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OPEN YOUR HEART

Cara Curtis

Whenmycousin Mindywasborn, itwas likea cloud hadpassedoverthe sun.The
joy experiencedat the birth of a child was shorl and bittersweet.Dr. McAlister
cradledthe baby in his arms.W’sa girl, Myrna,”he said to mytired, yet overjoyed
aunt,

Drawingthe doctor’s eyes like metalto a magnetwas the child’s face. He knew
there was somethingdifferentabout Mindy,somethingspecialand mysterious.

Afteronlyaweek,Myrnawasverysuspiciousof Mindy’speculiarbehavior.Perhaps
it was lack of behavior; Mindyseemedto do absolutelynothing. She was much
too quiet for a newbornbaby.

Myaunttook herto Dr.McAlister’soffice.Hecarefullyexaminedthe baby.Hiseyes
dropped and hisshoulderssagged.Myrna’seyesimploredhimto tell herthe truth.

“Mrs.Fligg,”saidthe doctor,”1don’t quiteknowhowto breakthis to you,”Hereyes
urged himto continue.

“Mindy has a chromosomalproblem — an extra twenty-firstchromosome.It’s a
genetic mutation usually occurring in women who are over 35. I’m sure you’ve
heardthe common names:Down’ssyndrome,mongoloidism.

“1can’t tell you how awful I feel, Beingonly a country doctor, I haven’thad much
experiencewith this type of thing, I wish 1could havetold you sooner,to prepare
you. I’msorry.”

Aunt Myrnasilentlygatheredup hertiny child.Tearsplummeteddown her cheeks
and fell on the face of Mindy.Myrnahad longed for a child of her own for all her
life.A girl was her dream.A girl with long hair to braid, to tell her about her old
boyfriends,to reliveher own lifethrough Mindy,Herdreamhad shattered,

Lifewent on, as it tends to do. Ourfamilyfelt deepsympathywith her.Mydad, her
brother, had especiallyknown of her dream.We felt helpless,a thousand miles
awayfrom DesMoinesin Pennsylvania.

Bravely,Aunt Myrna had another child. Kevinwas the “perfect” child, healthy,
happy, and normal. Perhaps,he made it even harderfor my aunt to accept and
understandMindy.



Mindyand Iareveryclose.Itwashardfor meto be moreadvancedin schoolsince
shewas older than 1.I could alwaysunderstandher. 1,too, was a child.

Now Mindy is still a child, in a grown-upbody. She’s learningcursivewriting and
to read the lettersshe receivesat the homefor retardedpeople in Marshalltown,
Iowa.Friendsand relativesfeel sorry for my cousin. “Poor Mindy,who has to go
through lifewith such a burden,”they say.

Manytimes, I envy her.

Mindysatin the grassbesidethe swingsetin herbackyard,talkingto me.Shetold
me about her newfriends in Marshalltown.

Suddenly,a ladybug landed on Mindy’sarm.

“Bequiet, Cara,”she said.“if we just be quiet,we can watch my bug and hewon’t
know we’re here.”

I sat there entrancedwith my friend and the red and black bug. They had some
unspokencommunication.We remainedstill for manyminutes.

It was Mindywho broke the silence,“It’s time to fly away now, buggie,”she said.
“Fly awayand talk to someoneelse now.”

She shook her arm and the bug took off in searchof another person as kind as
she, I doubt he found one.

Anyoneelsewould shakethe pesky bug right off of her arm.Only someonewith
true patiencecould find meaningin such littlebits of life.

This incident,plus manyothers,haveshapedthe way1think about Mindy.Shehas
morehappinessto shareand moreloveto givethan anyoneI know.Feelingsorry
for her doesn’t help her; listeninghelps.

Mindycanfind joy in a smileor a ladybug.Sheis not troubled by the plightsof the
world. She knows nothing of hunger,war, or desperation,Sheseesthe everyday
things as beautiful,the commonas extraordinary.

One might say that it is a pity that such a wonderful person should be trapped
insidea cumbersomebody with such a slow mind.Yetthesearethe things which
makeMindyso easyto love if you just open up your heartand let her fill you with
love, I did.



WHAT IS A DEVELOPMENTAL DISIU31LITY?

Peoplewith developmentaldisabilitiesare,first and foremost,peoplewith ability.
Without special assistancesome people with developmentaldisabilitiescannot
take advantage of the freedoms and opportunities of our society. They are,
however,fundamentallymore likethe restof the populationthan they are different
from it.

A developmentaldisabilityis a severe,chronic disabilitywhich:
Is attributableto a mentalor physical impairmentor a combinationof
mentaland physicalimpairments;
Is manifestedbeforethe personattainsagetwenty-two;
Is likelyto continue indefinitely;
Results in substantial functional limitations in three or more of the
followingareasof majorlifeactivity: self-care,receptiveand expressive
language, learning, mobility, self-direction,capacity for independent
livingand economicself-sufficiency;

AND
Reflectsthe person’s need for a combinationand sequenceof special
interdisciplinaryor genericcare,treatmentof otherse~ices which“areof
lifelong or extended duration and are individuallyplanned and coor-
dinated.*

Peoplewith developmentaldisabilities,like all people,need:
● TO be seen,first of all, as people;
● TO experienceloveand friendship;
● To experiencecontinuityintheir lives,especiallyin relationto the people

who are importantto them.
● To be respectedand treatedwith dignity;
● To haveaccessto opportunitiesand information,to makechoices and

to exercisetheir rights;
● TO learn those skills which are needed to participate, as much as

possible,as valued membersof their community;
● To havea decentand appropriateplaceto live;
● TO have meaningfulemploymentand contributeto the community;
● TO have opportunitiesto continueto learnthroughout their lives.

