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Preface

Everycommunityresource
that meetsbasic lifeneeds,
promotes good health,and re-
mediates health problems,
should be equally accessible
to individualswith andwithout
developmental disabilities.
Though the situationhascon-
tinually improved in recent
years, many people with
disabilities still haved i f
obtaining the quality health
care they need and deserve.

In responseto thisneed,
the MinnesotaG o v
PlanningCouncil on Develop-
mental Disabilitiesprovided
funding for creationof the
Health Care StandardsProject
for Peoplewith Developmental
Disabilities.The project—
conducted jointly by Gillette
Children’s Hospital in St.Paul
and the MinnesotaUniversity
Affiliated Programon Develop-
mental Disabilitiesat the Uni-

versityof Minnesota— has
produced two bookletsaimed
at improving the qualityand
availabilityof health care for
persons with developmental
disabilities.The first booklet,
QualityH e aC af P e
w iD e v e / o pD i s a b
A G u if oP a ra O t
C a r e g iwas designedto
aid parents, advocates,help-
ers, coworkers,and friendsas
they assist individualswith
disabilities to obtain healthc
and maintaina healthylifestyle.
This second booklet, Q u a
H e aC af P e ow i
D e v e l o pD i s a b iA
G u if oH e aP r o f e s
is aimed at improvinghealth
services by educating people
presently training as health
practitioners and persons
working in communityservice
programs.

The content of this booklet

providesthe basis for appro-
priate,comprehensivehealth
care thatshould be reasonably
expectedfor people with
developmentaldisabilities in all
communities.This publication
containsinformationon health
care needsof people with
developmentaldisabilities and
recommendationsfor health
care practicesadapted from
acceptedstandardsof health
care for the general population.

Provisionof quality health
care for individualswith devel-
opmentaldisabilities is an
importantand complex issue,
This bookletis only one step
towardreachingthe goal of
equal accessto the best
possiblehealthcare for all
membersof our communities,

RichardA. Nelson
DeborahPlumb
KathleenM. Pfaffinger
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During the past 20 years,
the United Stateshaswit-
nessed substantialchanges in
the scope and natureof serv-
ices to people with develop-
mental disabilities.Theseim-
portant changes in philosophy
and practice are mirroredin
the recently passed Develop-
mental DisabilitiesAssistance
and Bill of RightsActs.This
legislation sets forth national
goals for improvingthe livesof
people in our societywith
developmental disabilities.At
the forefront of our national
agenda is a commitmentto
promote the independence,
productivity and community
integration of peoplewithde-
velopmental disabilities.

The prioritiesof this Devel-
opmental DisabilitiesAct are
also reflected in recent
changes that haveoccurred in
the provision of servicesto
people with developmental
disabilities in Minnesota,and
in other states throughoutthe
United States.Thesechanges
in services increasinglyem-
phasize the developmentof
living arrangements,employ-
ment opportunities, leisure-
recreation activities,and
learning and trainingexperi-
ences in regular community
settings. Becauseof new
attitudes and servicestrate-
gies, literally hundredsof

thousandsof people with
developmentaland related
disabilitiesnowenjoy the
benefitsof communityliving.

Withany significant
change there are alwaysa
numberof unintendedcompli-
cations,as well as benefits.
One seriouschallengefaced
by consumers,policy makers,
and serviceproviders is the
provisionand effectivecoordi-
nationof communityhealth
servicesfor people with devel-
opmental disabilities.As
people with developmental
disabilities increasinglyturn to
community-basedservicesfor
their healthcare, thoseserv-
ices mustexpand theirexper-
tise and adapt their service
approaches in ways that
enable themto offerappropri-
ate care that meetsthe needs
of those newconsumers.

To prepare themselvesto
meet that challenge,health
professionalscan familiarize
themselveswith the character-
istics of developmentaldisabili-
ties, with healthcare needsof
this population,and with the
applicationsof general health
care standardsto thosewith
disabilities.Thisguide offers
people who are training for
health professions,and per-
sonnel in communityservice
programs,a resourcefor
beginning that preparation.

Definitions (
The term “developmental ~

disability”gained widespread ~
usewith the enactmentof the
federal Developmental
DisabilitiesAct in 1970.The
Act applies the term to specific ~
recipientsof the legislation’s
funding, support and advo-
cacy. A developmentaldisabil- ~
ity is defined as:

“Physicaland/ormental
impairmentthatismanifested
beforeage22,is likelyto
continueindefinitely,andwill
resultinsubstantialfunctional .
limitationinseveralmajorlife
activities(e.g.,self-care,
receptiveandexpressive
language,learning,mobility
andindependentliving),
reflectingtheneedforlifelong
services.”

BYintentthe definition
does not contain specific
medical diagnoses,but refers
to the FUNCTIONALstatusof
the individual.Thereare no
uniformmedical conse-
quencesof havinga develop-
mentaldisability.The
individual’shealthcare needs
may be as uniqueas thoseof
any other person.

Withinthis broad category, ~
clinical practitionerscommonly
see such conditionsas autism,
cerebral palsy,epilepsy,spina
bifida, Tourette’ssyndrome,
and mental retardation.

Autism is a conditionof
children, youthand adults that
results in majordisturbances
of communication,socializa-
tion and learning.Autismcan
occur withoutany known
associatedmetabolicor pa-
thologic entity affecting the
central nervoussystem.
Observed abnormalitiesin-
clude delay, arrestor regres-
sion in developmentalrates;
atypical responsesto sensory
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stimuli;absent or limited verbal
communication;and incapacity
to appropriately relateto
people, eventsor objects. The
condition has a prevalenceof
about 5 per 10,000and occurs
more commonlyin males.
Intellectualdevelopment
varies, but most individuals
function in the subnormal
range of mentalability.

Cerebralpalsy is a non-
progressivedisorder of motion
and Posturedue to brain insult
or injury during the period of
early brain growth.There is no
single pathologicaletiology for
this condition,and the majority
of individualsprobably have
had a prenatal insultto the

integrityof the central nervous
sys~m-.Cerebral palsy can
also resultfrom such perinatal
events as prematurity,as-
phyxia and intracranialhemor-
rhage. After the neonatal
period, cerebt51’’”-&n
result from meningitisor head
trauma.Characteristicsof
cerebral palsy include spas-
ticity, hypotonia,abnormal
motor movementsand orthope-
dic deformity,occurring as
individualdeficits or in combi-
nation. Thecondition has a
prevalenceof approximately1
per 1000.Commonlyassoci-
ated conditions include epi-
lepsy, learningdisability or
mental retardation,and strabis-

-1
mus.Theextentof dysfunction
is highlyvariable. .“

Epiiepsyis a conditionof
the centralnervoussystemin
which abnormalepisodesof
consciousnessdisturbanceor
involuntarymotor movements
occur. Theseepisodes,gener-
ally called seizures,vary in
frequency,clinical manifesta-
tionsand severity.Thereis no
singleetiology.In the majority
of individualswith recurrentor
chronic seizures,the cause is
unknown.In other situations,
head trauma,intracranial
infectionor metabolicdistur-
bance may have preceded the
onsetof seizures.Epilepsyis
not invariablyassociatedwith

f
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any intellectual deficit.About 1
in 100 individuals havea
history of seizures.Modern
anticonvulsant medications
can effectively manageand
control seizures for most
individuals with epilepsy.

Meningomyelocele(spina
bifida) is a congenital defect in
the closure of the spinalcanal
with a hernial protrusionof the
meningeal sheathof the spinal
cord. The cause is unknown,
although the interactionof
multiple genes (polygenetic
expression) and such prenatal
environmental factors as
maternal malnutritionand
exposure to certain chemicals
appear important.Theoverall
incidence is estimatedto be 1
per 1,000.

