a structured format is used ‘0

ensure that the group xeeps to the task at hand
B 4 r. ’
[ YEES

1




The *‘action pIanmng model can guude groups who want to organlze .
for action, develop coaliticns, strengthen existing organizations, develop

o and 9pérate programs, and advocate for new laws. This model consists
of the followmg steps.

* Have your group list its needs, in order of importance.

* Set basi goals by translating the highest ranked need statement(s)
into goatis).

Determine the ob;ectwes which must be met to attain your goal(s).
Determine ctrategies to meet each objectlve :
Identify resgonsibilities and decide who v?lll carry out each of the .
strategies.

Establish tlme lines for specific actions.

Decide how tne action will be reported:
Decide hoW vou WI|| monitor the success of your strategles
Monitor and evaluate the success < the strategies and develop

new strategies urtil your goals are achieved.

_ There are some other; less formal means to effectively advocatg for

change: The possibilitizs are limitless for influencing policy makers,

cpmmumty leaders, and the general public to support youor cause: Your'

choice of approaches depends only on the time, creativity, and energy
. of your group. Some of these approaches are: :

Focus media attention on your cause by,usin’g an articulate
spokesperson or feature story to dramatize your need in human

terms: (See How to Make Friends and Influence the Media, another »

~ book:in the Emerging Issues series.) -

* Write letters or send telegrams to elected officials who are in

decision-making positions about your group’s concern: 7

Write to governmental regulating bodies or. *‘watchdog’’ groups

_ siich as the American Coalition of Citizens with Disabilities, and

\dnform them of your group's efforts. Ask to be put on mailing lists
o? local and nétidnél advocacy agencies, or cther agencies Serving

disabled persons (see the list at the end of this booklet).

Be available and prepared to testify at governmental heanngp
related to the issues you have identified..

Demonstrate your group’s grievance in publlc, if necessary.

Join with agencies and groups who support your common issues.:
Coalitions can be very potent if well organized.

S
N\
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Successful advocacy can benefit not only the general services system

but also individuals’ ows; feelings of being effective and having an

- impact on their environments: ‘Successfu}apvocacy efforts are based
v +

ERIC
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upon’the recognition of certain rights and i is your group’s willingness
to insist on societal acceptance of those rights which makes their -
pursait possible: R
i
¢
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CRYSTAL BALI;

This decade will present new challenges for disablec Seope and theit

families. With the threat of shrinking governmenial support ot axisting

programs, it may well be that fewer hew programs will be developza.

with the exception of independent living Brograms which are already
being planned in: many parts of the country.

The emphasis will mora likely be on strangthening existing programs,
oHering new voluntary services, monitoring 8xisting services. arx
enforcing cwil nghts legisiauon. The scarCity and expense ot ensrgy
1850Urces will make it even more i/mportant to develep sccessibie rmass

113nsit Systems and accessibte pubic-facilitios (parks; restaurants.

otfice buildings. schools) throughout the community. -~

Ethnic minonty populations are increasing in most cities. and

programs must be developed to meet theit ngeds. The numbers of

- elderly people {over sixty- -five} are ‘growing steadily and are pro;e::wd to

increase at an average of halt a8 milion a vear. Higher d: _ :ce rates are

expacted to continue, with family stress and’the lack ot family support

services comnbunng greatly to these breéakdowns.

More mothars will join the work force as increased income 15 needed

to maintain an adequate standard of living. The need for good chid care

programs will continue to increase. Affordsble housing will continue to
be scarce as. new construction cannot keep up with demand.
These projected sccial trends will greatly afect the families ot

disabled people. But by amvcupmmg and planniig for the future, we can.

more accumelv pinpoint the 1ssues which need 1o be addressed now.

gtrangth. individual mmunt? good support systems, adequate

.and help to prevent mdden events from Eemg catastrophic. Famity

information, and fésponSab!e citizen invalvement will be necded more

- than evet if we are 1o achigve the gouls which were tha prorise of the

fast decadé. We ran achieve thes: goals. fogerther

\
-
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X FURTFIEH REAQING AND
RESOURCES

Famm cmn have their own tafefence hbrarnias wnhom ch

expenso. Home libraries can be valuabil resources 1o use in famity

problem suan and in providing the most racent information on
. dissbility. Bds, equipenl, advoCacy. ITOGIaMS. and services We

w you mctude the following bas:c materials in yout librangs

' Davia, M. EsPaindn, £ McKay, M., 8ds. The Aalaxation and Stress

Raduction Workbook. Rk:hmond Now Harbinger Puba-cmmns

1980. This book otffars dozens of useful exercises and techniques.

all aimed toward stress-management and relaxation. Tbo
SSEETHVENESS TrBining information s particuiarly applicable tor
' _cisabled people and their famiies.

Go@\son Roben M, Disabikty and Rehabilitation Handbook. New

i

%

This book provides a comprehensive a  god
. information on every major Categgry o bility, as well as
mctrms on thc roig of the hmdy esnous rehab»mmwe m-cm
fam havo ot have not coped wnh dissbility,
Hak, Glorya. ed. A Sowre BOOE Tor the Disabled, Now York. Grosser
and Dunlap, 1979
This is 8 most wseful and comprehensive gmde o equxpmem

very readable gotdming of

Yosk: McGrow-Hil! Book Co.. 19'73i’a

home and personal adaptabons and aids, leigure ang xecreaxnon

ana independent living: It is 8 must Tot the family with a physaly

Powet, P W.. D Ono. A €. eds. The Rote of rhp Fam:'y n the
- Rehabiination of the Plvsically Disabled. Batimors. Univereity Park
Prass. 1980.
This s 3 paperback collectian of rwadings aboul hows amiies are

involved in heinr'ng their disabled members.