* Source:TheDevelopmentalDisabilitiesActof 1984 (P.L.98-527,Section102)
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Inresponseto these basicneeds,our hopesfor the futureand ourthoughts about
the quality of our livesare often concernedwith three basic issues— HAVINGA
HOME,not just a roof over our heads; LEARNINGskills which are useful to our
livesand careers,not just going to school; and WORKING,not just keepingbusy.
There is a fourth basic issue which gives vitality and fullness to our lives —
DEVELOPINGANDSUSTAININGRELATIONSHIPSwithpeoplewho dependonus
and upon whom we can depend.

A real home is a place to live the most personal momentsof our lives.A home
providessecurityand comfort,allowsus to makechoicesand expressourselves.
The peoplewho shareour homesareusuallythe peoplewithwhomwe chooseto
spend time, be ourselvesand feel close.

Real learning is lifelong. It means learning to understand ourselves. Learning
involves developing skills which are useful to us both as individuals and as
membersof communities.Thepeoplewithwhomwe learnarealsoteachers.Many
becomefriendswe can count on throughout our lives.

Realwork meansearninga living,being productiveand makinga contributionto
our community.The relationshipswe developwith the peoplewith whomwe work
are importantto us.

Having a home, learning and working — each involves us as members of a
communitywho both receivethe support of others and makecontributionsto the
community.Each involvesus in the continuingprocess of individualgrowth and
expression,Eachinvolvesus in developingrelationships.

Havinga real friend meansbeing involvedwith someonewho chooses to spend
timewith you just becausethey want to and not becausethey are paid to do so.
Realfriends broaden our opportunitiesand enrichour lives.Realfriends are hard
to find. It takes mostof us a longtimethrough contactwith manydifferentpeople
to find that small group of friends who really matter.Opportunitiesthat lead to
friendshipsare essential.

Peoplewithdevelopmentaldisabilitiesoftenaremorehandicappedbythe environ-
mentthan by their disabilities.Historically,our thinking and actionshavefocused
on the inabilitiesof peoplewith developmentaldisabilities.The concernwas with
“fixingthe person”or “curingthe deficit,”Overtimethatfocushasshiftedto building
on capabilitiesand assistingindividualsto developand usetheir abilities.

Themostdramaticshift in ourwayof thinking isthe recognitionthat the socialand
physicalenvironmentsareoftena greaterissuethan abilitiesand disabilities.This
is especially true in considering the expectationsothers have of people with
developmentaldisabilities,and what peopledo based on those expectations.

Governor’sPlanningCouncilon DevelopmentalDisabilities.
A New Wayof Thinking.St, Paul: 1987.

40



TYPES OF DEVELOPMENTAL DISABILITIES

AUTISM

Autismis a severedisorderof communicationand behaviorwhich appearsduring
the early developmentalstages.An autistic person usually has normal physical
and motor development,but is unableto communicateverballyor non-verballyor
to understandverbal language.Autisticpersonsalso havealteredwaysof relating
to people,objectsand events.They mayappearuninterested,aloof,and exhibita
lack of concentration. They may possess such repetitive behaviors as hand
flapping, touching, twiddling of fingers and rocking behavior.Autism occurs in
approximatelyfive out of every 10,000births and is four times more common in
boys than girls.

CEREBRALPALSY

Cerebralpalsy is a type of developmentaldisabilityresultingfrom damageto the
brain that mayoccur before,during,or afterbirth and resultsin the loss of control
over voluntary musclesin the body. Difficultieswith the control and coordination
of musclesmay center around such activitiesas s’Rting,standing, grasping and
eating. Inaddition,short frustrationtolerancemaybe anothercommonbehavioral
characteristic.

EPILEPSY

Theword “epilepsy”comesfromthe Greekwordfor seizures,and seizuresarethe
primary symptomof all forms of epilepsy.Seizuresare characterizedby convul-
sions of the body’s muscles, partial or total loss of consciousness, mental
confusion,or disturbancesof bodily functionswhich are usuallycontrolled auto-
maticallyby the brain and nervoussystem,They are causedby abnormalchemi-
cal-electricaldischargesof the brain. Commonbehavioralcharacteristicsas they
relate to epilepsy include drowsiness,fatigue,embarrassment,changes in emo-
tion, and alterationof a person’sperceptionof familiarityor unfamiliarity.Epilepsy
occurs in 1%of the generalpopulation.Peoplewith epilepsyhavethe samerange
in intelligenceas others. Malesand femalesare affectedequally.

MENTALRETARDATION

Mentalretardationis a condition involvingsignificantsubaveragegeneralintellec-
tual functioning existingalong with deficits in adaptivebehavioroccurring during
the first 18yearsof life.About3%of the population,or morethan 6 millionchildren
and adults,havementalretardation.
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NEUROLOGICALIMPAIRMENT

Neurological impairment refers to a group of disorders of the central nervous
system and is characterizedby dysfunction in one or more, but not all, skills
affectingcommunicative,perceptual,cognitive,memory,attentional,motorcontrol
andappropriatesocialbehaviors.Commonbehavioralcharacteristicsof neurologi-
cally impaired persons include a lack of ability to attend, reduced ability to deal
with abstractthinking,andspecificdisabilitiesinvolvingreading,arithmetic,writing
andspelling.Inaddition,neuroldgicaliyimpairedpersonsmayexhibithyperactivity,
aggressiveness,immatur”~andsilliness.Therearethreemajortypes of neurologi-
cal impairment and they are classified as childhood aphasia, minimal brain
dysfunction,and learningdisabil”w.
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THE PIUNCIPLE OF NOREALIZATION