Individuals with menin-
gomyelocele may haveseveral
associated problems that
include hydrocephalus,verte-
bral and spinal columnmalfor-
mations such as kyphosisor
scoliosis, loss of sensationand
motor function to lowerex-
tremities, and urinarytract and
bowel dysfunction.The num-
ber and extent of theseprob-
lems is related to the location
and size of the spinalcord
lesion. Many people with
meningomyelocele require
services from multiplespecial-
ists and their healthcare
requires careful coordination.

Tourette’s syndromeis
patterned involuntarymove-
ment of muscles or muscle
groups that includes both
motor and vocal tics.Thereare
no definitive data, but esti-
mates of prevalence range
from .1 to 1.6 per 1,000.The
age of onset is from2 to 15
years of age. A multifactorial
etiology is suspected including
genetic and biochemical
factors. Recent studiesshow
an association betweenobses-

sive-compulsivebehavior,
attentiondeficit disorders, and
Tourette’ssyndrome.

Mental retardationis the
most common developmental
disability and>4Wti@iryabout2
out of 100 people. There is no
single cause of mental retarda-
tion. The term refers to signifi-
cantly subaveragegeneral
intellectualfunctionand adap-
tive behavior manifested
during the developmental
period (childhood and adoles-
cence). Adaptive behavior is
the degree to which an individ-
ual meets standardsof per-
sonal independence and social
responsibilityfor his or her age
and cultural group. Both
intellectualfunctioningand
adaptive behaviorshould be
assessed using standardized
measures.Whenthe levelof
intellectualfunctioningis
greater than two standard
deviations below the mean
achieved by a peer group AND
there are significantadaptive
behavior deficits, a person is
often defined as having mental
retardation.

Other relatedconditions
can create the samecompro-
misesor special needs for
individuals as the preceding
diagnostic conditions.These
conditions include sensory
deficits accompanied by
learning or physical limitations,
multiple physical abnormalities,
or disorders of cognitive
function. How well an individual
functions determinesthe
impact of a developmental
disability on daily living.

Official definitionsof
“developmentaldisabilities’”
are important to use in deter-
mining eligibility for services
covered by the federal Devel-
opmental DisabilitiesAct and
various state statutes.In
addition, a specific diagnosis

,,,“ ‘ .

within this generic category is
necessaryfor planning and
providing services.It is impor-
tant, however,to think of
people with developmental
disabilities,first and foremost,
as people with ability. While
they requiresomedegree of
special assistanceto take
advantageof our society’s
freedomsand opportunities,
they are fundamentallymore
similarto the rest of the popu-
lation than different.

CurrentService
DeliveryTrends*

A 1987monograph pub-
iished by the Minnesota
Governor’sPlanningCouncil
on DevelopmentalDisabilities
entitled A “ W o T h
describes fundamental
changes in the way our society
perceivespeople with disabili-
ties and concomitantchanges
in servicedeliveryand organi-
zationfor these individuals.
Thesechanges have important
implicationsfor health services
deliveryas well, and several
will be highlighted.

A newn%yof living:
“There is a growing recognition
that havinga real home is as
importantfor people with
developmentaldisabilities as it
is for everyoneelse” (p. 22).
This recognitionhas led to
significantshifts in residential
services,knownas DEINSTl-
TUTIONALIZATION.This trend
is characterizedby efforts to
reduce the number of people
in regional treatmentcenters
and to increasecommunity
living options.Resources
include support for families so
that individualswith develop-
mentaldisabilitiescan live with

●T m a ti t n t s ei a df a r p ub t M iG oP C o
D e v eD i s aA N W o T h( 1a t r i e nt o a c o t
p u b lf ac od i so t i sT a a p oi a a w v p o t
s t iF c i ta i n fo h t o bt a o r ea l i A C

3



their own familiesor foster
families, supported independ-
ent living arrangements,or
semi-independentliving ar-
rangements in smallgroup
homes. Althoughfurther prog-
ress is needed toward the goal
of community living,many
people once institutionalized
now live in homecommunities
and seek healthcare in these
communitiesas well.

A new way of learning:
“When the institutionalap-
proach prevailed,young
people with developmental
disabilities did notattend
public schools; they stayed at
home, were admittedto state
institutions,or attendedspe-
cial, private schools”(p. 10).
A shift begun in the late 1950s
directs all childrentoward
regular, public schools.The
Education for All Handicapped
Children Act (P.L.94-142),
passed by the federal govern-
ment in 1975,mandatesfree
and appropriate education in
the least restrictiveenviron-
ment. This movementto in-
clude children withdisabilities
in their local neighborhood
schools and provideeducation
in regular class settingsis
known as INCLUSIVEEDUCA-
TION.The act alsorequires an
individual educationplan (IEP),
developed by parentsand an
interdisciplinaryteam.

In 1987,the Educationfor
All Handicapped Children Act
was amended to include early
interventionfor infantsand
young children. Thenew act
(P.L. 99-457) alsomandatesa
family-orientedplan or individ-
ual family serviceplan (IFSP).
Infants and youngchildren with
complicated healthservice
needs necessitatethat health
providers work closelywith the
family and otherservicepro-
viders to developa compre-
hensive and coordinatedserv-
ice plan.

HealthCwe$evices
DeliveryIssues

Individualswith develop-
mentaldisabilitieshavethe
samebasic healthcare needs
as the generalpopulation.As a
group, however,they havea
high incidenceof healthprob-
lemsand disabilitieswhich, if
left untreated,could signifi-
cantly decrease their potential
for developmentand adjust-
ment.

Theextentof healthserv-
ices needed varieswitheach
individual.For example,young
childrenwith developmental
disabilitiesalwaysrequirea
thoroughevaluation,and many
will need specializeddiagnos-
tic and rehabilitativeservices.
Thisearly interventionis critical

providersto maintaina coordi-
nated care plan with consen- ‘“ ~
sus about treatmentgoals.
Familymembers should be
consultedand encouraged to
activelyparticipate in deci-
sionsregarding care. It is
importantto carefully coordi-
nate specializedcare with
routinepreventivehealthcare.
In somesituations,a case
coordinatormay be needed to
ensureservicesare appropri-
atelyarranged for and re-
ceived by the individual.

A personwith a develop-
mentaldisabilities who also
hasan emotionalor behavioral
disorderpresents a major
challengeto the physicianor
therapist.Positiveapproaches
to behavioralmanagementare
preferred,but must be

Dan Romero*usesa wheelchair,althoughwith help he can

standand walk a few steps.Thefirst time Dan had a physi-

cal with his new doctor, the physicianneverhad Dan get out

of the chair. SheassumedDancouldn’tget up, and Dan felt
too intimidatedto suggest the doctor do the exam differ-

ently.
If the doctor had only asked Danor his family, her pa-

tientcould have receiveda more comprehensiveand
complete physical.

“ r n

for reducing adverselong-term
effectsof numerouscondi-
tions.

Healthcare for peoplewith
developmentaldisabilities
typically requires the coopera-
tive effortsof multipleprofes-
sionalsand agencies.The
participationin care or serv-
ices by a i nn
o p rc ot t
f ro c oo
t r eI a c h

adapted to the person’s level
of cognitivefunction. Excessive
and often inappropriateuse of
medicationsto manage behav-
ior disorders is a frequent
concern in service programs.
Psychoactivemedications,if
used,mustbe prescribed and
managedin the contextof a
comprehensivetreatment
programthat provides support
for usualdaily activities.Uni-
versitycentersor specialized

4



clinics may offer specific man-
agement suggestionsand
follow-along care.