Satit. Virginia Peopi- naking Palo Atto Science and Behavior 8ooks.
inc. 1872
Thig booli aﬂew a down m ganh, wsmw amjmach o Chnd
reaving and famity relsuonships Concrate exemples any
Suggestions 3 given 1o anhance self-wonh and commumcanons

Rt
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wgnt Baatice S Physcal Disabiily A Piychokogal Apzioach
No:'w Yorx Hawpae: ang Row: 196D

#o? those who ate INEILEIET 6 POTSONANTY IDROTG. INIG iG . LidSeiC

offosing. Such Bsuss as Tgravances ang grathicabnng e

evorygay tolavonstips of disabied GEDDIE DI COWEIEA

$ MAGAZINES
Dsabled USA - The Prasdant’s Commitier an Employmen: of 1ng
Hand-camu Waﬁh»ngwn ¢ 202D

“Disabled USA preserisy iy suse 100 JisaRH0n pduls T THi5 5 gn

SEVIONINDTY MOGJATING WHCH ‘a:mureﬁ dilferant maly Geines i
CHE #deh issue It is amacuvety Oritted ane perinant

! Tng Excenrona: Pavenr - 1312 00 pid yedt. b mo'uhiys Wide 10
R v The Eaceplior u Partan

PO Box 45 . ,

Manchestar: wH 03108

This magapne proviges a woalth of pachical intormation 1o v
tamitios of childmn with d.mmzrxm it !emumf aruciys ub hglping
patenms t sdvocate fot that childien COUETS ngLGNal
LIGArZANGRS and thgst dChivaigs. ana michintg famidy wsues and
book soviews
Rebabditslien Garette. The iefernatignyl Joarnal of Independent Living

for the B:sat;ﬁw i33 50 per copy for cunablod ingivude ) Wata
-
Retubdaation Garere
4502 Marglang Ave

i St fouis, MO 63!08 :

- X n‘he Gazerie 6 puttlished once a y0ar by ~enteer 59t Hs aim
it 1o reach. Yo afo . and 10 dignily thi disabied thioughout the

’

wigeid ¢ “*ﬁms excuilant. intereshing arncles aod nicaly written

me.ews ¢ books.for disgbicd persons

800%’3 ON SEX AND DtSABiUW
Bass sn0 Gilol!. oas. The Sexual Rghts ang Responsibintios of the
© Apnrzity Retasded Bvaiabie from Medoia Bags. 216 Glann Rmd

dmnm FA ‘i‘JﬁO3 '6975

WBD .,aws? A Fandbook on Sex fdﬁtahpﬁ and €ounseﬁng

Sarsies tor Disabled People. Compied by the Sex and Disabitiry

Pwiect. Gporge Washington University. Washington, DC, 1579,
" acon, Sol. Living Fultv: 7 Guia 166 Yo Cung Peipls Wit & “Rnd'cap, ]

Thes Patents, Thw: Tesehors, 2ag 500 sswe 2o Bd--iass; 760

Ostramy Avenu, Syrecuss, Ky 13I8, 167F :

H
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Gmdcm Sol Séii}al R'g* for the P&ogi?.’ who Happen to be
Syracuse: Human Policy Press, L
Hnimga,‘ K: Schellen ang Verkuyl, A. Not Vlade ol Siong- The Sexual

Problems of Handicapped People. Available trom Chares €.

Thomas, Publisher, Springficid, IL and Woodhead: Faulkneﬁ td .

__ _ Cambridge. England.
McKeu. Rempton. and  Stuggall. Ztn E’asy Gmtfe " lovmg Careruﬂy

aoadmﬂaym Boston: ' tittie, Brown, and Co.; 1976.

Mult Media Resource Center, 1625 Frankiin Street. San Francisco. CA

9‘109 The Sonsuaus Wheeler: Sexual ﬁd;usrmem for the Spmai
, Cord rriimd

Infury, 1973

PAMPHLETS AND BOOKLETS

Pubtic Affairs Pamphiets:

Dickman, ltving R. Independent lm’n’g New Goai for Disabled Persons
' INp. 822). -

Ogg. Eluabeth. Recioation for Disabled Pétsons ING. 571}

s ¥T

Koester, Frances A. Jobs for Handicapped Fersons. A New Era of C?v:i
Rights iﬁo 8571

Avrauit. Evalvn w«est Heimng he Hanaic apped :eanager Moture
. 5041 E

o Al ¢* W above lﬂ!mphiels ate easy reading and highly informative.
gy 8¢ available through: Public Affairs Pamphiets. 381 Park -
Ave.. Now Yok, NY 10016. Single pamphlets ate 5.50 each

How'to Get Food end Monoy The Paop@s Guide to Wellare and Other

Services In Los Angeles County, published by the Hunger

.Organizing Team, 5539 W. -Pico Bivd.. Los Angnles, CA 90010. At

$.26 per copy. this is a great guide to welfare programs and

méms for consumers of welfare services. it is aitored for

. Los Angeles County but is applicoble 10 other psns of the nation.
_% It is avaugble n English and Spanish,
Consume= Survival Xit it published by the Matryland Cenler !O‘ Public
Broadcasting. Write 10: Marylanc Center for Public quadcast-ng.
Dwings Mills. MD 2’ 17

laws. This is pbbl-shed by me Mawland Center for Publuc

Broadcasting 1o accompany its Consumaer Survival Kit television

series. it covers such bmad basad issugs as disability rights;
¢ N N j_;‘ o . . 7ﬂ
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affumative action, clothing selection; new products for disabled

people: and handling parentistudent and school confiicts:

The following booklets published by the Institute for Information
Studies gre availabla through the National Rehabilitation
Information Center INARIT), Bth and Varnum Sireeis. NE, Catholic

University of America. Washingion, DC 20064, {202) 635-5826.