Onemaydefinethe ideologicalgoal of the humanservicesintermsof the principle
of normalization.This principlecan be statedas follows:

The use of methods and settingswhich are valued and familiar,to offer
each person life conditions and opportunitieswhich are at least as good
as those of the averagecitizen,and as much as possibleto enhanceand
supporl each person’s behavior,status and reputation. (Wolfensberger,
1972)

The principleof normalizationimpliesthat everypersonshould havea home,Too
often human servicesystemsask people to live in impersonal institutions or in
communityfacilitieswhicharedistinctlyunhome-like,Everypersonshould be able
to live in a comfortablesettingwhich looks like,feeIslike,and is a valuedhome in
the community.As muchas possible,each personshould be able to choosewith
whomto live,and as muchas possibleeach personshould be ableto control the
conditionsof the homeenvironment,Everypersonshould be ableto individualize
his/herhomesettingso that the home becomestruly their own.

The principleof normalizationimpliesthat adultsshould be treatedas adults.Too
often humanservicesystemsteach adultsto act likechildren,out of well-meaning
butmisguidedattemptsto makelifeeasierfor groupswhoarefacedwithdifficulties.
As the people learnedto act as theyweretaught, likechildren,aviciouscyclewas
established.It is our responsibilityto changethis patternand dealwith people on
a basis of respect by treating adults as adults, and by helping the people with
whom we work to see themselvesin an age-appropriatelight. Everyadult should
be encouragedto acquire maturepossessions,to build a maturehome environ-
ment,and to engage in matureactivitiesto the greatestextentpossible.

The principleof normalizationimpliesthat everypersonshould bechallengedand
should be enabled to learn, Too often human service systems have held low
expectationsfor people,thus placinga low limiton the learningwhich could take
place. Every person should have a strong, intensive, individualized learning
programwhich will enablethat personto gain moreand moreskills for more and
more independence.Everyperson should be able to make her/his own choices
as often as possible,evento take risks in decision making. Insteadof providing
maximumshelterand protectionfor a person,we needto encouragegrowth and
developmentby providing challengesto learning.The principle of normalization
impliesthat everyperson should be enabledto participatein the main streamof
community life as much as possible. Too often human service systems have
isolatedpeoplefromthe restof society,removingopportunitiesfor learningwhich
would existamongthe serviceconsumersand amongtypical people as well.
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Integrationinto the communitywill provide modelsfor people who need to learn
more social skills,and it will provide a chancefor people in generalto learnthat
serviceconsumers are more like other people than differentfrom other people.
Everypersonshould be enabledto participateindividuallyor in smallgroups in all
the resourcesof our society.

To sum up, the essenceof the principleof normalizationis equality: everyperson
should have the right to equality of opportunity, to share equally in the benefits
and difficultiesof life in the human community.In our personal interactionsand
decisions as human service workers, and in our design of programmatic and
systemicstructuresfor serviceprovision,we needto plan,act, and teach on that
basis.

— Jack Yates
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MISSING THE MARK: NORMALIZATION
AS TECHNOLOGY

William T. McCordand Wayne Marshall

The normalizationprinciplewas formulatedin an attemptto teach society how to
servepersonswith mentalretardationin waysthat are meaningful,beneficial,and
life-enhancing.Throughmisunderstandingand misinterpretation,sometimesunin-
tentional and sometimesdeliberate,the essenceof the principle has faded and
only the exteriortrappingsremain,a losswhich is detrimentalboth to personswith
mentalretardationand to the peoplewho servethem. For purposesof clarity,the
word normdizdon is usedthroughoutthis article.Thetermsockdrole valorization
is being suggestedby Wolfensbergeras an alternativeor replacement.

Although the following vignettes have attracted almost no attention in human
servicecircles,they contain elements,from conceptionthrough implementation,
of the true essenceof normalizationand,therefore,of the true essenceof service
to personswith mentalretardation.

Susan,age5,profoundlyretardedandconsideredto be medicallyfragile,had lived
most of her short life as an institutionalizedward of the state.Seriousrespiratory
illnesshad almostclaimedthe lifeof this child,who was without familyor friends.
Thesocialworkers,physicians,nurses,attendants,andotherswho were involved
withSusanatthetimewereshockedthatafamilywould besought for achildwhom
they expectedto die after the onset of the next respiratoryproblem.They were
skeptical that a family could be found to take Susan into their home, and were
convincedthat, in any case,Susanwould not survivethe change in environment.

Forthe pastyear,Susanhasbeentheyoungestdaughterof a middleclasscouple
andthe sisterof their four naturalchildren.Susanhasgainedinweightand height,
hashadno respiratorydifficulties,andmostimportantof all,hasbecomethecenter
of attentionamong her newfamilymembers.Her fifth birthdaywas celebratedat
homeamongagatheringofgrandparents,parents,brothers,sisters,aunts,uncles,
and cousins, all of whom joined together ho help her blow out the candles on a
brightlydecoratedSmurfcake.Thisabandonedandrejectedchild nowhasa place
of honor among peoplewho cherishher presence.

Nancy,an 18-year-oldgirl, traveleda path similarto Susan’sbefore she found a
familywho would love and care for her. Nancyspent most of her teenage years
on a locked institutionalward for behavioralproblems.Nancy learnedto respond
to the violencearound herby lashingout atothersand inflictingseriousself-injury.
Shehad no family,novisitors,and seeminglyno personin the institutionwho had
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a kind word to say about her.Whenpeople approachedherwithout warning,she
would quickly raiseher handsto defend herselffrom anticipatedviolence.institu-
tionalstaffreportedthat shewas becomingincreasinglyviolenttoward herselfand
others.