Peoplewith developmental
disabilities may experience
barriers to receiving quality
health care. Thefrequency and
extent of these impediments
are related to the availabilityof
and access to services.Medi-
cal and other healthcare
specialists do not practice in
all communities— especially
in rural areas. Special trans-
portation arrangementsmay
be necessary. Inadequate
medical supplies, funding of
care, and durable equipment
may also limit treatmentop-
tions.

Physicalaccessibilityof
offices and otherhealth facili-
ties is a basic consideration
that is sometimesoverlooked.
In addition to entrancesthat
accommodate wheelchairs
and other mobilityaids, and
elevators in buildings with
more than one level, consid-
eration should be given to
accessible and conveniently
placed rest roomsand water
fountains,adjustable exam
tables and otherequipment
that can be positionedto
facilitate examsand proce-
dures for individualswith
mobility impairments.It is also
important that staff be trained
to lift and positionclients
properly when this type of
assistance is required.

Although mostdevelop-
mental disabilitiesare static
conditions, someindividuals
experience increasingfunc-
tional disabilitiesas they grow
older. They may also acquire
unrelated chronic diseases

that compromisefunction. indi-
viduals with conditionssuch as
musculardystrophy,tuberous
sclerosis,neurofibromatosis
and progressivemetabolic
disorderswill experience
distinct lossof functidhthat
requires increasedcare over
time. In thesesituations,pro-
viders mustbe alert to the
changes in the individual’s
physicaland functionalstatus.
Healthcare requirementsand
all aspectsof daily living
should be carefullyevaluated
so that needscontinueto be
met. Major interventions,
including newprogramsor
intensivemedical treatment,
should be plannedthrough an
interdisciplinaryprocess
involvingkey providers,ex-
tended familyor a client advo-
cate, and the affectedperson
wheneverpossible.

if the conditionis progres-
siveand death may be likely,
the extentof life support should
be discussedwith all C
cerned parties.Thereshould
be everyattemptto resuscitate
an individualafter respiratoryor
cardiac arrestunlessanother
decision previouslyhas been
made.A deliberatedecision
should be reachedthrough an
appropriate processprior to
such a catastrophicevent.

5
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A child in good healthhas
the potential for optimalphysi-
cal, intellectual and emotional
growth and development.In
addition, a child’s chancesfor
becoming a functionaland
productive adult are enhanced
when health is optimal
throughout the developmental
period. There is no other
period in the life span where
the rewards of healthsupervi-
sion and preventivecare are
as great.

Health Supervision

Every child shouldreceive
regular health, growthand
developmental assessments
by trained health profession-
als. The AmericanAcademyof
Pediatrics suggests the follow-
ing schedule for healthsuper-
vision visits, and notesthat
some children requiremore
and others less care depend-
ing on individual healthneeds
or conditions. Theseguide-
lines are the best current
estimates of average needed
services.
. Birth and duringacute

illness: Health supervision
visits should occur at birth
and during acute illnesses.

● Infancy period(up to 2
years): Health supervision
visits should be made at
least five times during the
first year and threetimes
during the second year.

. Preschoolperiod(2 to 6
years): Health supervision
visits should be made at
least three timesduring this
period, at about 2 yearsof
age, 3 years of age, and
again at 5 to 6 years.

6

s Schoolage (6 to 18 years):
Healthsupervisionvisits
should be madeat leastfour
times during this age span.

Healthsupervisionis more
than a “well child” visit.Super-
vision provides:
● Diagnosisand treatmentof

minor illnessand conditions
that families“saveup” for
routinehealthvisits.

. Earlydiagnosisand treatment
of illnessand conditionsnot
obviousto familymembers.

● Assessmentand
managementof chronic
conditions.

● Counselingfor the child and
family regarding such topics
as development,nutritionand
injury prevention.

Healthsupervisionvisits
should include the following
activities:
●

●

●

Reviewand discussionof the
child’s healthand
developmentalhistorysince
the lastvisit.
A completeexamineof the
child. Recordany variations
from normal.
Recommended
immunizations.(See
Appendix A)

. Frankdiscussionof the
child’s physical,mental,and
behavioralstatusand
problems.Basedupon the
resultsof the examinationor
concernsraisedby the child
andlor parentor guardian,a
varietyof subjectsmay arise
thatwill need discussionand
counseling.

● Writteninstructions
concerningthe child’s
specific needs, including
informationto promotehealth
such as dietary
recommendationsand
treatmentrecommendations
for any special health
problems.

AdolescentHealth

Adolescenceis character-
ized by rapid physiologicaland
psychologicalchange. Health
professionalsmusthavethe
knowledgeand technicalskills
required to manageconcerns
relatingto sexuality,familyand
peer relationships,risk-taking
behaviorsand self-image.

Adolescentswith disabili-
ties are an especiallyvulner-
able group becausetheir
disabilitiesare compounded
by the biologicaland psycho-
logicalchangesof puberty.
Manychronic healthconditions
imposeactivityand/or dietary
restrictionsinconsistentwith
the adolescentneed for auton-
omyor desireto be likepeers.
Otherconditionsmay impede
the developmentof satisfactory
self-imageor self-esteem.

Adolescentswith disabili-
ties and their familiesare likely
to havemultipleneeds.The
servicesof professionalsin
such disciplinesas nursing,
psychology,socialwork, family
counseling,and medicineare
recommended.

To providemeaningfuland
comprehensivehealthcare to
adolescents,the healthas-
sessmentmustdeterminethe:
● Stageof physical

development.
● Stateof DsvchosOcial

●

●

●

●

developmentand function.
Presenceof abnormalities
requiringtreatment.
Presenceof risk factorsfor
futuredisease.
Existenceof minorproblems
thatmay havemajormeaning
to the adolescent.
Consequencesof the
adolescent’slifestyleand
environment.

● Healthknowledge,behavior,
and educationalneedsof the
adolescent.



I

Sr3ecialIssuesfor
Childrenand Youth
with Disabilities

Children and youthwith
developmentaldisabilitiesmay
or may not have special physi-
cal healthcare needs. In
uncomplicated mental retarda-
tion or autism,for example,the
health statusof the individual
may be unremarkable.In these
situations,the health care
practitioner should follow
standards and guidelines
proposed for the general
population. Most individuals
with developmentaldisabilities,
however,will need some
adaptation in health servicesto
accommodate the particular
nature of their functional limita-
tions.

Somechildren with atypi-
cal developmentor behavior
may be difficult to examinedue
to inattention,oppositional
reactions,or apprehension,
and, in somecases, physical

deformitv.Thesedifficulties
may be &ompoundedwhen a
non-verbalchild or youth
cannot provide information
about symptomsof an acute
illness.PhysicJta~$a,nd.,,,o~her
practitionersgene’~afi’’fmdthat
a thorough interviewwith the
parent or primarycaregiver
provides an adequate history
of illness.A relaxed, minimally
threateningphysical examina-
tion then provides necessary
diagnostic information.It is
importantto know the child or
youth’sapproximatelevel of
intellectualfunctioning so that
there is neitheran underesti-
mate or overestimateof the
child’s understanding.The
professionalmay ask the family
to prepare the child by explain-
ing and/or demonstratingthe
exam before the appointment.
Professionalsshould discuss
with the familythe preferred
way to address, approach and
communicatewith the child to
reduce anxiety.

Childrenand youthwith
multipledisabilitiespresenta
specialchallenge.Theirhealth
conditionsoftenrequire so-
phisticatedmedical technology
for diagnosisand manage-
ment.Theymayrequirethe
servicesof a teamof health
providers,includingseveral
specialists.

Healthprovidersneed to
recognizehowa chronic
illness,in additionto a devel-
opmentaldisability,affects
growthand development.