New Life Oplions: Independent Living and You. {Co-produced with the

institute for Rehabilitahcn and Research | This bookist explores the

new options now avacﬁable 10 dnsabled individuals wha seek an
indepandent lifesiyle o sheir ewn making. The booklet includes a
section on sovws of tachnical assistance and fmanc:al support for .
independent livicyj programs.

Mak:ng Friends and in"luencing the Meyia. This manual for consumer

orgenizations »nd advocacy 1oups focuses on how to mfiuence

the portrayal of disgl: md peunis in the mass media. It takes a

pracucal by w to g’ sps:oach and ptowdes €7 rapies of press
treleases, u ohf:* 15, gm% -vher tools of the trade.

l.obbymg for tha Rigl: ot Z‘asa - People: Views From the il 3¢
from.the Grass ©o. 75 document provides disnibied peopis
with basic infoii.0n on how to effectively ur‘mence lagisiarirs,

govammem poiny makers. program wdmiristtators. putiigal -

P2y

parties, &nd sinilar org&n“ auons n 185085 relat.ng o thy well

baing of ‘% nand: uarcad popu fation:

Financial Resources for [zisabied Individuals. Tr Jocir~ant will assist
_disabled individuals in obtaining 15 cash benefitc znd other
sronetary 1esources thoy naed 1o et their BasH, Lving needs and

prepare themselves vocaiionaiiy.
Learning to Live with Disab:.iy: A Guidebook for Famities. This

document, designed &~ a self-help manual {or families with

disatied membacs, secves to increase awareness regarding the

roles -and needs of famiies sffected by disabilities. -

Hirin§j &nd Supervising Personal Service Providers: A Guide. This
publication a:ds in recruiting, selecting. supervising, and
terminating parsaral employees; and helps disabled employers and

their anandams, mterpréiers. rea'deis. and dnw’rs to estabhsh

.

DEPMTI’MENT OF HHS PUBLICATIONS AND OTHER NEWSI;E‘FTERS

A weahth of free literature is availsble from the government throtgh

‘15 special branches. The Office for Civil Rnghts, Washmgton DC

20201. publishes free brochures on disability legisiation. :
Publscations ol the Nauonal lnsmuté of Mental Health are avanleble by .

71 o
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MD 20857. Over 200 saparate publicztions are available (limit of ten

publications per requester). English and Spanish editions are available,
and sll booklets are free.

For answbrs to specmc questions about alcohol use and drug abuse,

write to:

£.0. Box.2345
Rockville, MD 20857
{)f
The National Claannghause for Drug Abuse Information
P.O. box 416

Kansington, MD 20795.

Handicapped AmericanNews, putlished by the Rehabilitation Services
Administration, may be obtained by writing 1c

Handicapped American News -

200 lndapandence Ave., SW

Washington, DC 20201.

Word from Washington, published jointly by United Carebral Palsy
Associations, Inc., Epilepsy Foundation of America, and the Nation -/

"-Society for Autistic Children; follows and reports on all legisiative a:.

policy issues relevant to disabled peopie; This free monthly newsletter

of interest to advocacy groups and progrems is available from:

United Cerebral Palsy Assucistions, Inc.
Suité 141, Chester Arthur Bidg.

425 Eye St., NwW

Washington, DC 20001 °

Children and Youth, is an outstanding nebvsletter which keaps its

readers up-to-date on programs and services, advocacy mﬁxmataon, i

- governmental activit'es, and funding sources. It can be obtamed free by

writing:
Closer Look
P.0. Box 1492

Washington, DC 20013.

»
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X. NATIONAL RESGURGES

DISRBII;ITY FOUNDATIONS

Arthritns Foundation
3400 Peachtree Rd., NE
Atlanta; GA 30326 -
{404) 266-0795 -

-

Voluntary Organization that supports research with seventy-thrge

chapters, some offering medacal equlpmant on !oan distributes a free
newsletter.

Muscular Dystrophy Association, Inc.
810 Seventh Ave.

New York; NY 10019

(212) 586-0808

F A

Promotéé research provndas diagnosuc cars and orthopedic devices

,thwugh local chapters; pubiishes pamphlets concerning muscular

wLn nhes end nauromuscular disorders; distributes TIPS, a quarterly
raanietia; wnd MDA News, a newsietter, at no charge.

Natichai p’cmputauon Foundation !

1245 150th St C

Whitgstone, NY 11357 ) ¢ _

{217 767-0596 . ' C
Providas services aimed at intograting amputees into the community;

offers information on adaptation to srtificial limbs; _publishes a

newsletter The AMP {ten monthly issues for §3. 00)

The *iational Esster Seal Society for Enppled Children and Adults

2023 W. Ogden Ave:
Chicago, L. 60812
{312) 243-8400

Concerned aooiit all physical handlcaps and communicaﬁbn dlsmders.

offers traatmen:. cducation; and reseatch. Comprehensiva renge of

" publications inclurding 8 magazine for students and prof@ssionals,

Rehabiitation Lasratars, published ten times a vear for $15.00.