Nancy now liveswith a family in Louisville.She proudly introducesvisitorsto her
mother,father,three sisters,and especiallyto her three-year-oldnephewand the
family dog, The violent manifestationsof her horrible life have ceased after two
yearsof love,understanding,andtenacityonthepartof herfamity.Nancyno longer
mutilatesherself.Instead,shetakespride in herappearance,particularlyhernewly
styled hairdo which she is quick to point out is just like her sisters’. Nancy has
becomea delightfulyoung womanwith a winning smileand a host of familyand
friends who care about her.She is occasionallyon the brink of violence,but her
foster mother now recognizesits onset and can easily calm her. Nancy’sfamily
has givento her the senseof securityand belongingwhich has brokenthe cycle
of violencewhich definedher existence.

Mary,Joan,and Margaretspent30yearslivingtogether in an institutionalwardfor
personsfunctioning in the mild rangeof mentalretardation.Deinstitutionalization
separatedthe three women,with Maryand Joan each ending up in a minimally
supervisedapartmentand Margaret living a marginalexistencein an inner city
institutioneuphemisticallycalleda personalcarehome,Aworkerat a localagency
knewthe three women from their institutionalpast, recalledthe strong bonds of
friendshipwhich linkedthem, and was instrumentalin developinga group home
for the three women. Mary, Joan and Margaret,now in their 50’s, have been
reunited and are sharing their lives with a live-in house manager and house
assistants.Their rekindledfriendshiphas been a source of joy and excitementto
people associatedwith the house, including an increasingnumber of interested
neighbors.

Whathasbeen learnedfromthe changesin the livesof eachof thesefivepersons
withmentalretardation?Toeveryone’sastonishment,asalmostovernightimprove-
ment can occur in the physicaland emotionalwell-being of people who live in
loving and nurturingenvironments.Susanenjoyedan immediateimprovementin
her health. Nancy learnedto control her anger. Mary,Joan and Margaretonce
again found a reason to be interested in what life has to offer. But the most
significantlessonlearned,one not anticipatedwhen the placementswere made,
wasthat thesetypesof personalrelationshipscan becomereciprocal.Peoplewith
mentalretardationcan giveas muchas they receive,

Susan’s new mother told us that her presence has brought the family closer
togetherbecausethe caresheneedsandthe improvementsshe makesgiveeach
of them something purposeful on which to focus their attention. Nancy’s new
parentscan talk for hours about the joy she hasgivento the family.They aresure
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that Nancy’s outgoing, nobody-is-a-strangerapproach to life has helped to
broaden the personalityof their painfully shy 18-year-olddaughter. As Nancy’s
motherexplains,“Whenyou gofor awalkwith Nancyaroundthe block,she makes
surethatyou meeteveryonewho happensto pass.”Mary,Joanand Margarethave
becomethe three wisewomenof the home.Sittingtogetherover morningcoffee,
theyouthful live-inhousemanagerandthe houseassistantlistenwith respectand
admirationasthe three older womenrecountstoriesabout risingeach morningat
3:00A.M.andworking until sunsetmilkingcows andtending to other farmchores
which were a part of their institutionalworkday.

Thesefivepersonswith mentalretardationhaveenhancedthe livesof the persons
with whom they live,just as their own liveshavebeenenhanced,Theirstoriesare
beingreplicatedby otherpersonswith mentalretardation,not only in Louisvillebut
in othertowns,cities,andstatesacrossNorthAmerica.Unfortunately,the complex
technologicalapproachto serviceprovisionso commonin this agetrivializesand
masks the significance to persons with mental retardation of these and other
incidents, Furthermore, the relationships usually develop despite the service
system,not because of it, becausethe servicesystemteaches its workers that
these events,albeit nice,are relativelyinsignificant.
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QUALIIY OF LIFE

The MinnesotaGovernor’sPlanningCouncilon DevelopmentalDisabilitiesoffers
the following guidelines when evaluatingthe quality of life receivedthrough the
servicedeliverysystem,Servicesmustpromote:

Age/Ability-Appropriateness
Activities/taskswould be appropriatefor non-disabledpeers.
Staffmodel appropriateadult behaviors(addresspeople as adults,use
age appropriatereinforcers).
Decorationsand materialsare appropriatefor non-disabledpeers.
Schedule and routine are based on schedule of adults who are not
disabled.
Goalsthat are reasonableand obtainable.
Personalpreferencesand choicesare recognizedand respected.
Partialparticipationis encouraged(getsbreadout to makea sandwich).

Productivity
Activitiesare meaningfuland functional
Numberof hoursworked by week/month/year
Wages (hourly/piecerate)
Changes in wages overtime
Lengthof time on job
Incomecovers his/her livingneeds

Independence
Servicesare as least intrusiveas possible
Reduction in needfor servicesovertime
Reductionin cost of specializedsupport or training
Activitiesleadto personalgrowth, development,and personalsatisfac-
tion
A meansof communicationexiststo allow daily interactionwith primary
people (speech,signings,adaptivedevices)
A meansof mobilityexiststo moveabouthomeandcommunityenviron-
ments
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FunctionalActivities
● Tasksand activitiesare relevantto daily life and use real materials
● Peoplearetaught howto spendtheirmoney,howto preparefood, clean

house,shop and other skills to liveon their own.
● people haveto learnto makedecisions.