Finally,there is a need to
understandthe stresseswith
which familiesmustcope.
Complexcare regimensplace
specialdemandson families
and caretakers,and the high
cost of this specializedcare
can be a financialburden.
Healthcare providersmust
carefullyassessfamily func-
tioning,keepingdemandsof
care withina tolerablerange
whilesupportingindividualand
familyautonomy.

I
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Adult healthneedsare less
predictable thana child’s and
there is no uniformagreement
on intervals betweenexams.
The frequency of healthvisits
should be determinedby
individuals needs.Similarly,the
content and focusof health
care depends on the person’s
age and specific concerns.

Regardlessof age, evalu-
ation of the adult followsthe
same series of steps:
●

●

●

●

Collect data fromthe history,
the physical examinationand
the laboratory.
Organize and synthesizethe
data to producea listof
problems or diagnosesthat
determine the needfor the
further evaluationor suggest
initiationof specifictherapy.
Reviewefficacyof therapy
and validity of diagnosisover
time.
Collect furtherdata as
needed as newproblemsor
diagnoses arise.

Adults shouldreceive
routine preventivehealth
services that arecomprisedof
the following components:
. Periodic preventivehealth

services, includinghistory
(medical, socialand
occupational historyand
lifestyle inventory),physical
examination,and laboratory
tests appropriateto age and
health risks.Theexamination
should includeblood
pressure measurementand
managementwhen
abnormal; simplescreening
for visual and auditoryacuity
and dental status,with
referral or treatmentof
abnormalities;glaucoma
screening for individualsat
risk; cancer screeningat
appropriate agessuch as
inspection of skin,
examinationof the stool for

8

occult blood, breast
examinationand pap smears
for women,mammography
for those woman over 40 and
testicularexam for men; and
cholesterolscreening.

● Nutritionalassessment.
● patient education on such

topics as breast self-
examination,testicular self-
exam, nutrition,exercise,

accident prevention,and
substanceabuse (alcohol,
tobacco,and drugs).

. Psychosocialneeds
assessment,with referral
when indicated, to social and
mentalhealthservices.

● Contraceptiveinformation
and serviceswhen
appropriate.



The body metabolizes
nutrients for tissueformation,
growth, repair and mainte-
nance. Thesenutrientsare
carbohydrates, proteins,fats,
vitamins,mineralsand water.
In total, 40 knownnutrients
play an essentialmetabolic
role.

Nutritionalrequirements
vary during the lifecycle.The
needs are greatestduring
periods of rapid growthand
decrease as growthslowsor
ceases. Periodsof peak
nutritionalneeds come be-
tween birth and 2 yearsof age
and at adolescence.Direct
careful attentionto these
growth periods to assureade-
quate nutrientsand energyto
promote optimal growth,
development, and health.

The nutritionalneedsof
people with disabilitieshave
not been shownto be different
from typical populationgroups
with regard to the Foodand
Nutrition Board’s Recom-
mended DietaryAllowances.
However,people with develop-
mental disabilitiesare at a
higher risk for nutritionalprob-
lems due to a high incidence
of eating disordersand their
frequent relianceon othersfor
food selection, preparation
and availability.

People with developmental
disabilities require basic
nutritionalscreeningand
assessment,preventiveserv-
ices, treatmentfor identified
conditions, and follow-up
services in orders to receive
appropriate healthcare.

AtypicalF+di,~&,+.
Capabilityor Eating
Behaviors

Individualswith physical
disability involvingoral-motor
dysfunctionare at higher risk
for inadequate intake.Uncoor-
dinated suckingand/or swal-
lowing is frequentlyobserved
in neurologicallycompromised
infants.Other youngchildren
may consumefluids relatively
well, but be unableto chew or
swallowsolid foods. The
converse may also be true.

Swallowingmay be compli-
cated by aspirationof foods or
fluids into the lungs,or refluxof
stomachcontentsup the
esophagus with resulting
vomiting or aspiration.

Parentsor caregiversmay
not detect mild abnormalitiesin
feeding capability. In these
situations,carefulmonitoringof
weight (and body length in a
child) and physicalexamina-
tion may be requiredto detect
nutritionaldeficiency.

Abnormaleating behaviors
are observed in greaterfre-
quency in peoplewith develop-
mentaldisabilitiesthan in the
general population.Clinical
problems such as hyperactiv-
ity, anorexia,ruminationor
recurrentvomitingmay be
associatedwith poor growth
and weight loss in the absence
of any anatomicalor biochemi-
cal defect. Oneshouldcare-
fully evaluatetheseconditions
to determineif any specific
environmentalfactors induce
or aggravate the undesirable

AlteredRouteof
Feeding(Gastrostomy)

Somechildren and adults
requirean alternativefeeding
methoddue to inadequate
caloric intakeor recurrent
aspiration.An infantwhose
eventualfeeding capability is
unknownmay require a feed-
ing tube throughthe nose or
mouthinto the stomachto
deliverformula.If the feeding
deficit appears to be indefinite,
a “permanent”gastrostomy
may be surgically inserted
throughthe abdominalwall.
Subsequentmanagementof
feeding should be under the
directionof a physicianand
nutritionist.Someindividuals,
especiallythose with progres-
sive musculardysfunction,
might do well with night-time
continuousdrip nasogastric
feedings,which frees them and
their caregiversto use waking
hours for other activities.

beh;~ior. Environmentalc o
trol, includingcareful planning
of the diet and mealsupervi-
sion, is often the mostappro-
priate managementstrategy.

9



AbnormalPatternsof
Elimination
(Constipation)

Inactiveor immobile indi-
vidualsand people with neuro-
motordifficultiescan have a
decreasedfrequency of bowel
elimination.Poorfluid intake
and a diet deficient in bulk or
fiber will also contributeto
constipation,a commonoccur-
rence in people with neuromo-
tor difficulties.Diet modification
is generallythe first approach
to managingconstipation.
Medicinalstoolsoftenersor
laxativesalso may be neces-
sary.

VaryingCaloric
Requirementsby
Disability

Age, body size and energy
expendituredeterminedaily
caloric requirements.Relatively
inactivepeople may need
fewer calorieswhereasthe
opposite is true for very active
individuals.Thereis no precise
clinical methodfor calculating
the caloric requirementsof an
individualwith a specific dis-
ability other than through serial
weight measurementsand
dietary analysis.

OtherFactors
AffectingNutrition

Foodchoice and prepara-
tion is determinedby several
factors.Mostpeople make
food choices based upon their
eating habitsand preferences,
and on food costs. Limited
income,poor food selection
habits,and a lack of c
s c c t p
n uThesecharacteristics
may be special problemsfor
individualswith disabilitieswho
live independently,Nutritional
educationand reinforcement
of healthypracticesare essen-
tial in thesecircumstances.
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Reproductivehealth
services should be an integral
part of the comprehensive
health services provided for
both males and females.The
examining physicianor nurse
practitioner should provide a
full range of reproductive
health care, including informa-
tion and education about
health maintenance,develop-
ing and changing sexuality,
contraception, genetic risksof
reproduction, and specific
medical and surgical condi-
tions related to gynecology.
Health practitionersshould
teach breast self-examination
to women, and testicularself-
examination to men. In addi-
tion, practitioners should make
each woman and man awareof
common sex-relatedhealth
risks for various times of their
lives.

Overall healthcare should
include a recognitionof sexual,
psychological and social
needs. The practitionershould
identify areas of difficultyand,
when necessary, involve
available communityservices
for patient and family support,
such as sexualityeducation
and contraceptive services.

Womenshould havea
gynecologic examinationat
least by age 18,and routinely
thereafter. Sexuallyactive
women should have periodic
examinations regardlessof
their age. The frequencyof
such an examinationdepends
on the woman’s lifestyleand
the risk of diseaseat various
times of her life.