.LJ |
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- Tha National Foundation/March of Dimes
" Public Education Department
. Box 2000
White Plains; NY 16302
(914) 428 7166
"' Provides iaformauon on birth defects and information on income
'maintenance and avimlable financial services.

" National Kldney Foundation
116 E. 27th St. .
* -~ New York, NY 10016
‘(212) 889-2210

m 8o many neuromusculaf dlseases and spmal co:d un;uries o

"in this list Founded by pafems. this orgamzation has ﬂfty -four afﬁliates.

services are.primarily publications and referrals to ﬂnancial aid and

medical urviccs, KF Newsletter is free.

National Muh.ple Sclerosis Socinty
~ 205 E. 2%nd St. _ X
" New York, NY 10010 o

{212 232-3080

;;

CA voluntary ah ,mauon that funds research and educanon about

h‘u‘uple sclerosis; 1771 local chapters provide difect services such as

- gusipent tm;ns o putients, Publishes a quarterly newsletter M.S.

- Measenger which 1§ fug 10 panems, $5 00 to others.

Siatians %wm-ﬁgm t oundation .

333 N: Michigan Ave. S ’

Chicago, It 60601 | - ’
(312) 346 4779 ;~ v

A volumdly consumar orgamzmmn with hhv three loca! chapters: will '

* refer to best scurces of care; publishas literature on paraplegua. gives
information on davices, equipment, personal gare for paraplegics; the
$5.00 cost of the magazine Paraplegia Life pays for membership.

..?}‘
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Paretyzed Vetarans of America
7316 Wisconsin Ava

Suite 300W _

Bethesda, MD_20014

(391) 652-2135

An advocacy organizatnon for veterans; distributas information

o pamphlats on barrigr-free design and honsing, dnrectlv 8ssists disabled -
e veterans n gaining housiﬁg. hospital rights, vocational rehabilitation;
‘ emplovment. has thnrty chapters Publlshes Pirsﬂlégm N&wc monthly

)

Scoliosis Research Socnetv

Orange County Medical Center
© 101 S. Manchester -

Orange, CA 92668

1714) 834-673¢ .
" A professional ;aséa;aﬁ saa’e’ﬁ;,' will send Scoliosis; A Handbook for -

. anams, Scotiosis . .. What's Thar?; and a babluographv on fequest:
4 S o
Spina. Bifida Assocmnon tsfj{irpench
343 S. Dearborn St., Am. 319
Chicago. il 60604 - : o
{312) 663- 1552 ..

) R

A p: nt network of 100 chapters; membersh.p comes wnh a

subsc .mon to the magazine. Prpofino for 66.00 a vear

United Cerebrat Palsy Asscoiation, Inc,
86 E. 34th St. .

New York. NY 10018

f212) 888- 3655

z - A voluntary organization with 300 local aﬂ‘iliates. supports research

* and distributes information; local chapters provide a variety of services

inoluding preschools, speech therapy, personal counseling. A free
legialaiive nawsiatter, Word from Washington, published by Urmed

Cerabral Palsy Governmental Activities Office, Chester Arthur Bidg..
Suite 141, 425 Eye St.. NW. Wasghington;, DC 20001.

e
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United Ostomy Association; inc.

1111 Wilshire Bivd.
Los Angeles, CA 90017 -

{213).481-2811 or {213) 481-0628

. erganization for lay people; 400 local chapters: does Lﬁ answar

] questions or, advise about equipment; otters information

proper « ostomy czre and rehabilitatibn; has insurance pians tor

mmm publishes @ magazine Ostomy auarterly for members ¢’ locai
chamé'ré

SOURCES OF SPEOIAL INFORMATION AND SERVICES

Accent on lnformatuon {AOI)
Gillum Rd ‘& High Dr.

""" kY

- Bloomington, IL 61701

. {308} 378- 1&213 .

- -

For a 68 00 service charge AO! will rasearch any subject pémiinfng to
physical handicaps: such as products; caxgers. legjslation; publishes

consumer quarterly periodical, Actent on Living; with informatjon on

aids, services; and day-to-day ndeds for $3.60 per yeat

Children in Hospitals. Inc.
31 Wilshire Park
Needham, MA 02192 ‘

_ Provides jﬁg@:@aﬁ to; parents and professionals about needs of

children and parents when either is ho-.italized; book list from Susan

Letfier, 525 Lowell St., Lynnfield, MA 01940,

. American Automobile Association -

8111 Gatehouse Rd.
Falls Church; VA 22042
{703) AAA-8345 r

Publishes information on such sub;et:ta as duver training semces

specisl equipment. and transportation facilities.

{
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" The George Washingion Univarsity :

70 _ : o

Human Resources Center (all phvsma! handicaps)
LU Willets Rd: ‘ \
Albertson, NY 11507 N

R P . ;

{518) 747:5400

Provides vacational traiming and rehabilitation tor Randicapped
persons; information to employers; direct servicas and information

internationally:

lnsmute Dl‘i Amtudmal tegai and telsure Barners
Regional Rehabilitation Research Institute

1828-L St.. NW, Suite 704

Washington: DC 20052

. (202) 878.6377

Publishes froe penod-ral Re: Sean:h 5IX t-mes a vear major pro;ects
attitudinai bartier !emOVal sex and c?ablmy employment rights

New York. ‘Wieeea
1212) €74.4980 N

Refers to local chapters with saivicas: 29‘8! make it pbssmw !m people
with handwapping conditions to live in theu hbmes will research focal
aide services 14t developmentally disabled prople.