‘Integration
● Amountof time spent in integratedsettings.
● Useof genericresources(transportation,parks,recreation,AdultEduca-

tion, library).
● Numberof interactionswith non-handicappedpeers—there areoppor-

tunitiesto haveinteractionswith non-handicappedpeers.
● Number of people with disabilitiesis less than 3% of total people in a

setting (suchas work force).
● opportunities for friendshipswith non-paid,non-disabledpeers.
● SUpportoccurs in heterogeneousgroupings.

Learningin NaturalEnvironments
● skillsmust be taught in a variety of environmentsbecause of limited

abilityto generalizefrom one environmentto the next.
● Activitiesand training occur in naturalenvironments(at a minimumin

communityliving,supportedemployment and recreation/ieisure).

Choiceand DecisionMaking
● Participationin decisionsabout useof personalincome.
● Participationin decisions about home, choice of location, furnishings,

and decor.
● Lifestyle choices encourage wellness — nutrition, weight, smoking,

stress relief,emotionalsupport,and appearance.
● Participationin decisionsthat affectday to day living.
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PERSON TO PERSON
VOLUNTEER RESPONSIBILITIES

Inadditionto the dutieslistedon the job descriptionforwhichyou areresponsible,
there are a few responsibilitiesthat are significant for PERSONTO PERSON
volunteers,They are listed herefor easy reference,

1.

2.

3.

4.

5.

6,

7,

8.

Gatherinformationabout client,
GeneralNatureof Disability
SpecialNeeds
Strengths
BehaviorProblems

All personal informationshould be treatedas CONFIDENTIAL.

In order to build a trusting relationship,you mustbe DEPENDABLE.

Yourfinancialobligationwillbeto payforyourexpensesforanyactivities
you engage in.

Considersafetyin all activities,Operatean automobilesafely,

tf there is a need to end the relationship,for any reason, notify the
supervisorand/or the volunteerservicescoordinatoras far in advance
as possible.

A good working relationshipwith the staff in a residence,with the case
managerand other professionalsis your responsibility— stay in con-
tact.

Usethe forms providedto keep good records for the program and its
future,as well as for your personaluse,
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PRINCIPLES OF VOLUNTEERING

Volunteerwork is donew”thinanorganizationof people,organizedwitha planand
a purpose,

It enables volunteers to give serviceto others in an organized way, but it also
demandsof volunteersacceptanceof teammatesand adjustmentto an organiza-
tional framework.

It allows volunteers the privilege of representingthe agency/facility,but it also
demandsloyaltyto the agency/facilityand a clearunderstandingof its purposes.

It offers volunteers training, supervision,and recognition, but it also demands
commitmentto the work and an innerdisciplinethat holds the volunteerfaithfulto
that commitment.

It gives to volunteersan opportunity for growth, but it also demands the best a
volunteerhasto give at all times.

It endows volunteers with responsibility for others, but is also demands that
volunteershold themselvesresponsibleto others.
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PERSON TO PERSON
JOB DESCRIPTION

JOB TITLE:

PERSONTOPERSONFriend.

FUNCTION:

To enhancethe lifeof a personwith developmentaldisabilitiesby sharing
social and recreationalopportunities.

To speak for the needsof the clientwhenappropriate.

DUTIES:

Participatein initial orientationand training as well as
training.

ongoing in-service

Learnbackground,history,and pertinentinformationabout client.

Visit friend at leasttwice a month.

Interactin the facilityand in the community.

Communicatewith staff regarding changes (positive or negative), con-
cerns,or ideasyou haveregardingfriend and advocatewhen necessary.

Followthe record keepingproceduresas defined.

Maintainconfidentiality.

Provideone (1) month noticeto supervisorprior to terminatingposition.

QUALIFICATIONS:

Caring,compassionate,andsensitiveto the needsof peoplewithdevelop-
mentaldisabilities.

Commitmentto visit regularlyand plan in partnershipwith friend/client.

Abilityto relatewell to people.

Ifdriving,possessionof a validdriver’slicense,a good drivingrecord,and
appropriateinsurance.
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Willingnessto makea one year commitment

Possessgood communicationskills, maturity,patienceand the ability to
adapt.

TIME REQUIRED:

Minimumof six to eight hours each monthfor one year.

SUPERVISION:

Individuallydetermined,

Interviewing,placement,and training facilitated by a volunteer services
coordinator.

Actual supervision on the job may be provided by staff persons at the
facility,a case manager,or a volunteerservicescoordinator.

BENEFITS:

Opportunity to assist integration into the community for people with
developmentaldisabilities.

Opportunityto enhancethe qualityof lifeof anotherperson.

Documented experience and performance appraisal for use as future
reference.

Opportunity to participate in training seminars to build skills and
knowledge.

COMMENTS:

VOLUNTEER SUPERVISOR

DATE
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GUIDELINES FOR ESTABLISHING
RELATIONSHIPS WITH PEOPLE WITH

DEVELOPMENTAL DISABILITIES

Showinterestin clientas anotherperson— thoughts, feelings,desires,
events.

Emphasizeand try to increasethe client’s appropriateor more normal
behaviors.

Encourageage/ability-appropriaterecreationalactivities.

Assistthe clientto set realisticgoals, If necessary,devisemodifications
of activitiesthat will assuresome measureof successand consequent
enjoyment.

Builduponthe self-confidencederivedfromthe achievementand enjoy-
mentderivedfrom familiaractivitieswith the gradual introductionof new
activities,

Foster a client’s positive self-image by allowing for an appropriate
measureof independencewith regard to participation in recreational
activitiesonce necessaryinstructions/explanationsare given.