Women should be ade-
quately prepared for gyneco-

logical exams..Such.pre.parp.-
tion might incltidd’%~dd~”ri~tlon
of the proceduresusingpic-
tures and/or models,and
relaxationtechniques.For
some womenwithdevelop-
mentaldisabilities,a thorough
gynecologicalexammay take
extra time. A longerappoint-
ment may be necessaryto
accommodatespecialneeds.

Sexuality

Unlessthereis contradic-
tory evidence,oneshould
assumethat sexualfunction
(includin9 sexuali n
a m a sa r
d uc a( fare
normal regardlessof mental
age or physicaldisability.
Someindividualswithdisabili-
ties have delayedonsetof
puberty which mayreflect
inadequate gonadalfunction.
Whenappropriate,an endocri-
nological evaluationshould be
undertakenif thereis a SUS
pected clinical problem.

During recentyearsthere
has been considerableempha-
sis on providing adequate
sexualityeducationwithinthe
scope of a person’sunder-
standing in order to encourage
good personalhygiene,appro-
priate behaviorin individual
and congregatesettings,and
to limit sexualvulnerability.

Reproductionand
Contraception

Adolescents and adults
with mental retardationhave
several special reproductive
concerns. In any circumstance
when a person with mental
retardation lacks the knowl-
edge or judgement to make
personal decisions regarding
reproductive care, there is a
need for personaladvocacy on
his or her behalf. Parentso
provide that advocacy for
minors.When the person
reaches adulthood, the parent
may obtain permissionto
continue in that role. The
competence of the young
person to make independent
decisions may involvea deter-
minationby a court of law.

Comprehensivehealth
care should include contracep-
tive services. Men and women
should receive education,
counseling,and referral to
screen, detect, prevent or treat
a variety of conditionswith the
objective of achieving and
maintaininga state of good
reproductive health.All people
desiring contraceptiveadvice
or techniques should be given
information,methods or medi-
cation consistentwith sound
medical judgment and compat-
ible with their personal convic-
tions and capabilities.

These reproductive health
serviceshave two important
functions: 1)to identifi by
historyor examination,factors
that affect or limit contraceptive
choices, and 2) to provide
preventivehealthscreening
and counseling.

Womanusing hormonal
contraceptivesand intrauterine

11 I
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devices (IUDS)are at higher
risk for certaincomplications,
and completeannualexamina-
tions are recommended.
Healthywomenusing other
methods of contraception
require lessfrequentevalu-
ations. Wheneversterilization
is considered, the guardianor
conservatormust generally
obtain court permissionto
perform the medical proce-
dure. Surgicalsterilizationis
considered an irreversible
procedure regardlessof

I
I
I

ObstetricalHealth

Everywoman should have
a comprehensiveprogramof
obstetric care that begins as
early as possible in the first
trimesterof pregnancy (pref-
erably before conception,
when pregnancy is antici-
pated), and extends through
the postpartum period. Early
diagnosis of pregnancy and
risk assessmentare important
to establishthe appropriate
managementplan. Considera-

A pediatric nursepractitionerprovided primary care to

Karen Krause,a girl with developmentaldisabilities,since

shortlyafter Karen’sbirth.WhenKaren— now a young
woman— requesteda pregnancytest, the nurse practitio-

ner wasshocked.Shehad failed to notice that Karen,who

had cerebralpalsy and mild mentalretardation, had grown

up.
Becauseof the young woman’sdisabilities, the nurse

practitionerunconsciouslythoughtof Karen as a child who

was neitheremotionallyor physicallycapable of becoming

sexuallyactive.
●N r n a

whether the operation is per- tion of each woman’sspecial
formed in a man (vasectomy) needs-medical, emotionaland
or woman(tubal ligation). educational—helpspromote

The availabilityof medical qualityobstetric care.
contraception,and the recog- A comprehensiverange of
nition that training and appro- obstetric health servicesshould
priate supervisioncan provide be offered. These services
satisfactorymenstrualcare in include medical, nursingand
almost all situationshaselimi- socialwork care, as well as
nated hysterectomyas a nutritionand general health
procedure for eithercontra- education.When primary
ception or menstrualhygiene. providersare unable to offer

comprehensiveservices,they
should make appropriate
referralsto communityre-
sources.

Whenan unwantedpreg-
nancyoccurs in a womanwith
mentalretardation, healthcare
providers should followestab-
lished guidelines. If the court
previouslyhas found a woman

12

to be incompetentfor her own
care and she hasa guardian o
conservator,the court would
l f t w u t
a dc f a c I
c iw t
c oo t w t
p i l c a e
ciallywhenthe womanex-
pressesher desireto carry the
pregnancyforwardand parent
the child, socialand public
healthnursingservicesshould
providevery closefamily
supervisionto assurethat the
needsof the womanand child
areappropriatelymet.

SexualVulnerability
andSafety

Individualswithdisabilities
maybe morevulnerableto
unwantedsexualadvancesor
attacks.Somemayhave
difficultydistinguishinginap-
propriatebehavior,while other
individualsmay be physically
vulnerable.In addition,offend-
ers maythinka personwith a
disabilityis lessable to report
or talk aboutan assault.

Periodicindividualand
peer-groupeducation,as well
as monitoringare necessaryto
reducethis vulnerability.Health
providersshouldalsoencour-
age frankdiscussionsabout
sexualvulnerabilityand safety
w c a t p o
c aA o t
physicalexammayinclude
touch that is confusingto some
clients.It may be necessaryto
help themdistinguishwhat
maybe appropriatein that
contextthatwould not be in
others.

Finally,serviceproviders
shouldbe alert to any indica-
tionsof sexualabuse.As with
physicalabuse, professionals
are requiredto reportsus-
pected sexualabuseof a child
or vulnerableadult to local
protectionor law enforcement
agencies.
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Dental health needs of
people with developmental
disabilities require s p
a t ta r ea d
m e

S a t io h y
h b n e gin many
people with disabilities. For
some, physical limitationsmay
make self-care difficult. Some
children and youth are tactu-
ally sensitiveand without
persistent training there is a
strong disincentive to brush-
ing. Others may not be moti-
vated to maintain adequate
oral hygiene. In addition,
limited funding of dental care
and services in many commu-
nities may present problems.

All programs that serve
children, youth and adults with
disabilities should have a
dental health component.
Promotingoral health through
outreach, assessment,dental
health education and Preven-
tive services should be a
priority to minimize remedial
care and to maintain satisfac-
tory oral function. Everyperson
should have a source of
ongoing dental care.

As primary care providers,
dental personnel should be
fully cognizant of each
patient’smedical, physical and
emotionalcondition. The
patient with a disability may
have a variety of factors to
consider in planning dental
care. The “modifications”
needed to treat a dental
patient with developmental
disabilities are quite often no
more than a thorough patient
assessment,with extra time to
perform clinical procedures. in
addition, home care recom-
mendationsand expectation
may need to be adjusted to
levels realistic for the
individual’s condition and

14

capabilities.For instance,a
toothbrushmay need to be
modifiedto make it easier to
grasp.

Althoughmany dentists
treat people with developmen-
tal disabilities,pediatric den-
tistry is a dental specialty that
specificallyincludes the treat-
mentof people with disabilities.
By definition,pediatric den-
tistry includesthe care of
specialpatients beyond the
age of adolescencewho have
mental,physical,and/or emo-
tionalproblems as well as the
care of children. Healthprofes-
sionalsand clients seeking a
dentistwho is prepared to treat
people with developmental
disabilitiescan call their local
dental society.

TreatmentPlannina

Toformulatea treatment
plan, clinical data from a
thoroughextraoraland intraoral
examination,dental charting,
periodontalcharting, orthodon-
tic assessmentand radio-
graphic survey is needed.