ﬁcbtm Northwestern Hospital

Chicago at 27th St

Mitineapolis, MN 55307

- - = ey *

1612) an‘uoo, ' S
, -

Rehabllnanon “nter Ior persons mth musuuloskele:au or neurologncal '

pamphlers on care of handecapped people, including information on

speech problems, bcd care, stroke:

1
]
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OBGRNIZATIONS WITH DIRECT S,ERWCE'-‘.

OR PUBUCKTIONS RBUUT CI.OTFIING

1115 Langford -
" - College Station, TX 77840 '
¢+ 4713) 845-4016

L

A free service; prowdes for exchanges between consumers; maintains
a registry with lnﬂ)rmation on ages and sizes, -

Clothing Research and Development Foundation; inc:

1 Rockefeller Plaza, Suite 1912
Nm York, NY 10020

(214) 765-0750

2", " Distiibutes a bibliography on cibti'ii’ri'g for disabled people.

Home Economics Extans:on Service

South Building
Department of Agncul:ure
Yesehington, DC 20250

{20} 447-3743

Local units teach food preparation, homa management skills, and
- sewing §6 disabled people: distribute i:iiiiiiit:éiiah’s.
“The Ruth Rubin Feldman Natiopal Odd Shoe Exchange :
1415 Ocean Front R
Santa Monica, CA 90301 -
1213) 393:8746

~ Annual membership of $5.00 required to register gn the exchange;

matches people of similar needs; taste. ages. «

| ADVOCACY/INFORMATION )
. American Coslition of Citizens with Disabilities Al

" - 1346 Connecticut Ave , NW
Rm. 308 IR B

Washington, DC 20036 . , .
i292§ 78514265 : —

Spoala out on a range of problems from housing and transportation .

to education and employment; comy.ased mainly of-disabled citizens:;
x:— v\\ ' - c . - - 55




e

72 o
L

.

members may be Orgamzatnons ($1OO & year) or individuals ($5);

mamhly paper, ACCD Action, is distributed to members; quanerly
newslatter — The Coaliton free on raguest to nonmembers '

Arnierican _Aéé_’o”ciéti'd’ri for the Advancement of
~ Science — Project on iﬁi* Héﬁaiﬁbﬁé& in Science

Washmgton DC 20036
(202) 467-4497

Encouras# : . [ination of education and career barriers to disabled
science stucen:s and disabled scientists; offers career counseling to
students; provides information on financial aid to disabled students.
Closer took — A Project of the Parents’ Campaign

for Handicapped Children and Youth
Box 1492

. Washington, DC 20013

1202) 833-4180

7@0@@!1}}6}9@9&0@9%anon of parents dedicated to working for the

right of handicapped indivictaals to full ‘participation in the mainstream

of society. Producas many pubucauons Can tall you about your child’s
right to education uvnder federal and state law and about othar nghts to
@qual ‘opportunity, from early childhood to adulthood.

Disabled Amencan War Veterans
National Headquarters . )
P.0. Box 1403 ’ y ”

: v

1345 Connecticut Ava NW

Sqate 1124 -
Washington, DC 26036 - ,
(202) 223-3304 , , ot

Your Rigms and How 1o Enforce Them: A Guide for Users of Medical
DéWcas, $2.00. tf

A ‘l



_ Human Rasources Pemar
Willets: Rd:
Albertson, NY 11507

Thls pnvate nonproht organnzatnon prov:des vocauonal and

educational training for severely disabled children and adults and -

: conducts research, evalugtion, and training programs Send for

-publication list.

Tha Lnbrary of Congress -~
Division for the Blind and’ Physncally Handucapped

Washington, DC 20542

Provides a.variety of ree library services, through 140 cooperating

librarics; for blind and physically disabled peopls:

Mainstream, Inc.
1200 15th St., NW

Washingtan, DG 20005
{202; 833-1 139

.Counsels consume-s; business; govemmant an u schoo! svstems on

barrier removal, aﬂlrmau,e action, and attitude change; publisties n rhe

Mamstream bimonthly. at no charge, -

-Najponal Associauon of the

_ Prysically Handicapped

2810 Terrace Rd.; SE

w&iﬁiﬁéiaﬁ TC 20020 ;

Membersh 'p iS JuN 1O anyone with a nhys:cal disability who will join
forces to fight to eliminate barriers and solve problems common to alt

- ,d?.,‘ahled pecple,

Natgnal (")ng!ess of Orgamza::ons of the Phys:caily Fiandlcappef“ inc.
8106 N. 301h St.
" Arlingtor; VA 22207

This strong | lobbvmg group prormotes empluyment, education, egusl
righm, and rehabilitation of people with physical dnsabnlmes as wall as

; legislation and social integration. Publishes the COPH Bulletin.