Generouslypraise all successesand attempts,Offercorrection in the
most constructiveterms possiblewith unlimitedpatience.

Offerinstructionand directionsimplyand clearly.

Bealertto anactivitythatmayberunningtoo longandconcludeit before
boredomand disinterestset in,

Recognizeand respect the client’s right to choose which activity to
engage in.

Encouragethe client to use the recreationalresourcesavailablein the
local community.

Take advantageof the opportunities to develop social competencies
inherentincommunityorientedactivities.Throughdiscussionbeforeand
afterthe activity,preparethe clientfor what to expect and to assessthe
experience.

Someoutings should involvesmallgroups of volunteersand clientsto
be consistentwith “typical”socialbehavior.
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Friends
Thursdayafternoon
Helpingme get by
Teachingmeto fly
Higherthan I’veeverbeen
Before.

Friends
They know howto set mefree
Wantingmeto be
All that 1can be
Thingsthat I can’t see
In me.

I’mbound in chains
Of my own making
And friends can help me breakthose chains.
Their lovecan take meto the mountain
And bring me sunshine
When it rains.

It’s
So easywhenyou realize
Any day is Thursday
Any place,a mountain
Whenyou’re with the ones you call
Your
Friends.

— Joseph F. Bass,Jr.
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COMMUNICATING WITH A PERSON WITH
MENTAL RETARDATION

Theeffectsof mentalretardationon speechand languagedevelopmentmaybe so
mild that the person has no speech problemsor only minor articulationerrors; or
the effectsmay be so severethat the personwill neverdevelopfunctionalspeech.

Somepeoplewho lackthe abilityto speakor write (expressivelanguage)havethe
ability to understandwhat is said to them (receptivelanguage).

Assessyour client’sverbalskillswith anopen mind. Ifthe personhasnormalskills,
you may not need to adjust your usual communicationstyle. But if there are
limitations,you must make extra efforts so that your friend will understand the
communications.You need to take the time to explain and to listen in order to
developa relationship.

Inyour effortstoward normalization,you will helpyour client gain languageability
and social interactionskills.

TIPS
1.

2,

Try to keep your surroundingsfree
from distractions.Removeany un-
necessaryobjeots in the area and
keep background noise to a mini-
mum.Forexample,turnoffthe radio
and shut the window to reduce
streetsounds.

If the person is too distracted by
things happening in the room, you
mayneedto moveto another room
or changelocationwithin the room.
For example,in a busy coffeeshop
you might move to an isolated
corner or sit with your backs to the
activities.

Establish eye contact before you
begin to speak, and maintainit as
long as possible.

Saythe person’s nameoften.

3.

4,

Touchthe person lightlyon the arm
or shoulder when you seem to be
losinghisor herattention.Itmaybe
necessaryto move the face of a
personwith severementalretarda-
tion or a highly distractibleperson
towardyou.

Speak expressively with ap-
propriate gestures, facial expres-
sions,andbody movements.These
nonverbal cues add information
that makeyour ideas easierto un-
derstand. For example,when you
say,“Let’sgo eat,”to a personwith
a limitedunderstandingof speech,
you might gesture spooning food
into your mouth.

Communicatingwith a person who
doesnot haveexpressivelanguage
andwhodoesnot seemto respond
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to what you say requires frequent
sensory cues. For example,mimic
the activity you are talking about
with gestures,physicallymovethe
person’s hands, head, or feet to
performthe activityyou aredescrib-
ing, and try to get eye contact.
Touch, hug, and pat in order to
guide and affirm,combining these I
cues with the appropriate verbal
comments.Resistyour impulseto
stop talking. Evenif there is no ap-
parent response, hearing your
speech is good training for a per-
son with retardation.

5. Speakslowlyand clearly,but don’t
exaggeratethe inflectionor tone of
your voice. Exaggerationscall at-
tentionto themselvesratherthan to
what you are saying and are dis-
tracting and confusing.,

6. Speak in “here and now” concrete
terms. Givespecific examplesand
demonstrate whenever possible.
Insteadof saying,“it’s timeto clean
up” say, “Washyour hands in the
bathroom now.” Referto “chair” in-
stead of “furniture”;“apple” instead
of “fruit”; “Mrs. Smith: instead of
“your teacher.”

7, Emphasize key words. For ex-
ample, say, “Please bring me the
blue glass.”

Repeat important statements,and
use different words if the listener
does not understand.

floor.” In this way you give the per-
son a goal ratherthan callingatten-
tion to (and possible reinforcing)
inappropriatebehavior.

9. Givedirections immediatelybefore
the activ”~ to be performed and
avoidlistsof things to do. Ifyou say
before you go into a restaurant,
W/henwe get in the restaurant,you
will first need to wash your hands,
then come back to the table and
unfoldyour napkin...,”the retarded
person may not rememberand act
onthesedirectionswithoutprompt-
ing. Instead,givethe directionsone
at a time when you want the task
performed.

10. Check frequently to be sure the
personis understanding.It is point-
less to ask, “DOyou understand?”
Instead,ask the person to repeat
what you havesaid or ask a ques-
tion that requiresa specificanswer,
such as, “Whatare you supposed
to do tomorrow?”

11. Ask open-ended and either-or
questions rather than questions
that can be answered with yes or
no. Retardedpeoplehaveatenden-
cy to sayyes when given a choice
of yes or no, so such a response
does not necessarilygive you the
right information. Instead, let the
persondescribea situationor give
a choice of answers neither of
which is obviouslythe rightone. Be
surethe alternativesyou givecover
all the possiblesituations.