Toaccurately integrate
preventiveservices (scaling,
polishing,fluoride use,plaque
control,nutritionalcounseling
and/orplacementof sealants)
into the treatmentplan, practi-
tionersshould be awareof any
limitationsa patient’sdisability
may place on the ability to
receivetreatment,

Whilemost routine proce-
dures and education remain
the sameas for patientswith-
out disabilities,special consid-
erationshould be given to any
cognitiveor sensorydifficulties
that the disabilitycreates, and
appropriateadjustmentsmade
to accommodatethe under-

standingof the patient.This
may includedemonstrations
withmodelsor illustrations,or
allowingextratime to explain
procedures.

Examinating
Uncooperativeor
FrightenedPatients

Dentalhygienistsand
dentistsfrequentlycite difficul-
ties in examininguncoopera-
tiveor frightenedpatientsas
the primarybarrier to serving
peoplewith developmental
disabilities.While reassurance,
patienceand painlesstech-
niquecan oftenalleviate
anxiety,somesituationsmay
requiresomedegree of seda-
tion. It’spossible that dental
treatmentmay require general
anesthesiathat necessitates
specializedout-patientor
inpatientfacilities.Whiteroutine
physicalrestraintis NOT
recommended,some patients
mayneedto havea stabilizing
restraintto limitmovement
during dental procedures.
Thesemay include hyperki-
netic patients,or thosewith
spasticor athetoidcerebral
palsy.



ProsthodonticCare

In the past, socialand
dental practice relied more
frequentlyon removalrather
than definitive restorativecare.
Therefore,a significantnumber
of older people with develop-
mentaldisabilities are com-

. pletely or partially edentulous.
Someindividuals havearbitrar-
ily beerl judged unableto use
dentures and relatedappli-
ances, and these devices have
not been prescribed.

It is now recognizedthat
dentures may be appropriately
worn by many adultswith
mental retardationand other
disabilities in order to promote
a normaldiet and facilitate
intelligibilityof speech.All
edentulous individualsshould
be evaluatedfor the potential

useof dentures.S~ecial
attentionshould be given to
educatingpatientsand car-
egiverson proper use of
denturesand related appli-

OrthodonticTreatment

Orthodontictreatmentis
generallyindicated when some
significantfunctional improve-
mentwill occur as a resultof
treatment.Successfulortho-
dontic treatmentnecessitates
adequateoral hygiene during
the treatmentperiod. In severe
cases orthodontictreatment
and oral surgerymay be
necessaryto correct a maloc-
clusionor other deformity.

InfectionControl
Practicesfor Dentistry

Infectioncontrol practices
are an essentialelementof
dental healthcare provision.
Due to the natureof many
dental procedures,the risk of
transmissionof infectious
disease is possible if precau-
tions are not taken. Readers
desiring more infcxmationon
infectiousdisease control
should consultThe Centersfor
DiseaseControl recommenda-
tions (1986).
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Recommended
Immunizations

The mostcommonly
recommended immunizations
include: diphtheria-tetanus-
pertussis (DTP),polio,
measles,mumps,and rubella.
Appendix A presentsa normal
schedule of immunizationsfor
children, as well as recommen-
dations for adult immunization.
Severalfactors that influence
recommendationsconcerning
vaccine administrationinclude
age-specific risksof disease,
age-specific risksof complica-
tions, ability of individualsof a
given age to respondto the
vaccine(s), and potential
interferencewith the immune
response by passivelytrans-
ferred maternalantibody.

HepatitisB Virus (HRW

Theonsetof acute hepati-
tis B is generally insidious,
Clinicalsymptomsand signs
include v ac o
o a nm an
v oa bp a
j aS r aa r
g a a rc a
occur. Overallfatality rates f
r ec g ed
n e xt p eThe
incubationperiod of hepatitis B
is long, generally45-160 days
(average60-120),

It is not uncommonto find
a higher percentage of group
home residentsto be chronic
asymptomaticcarriers of
hepatitisB, although the rate
variesamong communities.If
there havenot been any
recognizedcases of hepatitis
B within the last 10years in a
facility,there is probably no
need to vaccinatestaff or
residents.if clinical hepatitis B
is recognized,consider
screeningstaffand residents
and vaccinatingthose who are
susceptible.In larger facilities,
it is possibleto separately
evaluateunits that care for
moreaggressiveor self-
injuriouspeople and screen
the staff and residentsof those
particularunits for hepatitis B
carrier status.With that knowl-
edge, decisionscan be made
regarding the need f v
n ai i nu

The risk of hepatitis B
variesfromone location to
another.Check with your state
or local healthdepartment for
current recommendationsfor
your area.

Tuberculosisremainsa
significantpublic health prob-
lem becauseof its communica-
bility and serioushealth i
c if left untreated.Due to
the persistenceof tuberculosis
in the UnitedStates,it is rec-
ommendedthat all communi-
ties provideat leasta minimum
levelof tuberculosisservices.
Theseservicesshould include
tuberculosisscreening,contact
investigation,and home care
visitsfor patientson medica-
tion. Theuse of these services
in group living arrangements
shouldbe based on the preva-
lenceof tuberculosis in the
communityand the diverse
historiesof residents.

.. -

Tuberculosis
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Sexually Transmitted
Diseases

Sexually transmitteddis-
eases (STDS)vary in causative
agent, symptomatology,and
treatment.To reducethe risk of
STDS,those who aresexually
active should:

1
. Avoid multiple partners,

anonymous partners,

I prostitutes and otherpeople
with multiple sex partners.

● Avoid sexual contactwith
people who havea genital
discharge, genitalwarts,
genital herpes lesionsor
other suspiciousgenital
lesions.

. Avoid oral-analsexto
prevent enteric infections.

c Avoid genital contactwith
oral “cold sores.”

● Use condoms and
diaphragms in combination
with spermicides.

. Have a periodic examination
for sexually transmitted
agents and syndromesif at
high risk for STD.

Accurate identificationand
timely reporting of sexually
transmitted diseasesis an
integral part of a successful
disease control. All clinicians,
health facilities and laborato-
ries should report,within48
hours, STD diagnosesand
positive STDlaboratoryresults
to local or state healthdepart-
ments according to estab-
lished policy.

Meg Anderson”, a woman with severecerebralpalsy,

scheduledan appointment to seeher familyphysician.After
waitingmore than.30 minutes i t r a s

f iw a $t e xr T d w

w s a h d d n m h i w his
patient.

“WellMeg, why are you here?”Hespokeslowly.“You
havecerebral palsy, and you knowwe can’tdo anything

about that.”
“But doctor,” she responded, “1havea terriblesore

throatand an earache.”
‘ r name.

SpecialConsiderations
for Peopiewith
Developmental
Disabilities

Therecognitionof infec-
tiousdisease is dependent on
the accurateassessmentof
signsand symptoms.Signs are
physicalchanges that are
observableby a person other
thanthe ill individual.They
includechanges in skin color,
rashes,swelling or differences
in staminaand physical func-
tion.

Symptomsare the subjec-
tive feelingsan ill person may
havethat a not obvious to
the observer.Symptoms
includepain, dizziness,mild

weakness,or internaldiscom-
fort suchas abdominalcramp-
ing. Peoplewith developmen-
tal disabilities,as well as family
membersor caregivers,should
be taughtto recognize
changesthatmaysignal the
onsetof an infectiousdisease.
Healthprovidersshould em-
phasizethe valueof prompt
evaluationand treatment.
Discomfort,cost or complexity
of care,as wellas unfavorable
outcomes,can be avoided by
teachingclientsthe impor-
tanceof promptevaluation.
Furtherinformationfor client
educationis provided in Ap-
pendixB.