<

&7 _



Ntmonal h*haimtat-on Ass 9.,:3%(10

1522 K St . : :

Washington, DG 20005 - i
Faciliater commgnication betwpern professionals working with

disabled pe'sons. Membership is open to evaryone concermud with t.hé

« problems common to all disabled people. Publishes bimonthly NRA -

Newslerter. 8 quarterly legislation newsletter, a magazine. The Joumngl

of Rehsbiliiation; ang many pamphiets:
@égéiﬁbmniéi 6i§absi5imé Otfice

Ottice of Human Deveiopment Services
 Department of Health and Human Serwces :
- 330 € S1.; SW

Washmgton DC 2O201 P
/-
“This agency ¢ rwtdmates programs provided f& th}
" Developmentally Disabled Assistance and Bill of Rights ,#ct a law 1o
help people with cerebral palsy. epilepsy. autism. and mhef d-sabihhes
defined as develop:nental, which raquire special sen.-«ﬁes ang

provisions.

Oﬁu:a for Handicapped Indiw:duals

Departmem of Education

100 Mamland Ave " sw
Was,hmg!m, ©C 20202
{202) 245-0080
A coordinating nd advocacv anit which tuns a clearinghouse (0 f

disseminate information to individuals and organizations on all matters

penaining to tmliﬁndicmd communitv OHI will answer questions on
the many federal programs for handicapped persons snd direct
individuals 1 the a~oropriate federal or private organization. The Office

~for Hendicapped tnchoiduals is represanied in the tan regiona!
Dapartment of Education oHuces throughouz the county.

Prasideni's Gommygee on Emp!o\ymem of the Handicapped .
1111 20th St., NW = )
WﬁhWOﬂ. DC 20036 o

4

Esiabiished in xhe mid: 1940s, this agency ps.blishes many use(ut
bookdets and mmts W"l‘to for t‘um publication Iust
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The interngtional Sty !or Rehi'litauon of the Disabled
432 Park Ave. § i

New York. NY 10016

A nongovermnmental ledaraton of navonal organzations, agencies.

and groups in mote than sixty countries which are involved in problems

of rehabiitation Publishes The Inremanonaf Rehabiitation Reviaw

Réhabdimnor Intesnational U S A
20W. lOth st
New Yoﬂi NY 10018

lndeoondem national organization atiliated with Rehatiitation

intemationat, Membership includes annual subscriptions 1o
mﬁm Worki and tha Inzornarional Rehabilitation Review.

mxﬁznms FOR PEOPLE WITH VISUAL I~ AIRMENTS
Tha American Council ‘of the Bling

1211 Connaclicut Ave

Suite 506
‘Washington. DC 20036 .

12021 833-1257

i Aﬁmfw%rp organization devoted 1o improving educational,’

nation. and employment oppertunities {oc blind people; as well as

. increasing public undersianding of their problems and capabilities. its

- members. most of whom aie visually \1mpaired. tske an active part in

legisiaion and count cases involving the rights arss “s-est 6f porsuns
with visual loss. The Council offers free informatic: - publishos o
free, bimonthty peniodicl, The Braille Forum, avaita:. i in Brailte, 1arge
type, disc. and 18pe editions. Subscription requests should be
addressed to: 190 Lattimore Rd.. Rochester. NY 14820

Amaencan Foundation 1o the Bind
15 W, 16th St
New vork. NY 10011
12121 9240420 . ;
A nono«cﬁt oiganation tinat 5uppPorts asedrch connuming visual

. doss; oﬂefs information and pubications available in Beaille: large type.

pmvndfes otiter ¢ services™to blind individuals.
o office at 1&66 L St Nw Wcshaman.
S Y
Va

}‘9‘

LI



O

ERIC

PAruntext provided by eric

]

G o B3 - i L ' 7 T
; . ; k4 .
«
_—
18 '
b - ... - ]
77777 - - - , ] :
i Aggd] COeSUEALOA DI ALREA n f i -
m»,-.ah!"&rm & * )»J.Htu-.-- ’x‘-in?if;.éfit‘) a7
2T e Takg
R T M A ) et
: . o ;i?il‘;j\j!fi(b an
P g I L < L gnEa ot itiad
? ) ]
.
i ,’t‘f.‘_:"‘ ; 3 e
~
y
s Frgesy sy © v IR e s L,.._u\.t
. w5 i e R Liae Tyie A .
~ P" o2
iy
. . "
" . N - ‘ :

o



E

TRy
g
1]

omm;zmms FOR DEAF OA HEARIN iapgmeo PERSONS

Nixm Gfaham Bait ﬁ'iﬁ!}c!uhﬁa igr e DAt ng
3417 Voms P! ﬂw

- TTY and Ofal 5292‘ ;5;&? 5220

~ Focuses on mmh pgscation ‘o m:eanng impaed 4ng caa! peapie. In
mm £ £ offenng mtomﬁ!‘aﬂ umfw to paignis and Dfﬁ‘iﬁ\‘?tbvé‘

(Bachers of the doal. Moy provide informatiop on equipmys” An 3ids '
The l&mmm oHgrs coltege scholarships 10 doal students who
mmw‘acam wih apgech — 27 men and SGman whi wete borty

geofound nestry) 1638 0/ who iiecama Juat belate lparning 10 Spoas

Puticatons m:im & poumal: Voia Revirw. 8 newsleiine, annual

. ‘mcwamzwn g crtw be.vg and DIMphists

Amatcan Humang AMGETisr:
PO Box 1268

Dpneer. 0O BG2GY

Cfiges Pen g

The Brti Hegnurg st

1430 R 5§ . RW. Suite G0

Vigstngton. DC 2050%

ch’ht GrEADZATAEA WhEh GivEs SnIQUTRLN ot e Medcal

spgicet ard saphNicel  nolp avalable far peopit vedh heanng

C tagtwims Yo mw, m\-nmg aﬂij haipy bew - (BEE 4248576

ERIC

Aruitoxt provided by Eic:

Coungi Gf ""gammtro"a Sgreiy e Dival _
B0 Bor BIY ) ) _ .
Eéisﬁﬁié (115 B RTRTE T »

. . . <
Oﬂw-, - luil gudn panted nwfma! ST S EE SRS Ak
Gat e uhms s r‘u:'mi sd H?Ju a'.,,-w g ales . wsgane o

ity prEn p“\ e g!,,,:n ?H(‘.gfnmk ";.Hftv" DRI LI R LS N T

R



O

ERIC

Aruitoxt provided by Eic:

NB! O‘SGi As,wc’anon of Hoanng and Spﬂﬂc'x Aqgnc.c-
314"18th St nw :
Washingion, i JG:J{}‘;—

MBLE" 7(‘!8‘?6"‘ !Cf nng 0‘ [} "'?i?‘ﬂbéi atiligiog where a B an
with hagting S 4paii-h d:ﬂm CrRCE. ¢ approprate help .nc!qdmg
Giagnngis, ’_-aiua!xon. prosch-. NS CTON: Lgunge!mq ang
tehabdiigt:on - .

The Natonal Agsociaton of the Dy inNd
gié T“Isver Agp

Situe> Sprng, MD 202310
TTY g orat (301 S87 178

a5

Focusw an 1otal romrruv olion g u:; spegih bt o ,
77777777777777777777 e ol NAT i 501 Y] ;ﬂga! _md

ﬁmnlovment ngms af deat people Mc:,! 515 .0 naw 2} A0 atilisg

chaptets The Assoc-atvon ;}-mhshes a pangy cat. The Deal Amoricay, 3s

@all a5 5 rumber ol Giher SOOKE. pamph!ms ‘vxu Himg

OTHER NATIONAL ORGANIZATIONS -

National ASsociation 1of Retarded Cibrans é
2709 Avanue E East

PO Box 6109 .

fmmg!on TX 76011

1817 261496 1

E0R? YL arF loofuﬂ-n 106 GG Or @ e ho | BIogeam: suegal
& 06 Ot b Braiting. - sus. |, ¢ SOCWl anad - 'm- ond) actvities for
‘ -dexdt person; the Nat. onal ~580c@b 0 for “ntaesed Cnzens ang g
# tacal chaplers will Be toiplul (o yoo “ose pf tho membeis of

1 BES0 L LT 316 PRIPATS. WD Bi. ¢ 6 thego in many of Ine

S aMiuSIMEnTs an aUGNREE YOU Giv ' - Ag. aNg cun draw on the.t S

ARPONRNCOT 1 [ IBp ve

Eoilepsy Founualion ¢! Amencn
1828 L 5t N

Vashngion, OC 70036

13021 293-2930

HE TGS 510104 thiz, Jghout 1ha countty, lacdl ¢ AMBILLO Gul Weois
hat Lan mnw 8 crutia! gitierenco i vhe Lives of chuldien ang ;du-h

wHA ogriopsy. B l1ow-cost medication PIOGIam and 10w LORT S anLe
bmgmm av¢ avalable to Epilepsy Eougdmmn of America . »~mb~nm
L4 ¥



O

ERIC

Aruitoxt provided by Eic:

w9 of 30 Boult facing

uadrm s« advocates i “hig

prob#em» m.s:rtg f{qifnicp.jgggy— VOU Cafr tu

- organzation 1eadv 1o help Regm'ml oﬂeces angd local canmcm ca'* nem

vou find many of th's 1e50UTCRS YOU Jre h:mkmg for - apctading Mgy

) @BCIBIISM LCLneslitig, clinics, transporuz-on 1ab !wlnxng cainps 1

chilgten, 5nd specal hiving artangements 101 adults Programs vary 5?‘7"'
8183 10 ared. 56 15 1mMporiant 18 hind ou whil yeat 0038 o L50
ofter

The Katonai Socwty for Agtatc Chige .

189 Tampa Ave

Albqnv ?iY 12209

(518! 488.737¢%
Untd recently thore weas ot 3iOst 1670t lace of sery: . 10 hein

Agushe chidigr. and ther Lymbes I stil s a hatd b, 3k 100 ol 1

fmd approgote educaion and treatment Byt throagh the deta imned

aﬂms o? Dgrenmt O?gdf‘rliih(.‘mS anu damcmed prufcéwun e, mev’e har

and in 5cboc' ang cr"sm DT TVt 11 mn! can b Glp xhom ".!umbmg it U~

Natiargl Socisy o Joubshe CThildrern goe EQriv ,(‘,ng EANRIE £8 0 (HiGe

chidrgn uke aif (ruigegn, have the tgh? 10 by nurturen wdacaten and

accepied no that they: Too canjend bus “tal s as s CLry o

uselul a5 possbic

Fﬂ‘(j'luz" ¥ IU‘ et A SRR e
18 E 2B St
Yaan Yok, NY OYWOUYT

;2 ﬂ r‘hﬂ'; v‘m’!‘f"" ’, f. :,‘ ‘h,.”? '751’; o

booutas z;ﬁ G ATae 3 6 e Aomiee o
Biw IRRL:
Cartesy T agt

?ubn Yl‘} L IT TR SFTRCARSRITE L O

25 % 39 5

!‘.u.p, ‘y’rju 5y

PUBLENES 3 Piantiiti seimiitaa

¢
-
L



O

ERIC

Aruitoxt provided by Eic:

80 |
L -.. . ]

FEgets' Inrmation CERIEN ih SEveRty hivah Maot CiUes will ditert you
6 1he o et daderal SHANE. OF locsl agenty Ybu fued LGok v you?

salephong deectory under U § Goverament §odarl Inforegtinn £ nae
S w10 the Gonaral Serv.oes A aapaton Washaglon D€ 77408

ii" i}'" "536'"5 fl'ﬂ{’lal il’:fa"aiyz“) f{r,!(!;‘g

_. B 7 . ]
The g0t SOLCE Ut NG prdcamng informangn was o o WG

Fenms atwes U S Depstiment of Educaticn. Ofine of S

0 Rebabutated Sevicas Didet

i K
woanngion: D 2003 1207 833436

-
s
>
[}
&3
o
b



O

ERIC

Aruitoxt provided by Eic:

«nmwmwn wp»r; tc-t zi~ ,gbiers contyT aw mho' m«mbovs o' usu

ﬂhﬂ retovan mocs a‘d ZRYONels 104 QIOMGHON 3NV BiURION 151 1hh COMING yEdt |
WOM GGt BPDITCAIG L LIPS DL IGrT DR O ChECKNG 100 EPC SN aTe 603082

CONOSEONEr G 10 o v’ 571g

5 Pl EITe 13 T

1

Toin

TW»Y " - . e
qdb‘i €T

|

jwabien i3 WG S

Thger o Chigdid pRanas on Hey O
§ A,y STt 73S
o L 4
K Alry

gt ¢ 'n!' n’w.w,z"ﬂvb’“ M;lmf; o o
i v 3 D% fxRabe Ao T e
02 Sii@i’»{mﬁ{ oAgAnI g1

b N 4 N
G3 Piaatn sphdd gt &
AGRTLy WL 200
o ‘!!{MI:!"O :,m)ev;) iy .-
abtesn
WU TP o pat gty BT e
% PYOREY
Ve, 1 .
L
X
44 “ L - STt
e ; At i neatens GV g
St T S B AL TYe 0 LRI
et TR
(% BRUTRIE G e
i Sl B :
i‘;,;\...,r ? dewny vy Y Ot
‘ LRSS S . ~ 1A ":.‘;b
. - B
FLG 03
e .
- o .“
v ok N
Pt gwtetredy E L A
S [ - - 2

(s



7. 1found out about tins publcation {rbm:
I Nepwsletter prticio Of tovaw

Whets. aorgsera?
fEvew TO0Y
Coniprenge eahutxi
JoUIng gricie o
AGverEanent
Ytoch jwinai?

QOtre: ipe

LTINSt ok v E g Ty e D s kk

ER L £k

G b e e BT

ERIC

Aruitoxt provided by Eic:

ETTIM 5 IV EVETA N sOF0 SR el LR VAR S Y SO W AR

L7 Progs reioase )
Fiiend o collgague For
whith CtQaMLEBON 2008 1has
peIEON woin?

Ro(ﬂf o 77'ih;\§ 5& i&var f; a;&ér
fpars
Dan W

bt 1 s

Tatgie oo s -
A ..

B R A ST TR BS CRTY




O

ERIC

Aruitoxt provided by Eic:

INSTITUTE FOR INFORMATION STUDIES

EMERGING ISSUES AVAILABILITY FQRM

The pobications Lsted below are agadable while s: - nhes 1ot tmaagz.t i

Naugna: dehabdraner Informanon Centee (INARIL. Please ¢nglose 5!

{check ot monev orm:v ‘bovable 10 Na: gt Retab.diavon Infoimbuon

Centert vesth requests o single comas For 1w OF MOTE COPeS. DIRASE

encloss 57 (postage and nanghng; When the ouginal Supply 15 dopleted.

copies wit 2iso be avalauk through the clednnghouses hstel beicw ot
well as NARIC Each socrce has its own policy ragarding bofrowing o

oblaming copras’ of documents from A5 collectan. so conmtact ihd

: gcgam:am aupshar ia: Lotther datads Thess pubbealnns g NOY

availane uoagh e mf,mwu i Intgprmation Studies

National Rehatilz s .. U§ Tparment of Cameni s
Idgimanon (Rt Natiohsl Techflea: 198G G-
4407 Bin v Tt Service

Washrpian, 06 70070 5 'éS Port ﬁéw a
1202t ©35 5- '»

ﬁejxwx Shn‘sp{ FRIC Doromens ot

PO 8gs J107 Sorunee

P{‘ h.vh JG AR T80 Box 1930

FA0N) A TN ufhﬂg!/_‘;.’ WA 20
FO3 B 17

AR DG GE 16 st L

v-'.r pu!\xc,’tcrnsg \..4.1!. e iy

., H Rt b

7 PRI AR
ri;aA,-J R ‘-':\v“r,'a(. 5Ty p’;r«' tr,y ‘, - B T ST
IR LA YR ] ",l,n [,« VR RV IR TR VRN
LREE e R amas Wpnbre e T3 Gt B mae s B 2o i

.
r
-

Lo
- F .
PR \
ST e eyl - \
!;l.
Tice: o e
$ev s ), 16

P am j? oo el AP
Traiets o @ il i ntto o Iy g - ~ N )

'n ;1‘ ¥ . —

5. _Jy »