8. Be positive in giving directions. in-
steadofsaying“Don’tkick,”say,“I’d
like you to keep your feet on the
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Ekamples

yes-no question

Did the man bite your arm?
(the response will likely be
yes)

open-endedquestion

Tell me what happened this
morning. (the person must
describethe situation)

either-orquestions

Did this problem happen
today or yesterday?

Areyou talkingabouta manor
a woman?

(neitheralternativeis obvious-
ly better; thereforethe choice
the person makes is likely to
be accurate)

12. Don’t pretend to understand.It is
better to ask the person to repeat
what he or she has said several
timesthan to agreewith something
you don’t understand.(Youmaybe
unpleasantly surprised when you
find out what you haveagreedto!)
Say,‘Tellmeagain.”Ifyou don’t get
a completely understandable
answer,buildfromaparticularpoint
you can confirm,Forexample,ask,
“Am I getting this right?This morn-
ing someonebit your arm.”

13. Smile,nod,and leanforwardwhile
the speaker is talking.Thesesigns
that you are interestedencourage
the personto continue,

14, Be prepared to wait. The person
with mental retardation may func-
tion slowly. Do not anticipate the
speaker’sresponseand finish sen-
tences for him or her. Sometimes
suggestinga keyword the speaker
is having trouble with will help the
speaker keep going, but people
with retardation need to gain ex-
perience and confidence in their
own speech,

15. When you note signs of fatigue,
irritability,or disinterest,it is a good
idea to change activities, slow
down, make the task simpler, or
take a break. One such sign is in-
creaseddistractibility.Anothersign
is continued repetition of a
responsewhen it is no longer ap-
propriate (for example,“wantto go
home,”“timeto go home,”“wantto
go home”).

16, Don’t give a choice if you are not
sincere. For example, don’t say,
“Wouldyou like to comewith me?”
if the person must go with you. in-
stead say, “Let’s go back to the
cottagenow,”Givingchoiceswhen
there are real options is good,
though, because it reinforces
decision-making.Forexample,say,
“Wouldyou liketo comewith meor
would you like to stay at school?”

17. Sometimes the speech or be-
haviorof a person with retardation
will be bizarre or otherwise inap-
propriate.Thereasonmaybeeither
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lack of informationand socialskills
or desireto get attention.How you
respond will depend in part on the
reason.

It is important to correct inap-
propriatespeechor behaviorresult-
ing ftom lack of information.If you
don’t correct it you are essentially
givingyour approvalandincreasing
the likelihood that it will happen
again,Forexample,if a personwith
retardation is on a public bus and
beginsto patastranger,try to divert
her/his attention and break the
chain of events.You might do this
by saying, “Please bring me my
purse.”Then explainwith empathy
and with regard for the person’s
self-esteem what the appropriate
behavioris.Forexample,say,That
littlegirlyou weretouchingis pretty,
isn’t she? But people don’t touch
each other until they are good
friends. See how all the other
people on the bus areholding their
hands in their laps.”

If the inappropriate behavior or
speech is attention-getting,ignore
it and direct the person to an ap-
propriate topic or task. You might
walk away,continuewith what you
are doing, repeat what you have
been asking, or ask the person to
do somethingthat will interruptthe
behavioror speech.

18, Treat adults with mental retarda-
tion as adults,not as children. Use
their proper names, and show
respect when you introduce them
to others. Consider the varying
degreesof respectconveyedbythe
following instructions:

“This is Billy.He’s retarded.”

‘This is Billy.”

‘:I’dlikeyou to meetBill Brown.”

When you praise an adult, do it
appropriately.“Youdid a finejob” is
certainly more appropriate for an
adult than ‘That’s a good boy.”
Avoidtalking down to an adultwho
is retarded.

19. Talk to the person with mental
retardation, not about him or her.
Nomatterwhatthe person’slevelof
understanding,it is rudeto discuss
apersonwhenheor she is present.

Givethe personabundantattention
when he or she behaves and
speaks appropriately to diminish
the needfor negativeattention.
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PERSON TO PERSON
VOLUNTEER ACTIVITYmlME LOG

Volunteer Client

DATE TIME SPENTTOGETHER ACTIVITIES COMMENTS/CONCERNS

Supervisor



PEf?SO/VTO FW?SO/VVOLUNTEER MONTHLY TIME REPORT

Name

Facility

TotalHours

Job Title

Supervisor

Numberof ClientsServed

Month/Year

Pleaseinsertnumberof hours workedon eachdate:

1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16

17 18 19 20 21 22 23 24 25 26 27 28 29 30 31

Return to Volunteer Coordinator via supervisor on first day of the month



VOLUNTEERASSESSMENTOF PERSONTOPERSON

Aspartofa continualeffortto improveourprogram,wewouldlikeyourresponsesto the
followingquestions.All responseswillbe keptcompletelyconfidential.Yoursignatureis
optional.

1.
2.

3.

4.

5.

6.

7,

8.

9.

10.

11.

12.

13.

Howlonghaveyoubeenwiththeprogram?
Whatisthebestexperienceyouhavehadwhilevolunteering?Whatistheworstex-
perience?

Towhatextentdoyouthinkvolunteersareacceptedbystaff?
Wellaccepted ❑ Generallynotwellaccepted,someexceptions

❑ Mixedreception ❑ Generallynotwell,someexceptions
❑ Notwellaccepted
Towhatextentdoyouthinkvolunteersareacceptedbyclients?
❑ Wellaccepted ❑ Mixedreception ❑ Notwellaccepted

Towhatextentdoyouthinkvolunteersfeelcomfortablewiththeirclientmatch?
❑ Comfortable ❑ Notverycomfortable ❑ Don’tknow

Doyouhel thatvolunteersreceivesufficientorientationtothefacilitywhenthey
begintowork?