17
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In addition to medical
treatment,comprehensive
health care for children and
adults with chronic illnessor
disability must include social,
psychological,educationaland
vocationalservicesas appro-
priate. Socialand health serv-
ices in rehabilitationand
chronic care are inextricably
related.

Earlyassessmentof the
clinical aspects,functional
status and socialcomponents
of each person’sproblem is an
integral part of comprehensive
health care. Failureto deter-
mine the causesand evaluate
the effects of chronic illnesses
and disabilitiesoften results in
recurring hospitalization,pro-
gressive deteriorationof mind
and body, and increasing
dependence. Thefinancial,
emotionaland social impact
can be catastrophic,particu-
larly in children for whom
proper early assessmentcan
affect the extentof disability,
with all its consequences,for
an entire lifetime.

Each personwith chronic
illnessor disabilitiesshould
have access to programs
designed to bring or restore the
best physical,psychological,
vocationaland social function-
ing possible withinthe con-
straints imposedby the illness
and social setting.Continuing
programs shouldbe available
so that all gains can be sus-
tained and extended.
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Atherosclerotic
Disease “-””:$$’’’’’”””:+

The incidenceof athero-
sclerotic cardiovasculardis-
ease reachessubstantial
proportionsbeyond age 45 in
men and 55 in women. This
class of diseaseconstitutes
the mostfrequentcause of
short-stayhospitalizations,and
the highestcosts per admis-
sion.Thechancesof an Ameri-
can male developingsome
clinical manifestationof athero-
sclerotic cardiovasculardis-
ease beforethe age of 60 are
still close to one in three.

Atherosclerosisdevelop-
ment has beenassociated with
variousrisk factors.Since risk
factors are oftenmultiple and
clearly synergistic,a compre-
hensivestrategyof intervention
is mandatoryand should
address:
●

●

●

●

●

●

●

Weight.
Blood lipids.
Hyperglycemiaand diabetes
mellitus.
Hyperuricemia,
Hypertension.
Cigarettesmoking.
Physicalactivity.

Clinicalpresentationsof
chronic coronaryheart disease
may include angina pectoris,
heart failure,dysrhythmiaor
systemicembolization.To
reduce the riskof sudden,
unexpecteddeath and/or
acute myocardialinfarction, it
is importantto educate the
public in detecting symptoms
and signs and in modifying risk
factors.Be aware t c
r s mh y p
h y p e rs
o bd im e
p of h ia
e st p ro
more than oneof these risk
factors, increasesthe risk of
coronary arterydisease.

Hypertension

Controlof high blood
pressurebegins with detection
and requirescontinued surveil-
lance,Healthcare profession-
als are stronglyencouragedto
measureblood pressureat
eachpatientvisit. Individuals
withoutregularcontactwith the
medicalcare systemshould
havetheir blood pressure
measuredat leastonce every
twoyears.

Successfultherapeutic
interventionand follow-up
beginswith an assessmentof
patientreadinessto control
blood pressureand learn
relatedbehaviors.The
patient’sprior health practices
and experienceswith following
healthregimensshould be
consideredalong with physi-
cal, mentaland emotional
capacitiesto adjust to recom-
mendedchanges.

Effectivetreatmentof
hypertensioncan be achieved
throughthe use of anti-
hypertensivedrugs and/or
nonpharmacologicap-
proaches.Examplesof the
latterinclude:
c Reducingweight.
. Modifyingsodium intake.
● Moderatingalcohol

consumption.
● Avoidingtobacco.
. Exercise.
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Cancer

Cancer is the second
leading cause of death for
Americans,surpassedonly by
cardiovascular diseases.Early
detection and preventive
measures,sometimessuc-
cessful in reducing the inci-
dence and severityof cancer,
include:
● Reducing and u l t

e l i mc i g
s m o

● I n cp r o c
e x a min annual

●

●

●

●

●

checkups for thoseover 50
years of age.
Examiningtesticlesas a
monthly male practice.
Examiningbreastsas a
monthly femalepractice.
Having mammogramsfor
women 40 and older.
Taking pap testsfor all adult
and high-riskwomen.
Avoiding excessivesun.

tion of glucose by t p
e t iT m c
c ao h y pa
e xi ni n
f i ns up h
exertion,and+~r~qs$)ti:.,,,

Adherence to thefollowing
guidelines will assist in pre-
venting hypoglycemia:
●

●

●

●

●

●

●

Ensurecorrect techniqueof
insulin injectionand rotation
of sites.
Adhere to regular mealtimes
and snacks as recommended.
Correctly interpretresultsof
home blood glucoseand
urine tests.
Substituteoral liquid
containing carbohydrates
when food intakeis reduced
due to illness.
Eata snack beforeengaging
in someforms of exercise.
Adjust insulindosage only
according to physician’s
guidelines.
Give correct amountof
insulin.

Diabetes
Eoiietw

Diabetes is a chronic
health conditioncaused by
lack of insulinor the inabilityof
the body to use insulin.

The goals for management
of patientswith diabetesare:
(1) improved treatmentof
diabetes to delay or prevent
complications,(2) early detec-
tion of complications,and (3)
prompt and appropriatetreat-
ment of complicationsonce
they have been recognized.

The mostcommoncompli-
cations of diabetesare visual
impairment,adverseoutcomes
of pregnancy, foot problems,
kidney failure,acutehypergly-
cemia with ketoacidosis,
increased risk of hypertension
and cardiovasculardisease.

Hypoglycemiaoccurs
when the rate of glucose
entering the circulationdoes
not keep pace with the utiliza-

Epilepsy is a condition
when a person has had at least
two seizuresat separatetimes
during a lifetime.Promptdiag-
nosis and treatmentare essen-
tial for the person experiencing
a first seizure.Althoughcontrol
o seizuresis paramountin t
treatmentof epilepsy, it is only
part of the treatment.Thebe-
havioral,social and economic
consequencesof uncontrolled
seizuresare enormous.Sub-
stantialamountsof emotional
support involvinga teamof
nurses,social workers,voca-
tional counselors,and other
healthprofessionalsare often
necessary.

Rheumaticdiseasesfall
intotwo broad categories:sys-
temic rheumaticdiseasesand
regional rheumaticdiseases.
Systemicdiseases include
rheumatoidarthritis,Systemic
lupus erythematosus,sclerod-
erma and polymyositis.Those
affectedare chronically ill,
have intermittentand remittent
easy fatiguability,and often
sufferstiffnessand general-
ized weakness.Joint pain and
deformityare often featuresof
thesediseases.But the cardi-
nal feature is the pervasive
senseof being sick for pro-
longed periods. Thesesys-
temic rheumaticdiseases
affect approximatelythree
percentof the population.

Conversely,people with
regionalrheumaticdiseases
are basicallywell. Theys
f p a f
r ei a s m
Ioskeletalregion. Examples
include low back pain, neck
pain, tennis elbow, shoulder
pain (i.e., “bursitis”)and carpal
tunnelsyndrome.Theseill- “
nesses,however,vary in
intensityand tend to be self-
Iimited.They usuallyremit,
leavingsome residualdeficit.
Thisform of arthritismay lead
to a need for joint replacement,
especiallyhip replacement.

I

I

I

i
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W ht s t ao c oi t as et i A C f m in-
health care and many of the individualneeds.This publica- depth informationon selected
health servicesare the same tion is designedas an intro- topics. Appendix D is a listof
for people with disabilitiesas duction to thesestandardsand communityresourcesfor
the general population, there serviceneeds.The reader is servicesprovidersand/ortheir
may be somespecial issuesto referredto the resourceslisted clients.

.
.. .

,

.

i -

< iHiiii!2..i-.,.,~.,.,.*,.,.. .
Dnoto by G W -





‘“I
AppendixA: ImmunizationRecommendations 1.-.