Yes ❑ No ❑ Don’tknow
Doyoufwl thatvolunteersreceiveenoughtrainingto becomfortableintheir
relationship?
❑ Yes ❑ No ❑ Don’tknow
Inyourexperience,doesyourvolunteerjobmatchthedescriptionofworkgivento
youwhenyouwereinterviewed?

Yes ❑ Somewhat ❑ No

Doyoufindyourvolunteerworkto be interesting,challenging,andrewarding?
Yes ❑ Somewhat ❑ No

Doyouthinkthatvolunteers are provided with sufficient feedback by supervisors?

Yes ❑ Somewhat ❑ No ❑ Don’tknow
Canyousuggestanywaysthatwemightuseto recruitnewvolunteers?

Overall,howwouldyouratethePERSONTOPERSONProgram?
Pleasecircle.1=Poor,7= Great.

1234567

Anycommentsorsuggestionsyouwouldliketo make
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VOLUNTEEREXPENSEREPORT

Thisformis to be utilizedto recordthoseexpensesyouincurwhilevolunteeringfor usfor
whichyouwish to be reimbursed.The typesof expensesfor whichweprovidereimburse-
ment arc:

1.
2.
3.
4.

DATE TYPE OF EXPENDITURE AMOUNT

‘OTALu
Theserepresentanaccurateaccountofrnyexpenses, Approvedfor reimbursement.

vOLIJIWEER

DATE

Cash/PaymentReceived

VOLUNTEER SIGNATURE

STAFF

DATE

CHECK/PAYMUIITISSUED

@McCIW&y1988:vobteer Managewwuseries
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VolunteerContributionsRecord

This formis to be utilizedto recorddonationsof money,in-kindcontributions,andexpenses
incurredwhilevolunteeringfor whichyouare not beingreimbursedby our agency. Please
complete the form and submit it to so that we can
attest to the contribution. Wewill then return a signedcopy for you to includein your tax
records.

X)ATE NATUREOFCONTRIBUTION AMOUNT

‘“T” n
I verifi that these representan accurate
portrayal of my contributions:

I verifi that these representcontributions
receivedby our agency:

VOLUNTEER STARQ

AGENCY

DATE DATE

@ hfcC!w&y1988:VoiwuecrMamg~w Series
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VOLUNTEERPOSITIONEVALUAmONFORM

NAMEm VoLmmmc
PosmoN:

PosmcwGOAM

1.
2.
3.
4.
5.

%UOD co~ BY EVALUAmON:

DAITiOPEVALUATION:

NOTMET
1

1

1

I

1

WORKRsIATmNs3uP2
NmDS

1. Relationswithothervolunteers 1
...... .. .. .. .. .. . .. ... . .. .. ... .. .. .

2. Relationswith staff 1.....................................................
3. Relationswithclients 1

........ . . .. .. . .. .. .. .. .. ... .. .. .. .. ... .. .. . . .. .. .

4. Meetingcommitmentson hoursand task deadlinea.... 1
S. Initiative 1

..... . .. .. .. ... .. .. .. .. ... .. .. .. .. .. . .. .. . .. ... ... .. . . .. .. . . ... . . ... . ..

6. Flexibility 1...... .. .. .. .. ... . . .. .. .. .. .. . .. .. . . .. .. . .. .. .. .. .. . .. .. . . .. .. ... ... .

Commentsby supervisorregardingatmveareas:

2

2

2

2

2

2

2

2

2

2

2

SAIUFAmY

3

3

3

3

3

SAIISPAmY

3

3

3

3

3

3

4

4

4

4

4

4

4

4

4

4

4

summJoa
5

s

5

5

5

s
s
s
5

5

s

Commentsby volunteerregardingaboveareas:

Overall,howdoesthevolunteerfeelaboutremainingin this~sition?

Whatelse can be doneto supportthe volunteerin thispositionor to movethevolunteerto a new position?

Signed:

&JPERVISOR VOLUNESR (OF+TTONAL)

DATE DAIE

Scheduleddateof the nextevaluation. —

.—
@McCdcy 1988: VohuueuMtmasemeruSeries
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EXITINTERVIEWQUESTIONNAIRE

Weare alwaysstrivingto improvethepe~ormanceof our volunteermanagementsystem. As one of our
volunteers,we WOUUappreciateyour helpin identifyingareas inwhichwe mightdo better. Pleasebe as
completeandhonestas you caninansweringthefollowingquesn”ons-all@the informationcollectedwill
be keptstrictlyconfidential,butit it willbe utilizedto erwre thatotherswhovoiunteerwill receivethebest
possibletreatment.

How long did you volunteerwith us?

Types of volunteerpositionsheld:

1.

2.

3.

4.

Why are you leaving? (Checkall that apply)

O Jobaccomplished Cl Movingtoanewlocation O
Cl Didn’tlikethejob I was given O Didn’tfeel well utilized o
c1 Othec

Whatdid you We best aboutvolunteeringwith us?

Need a change
Othertimecommitments

Whatsuggestionswould you makefor changesor improvementsin our volunteereffort?

Overall,how would you rateyourexperience in volunteeringwith us?

AvmAoE GRMT
1 2 3 4 s 7

Please mum this form to:

Name:

Address:

6

6 Met!wIey W88: volunteerManagoncmSeries
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