RECOMMENDEDSCHEDULEFOR ACTIVEIMMUNIZATIONSOF NORMALINFANTS
AND CHILDREN

t

RecommendedAge’ Vaccine(s)
&#ent$, ,.::’”

2 m D T, O

4 m D TOPV-2

6 mo DTP-3

15me”” M

1 m D TOPV-3

4-6Y D POPV-4

1 4y T

H -t b

C b g i e e a

6 w t 2 m i nd b
O d

A a dd o O a t t i
o pf u i a w a h r o
p e x

C ua s i mf o o
m o t v i r e
C w s o l h d e
f c ur e co r e
t

C oo p s

P ra o b s e D m
b g u t a c s b
A t g D o

R e 1 y t hl

R e cf H eb i mv
a ct g el or f a d o
t p re fo v p C w
y s o c h d ef c l
r e c

A b b r

O D i pa t ec ow p ev a
T A dt et oa d i pt oi c oC s d o t t a O o D a a r

d o d it o
O O a t tp o lv a( cp o lt 1 a 3
M L m e am ua r uv i a c v a
H -H e r nI n ft B T i ab at c c s d ie si c u 5 T b a

i v as hn b c ow t i n( v a i v t i s r f a a
. T r ea s n b c oa a bi 2 m c b S w e
. . S ia d mo M D a O i a pf p w c w m c r

t c b a s

F a p ru c rm a np e nf i nf s h a a V
p rb d im a nm v a t o t s m am c f t t t T p i
s hb f of a s pp r
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RECOMMENDATIONSFOR
ADULT IMMUNIZATION
PRACTICE

The following recommen-
dations apply generallyto all
healthy people.
Tetanus and Diphtheria
Toxoids for Adult Use

All young adults should
have completed a primary
series of tetanusand diphthe-
ria toxoids. Peoplewho have
completed a primaryseriesof
tetanus and diphtheria immuni-
zation should receivea booster
dose every 10years.
Measles Vaccine

Peopleborn after 1956
should receivemeaslesvac-
cine unless they havea dated
record indicating they have
been immunizedwith live
measles vaccine on or after
their first birthday; documenta-
tion of a physician’sdiagnosis
of measles;or laboratory
evidence of immunity,if avail-
able. Peoplevaccinatedfor
measles between 1963and
1967 should be revaccinated.
Mumps Vaccine

Mostadults are likelyto
have been infected naturally
and generally may be consid-
ered to be immune,evenif
they did not haveclinically
apparent mumps. Mumps
vaccine may be given,how-
ever, if there is concernabout
susceptibility.
Rubella Vaccine

Womenof childbearing
age should be assuredof
immunityagainst rubella.This
vaccine should be given
unless patientshave proofof
immunity by laboratoryevi-
dence or have receivedthe
rubella vaccine after their first
birthday. Pregnantwomen
should not be vaccinated.

InfluenzaVaccine
Althoughinfluenzavaccine

is not recommendedfor univer-
sal immunizationof healthy
adults less than 65 yearsof
age, considermionmay be
given to immunizingsuch
people who provide essential
communityservices,including
healthcare personnelwho are
at increasedrisk of exposureto
or transmissionof infection.
This lattergroup includes some
peoplewith disabilitywho may
be susceptibleto debilitating
pneumonia.
PneumococcalVaccine

Pneumococcalvaccine is
particularlyrecommendedfor
people over 65 yearsof age.
However,it may be considered
for use in patients lessthan 65
based on individualphysician
judgment.
HepatitisB Vaccine

Decisionson the admini-
strationof HepatitisB vaccine
shouldbe based on risksof
exposure.This variesfrom
settingto setting.Check with
your stateor county health
departmentfor current, local
recommendations.

VACCINATIONDURINGOR
IMMEDIATELYPRIORTO
PREGNANCY

On the groundsof a theo-
retical riskto the developing
fetus, live,attenuated-virus
vaccinesare not generally
given to pregnantwomenor to
those likelyto become preg-
nantwithin3 monthsafter
receivingvaccine(s).
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Appendix 8: ClientEducationfor Identifyingand ManagingMinorIllnesses* . ~+1
COMMON ILLNESSES:HOW
TO IDENTIFYTHEMAND
WHEN TO CALL FOR HELP

An important task in facili-
tating health care for a child or
an adult with a developmental
disability, is being able to
determine WHENthe person is
sick and IF he or she needs to
be evaluated by a healthcare
provider. Thesemay not be
straightforward tasks.Firstof
all, the decision is usually
based on “second-hand”
information; it’s not your
“ache”, “pain”, or “fever”, but
someone else’s.Also the
person may be unableto tell
you that he or she does not feel
well, or be unable to describe
exactly what is wrong.

There are, however,gen-
eral signs of illness;thesesigns

CHANGES IN TEMPERATURE
The normal body tempera-

ture is 98.6 F orally (99.6 rec-
tally, and 97.6 axillary—taken
in the armpit), althoughthere
are individual variations.When
a person’s temperaturerises
more than a degree above
normal, it is a fairly reliablesign
of illness. Unlessthe person
has had some sortof heat
injury (i.e., sunburn,sunstroke,
heat exhaustion)it usually
means an infection,However,a
higher-than-normaltempera-
ture is a general symptomthat
occurs with many different
types of infection. It could be
caused by a cold, a bladder
infection, an abscessedtooth,
or some other condition.O t h
symptoms need to be consid-

usuallyinvolvea change. If you in their course. Common
are alert to these,you can changes are described in this
recognizemany illnessesearly section.

, ..... .=.,,‘ ,1>.,,. T
r

Thissectionis meantto provideyou with generalguide-
lines for evaluatingillnessand for makingdecisions about
whento call a physicianor other healthcare provider.Con-
sumer-orientedguides to healthcare, containing much more
detailed information(severalare listedin the resourcelist) are
also available.Whilethey do not give informationthat is spe-
cific to personwith a developmentaldisability, they are very
usefulresources.However,thesetoo, provide informationthat
is only meantto be a guide. If you are concernedandfeel
you needto talk to a healthcare provider,CALL-regard-
lessof the informationpresentedhereor in any other re-
source.Similarly,when you call a healthcare provider,
you maybe toldthat the individualdoes not needto be
seen.If you are stillconcerned,sayso. If you wantto be
reassuredby havinga healthprofessionalevaluatethe
person,say so. Becauseyou knowthe person,you are in
the best positionto noticechanges.Respectyo-urown
judgment.

Call a physicianor healthclinicwhen
the personhas an oral* temperature:

s Above 1020F
● Above 10W F with anotherobvioussign of illness
s Above 10& F for threeor moredays
● Below95° F

or whenthey havean elevatedtemperature:
. Accompaniedby a seizureor with a past historyof

seizureswith elevated temperatures
. Accompaniedby a stiff neck and headache,espec-

ially in children
. Accompaniedby right-sidedabdominal pain

“Adjust thesetemperaturesby adding one degree if tem-
peratureis taken rectally;subtractingone degree if taken
in the armpit,

● T s ei t af P f aa N e( 1Q uh c f p withdevelopmentaldisabilities
Minneapolis: MinnesotaUniversityAffiliatedProgramon DevelopmentalDisabilities.(pp. 20-23).
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ered in order to pin-pointthe
source of the elevatedtem-
perature.

An elevated temperature
should be treated by increas-
i t f li ni o rt
p rd e h yY m
a w t g a so
a c e t( i“ T y

or “Datrii”) if the personseems
uncomfortable.However,
children and adolescents
should only be given acetam-
inophen.Do NOTgive them
aspirin.Aspir@%,u~,e.,,~y,.hqhildren
and adolescents has’been
associatedwith an increased

r o R s a r
b s illness

A BELOWnormaltempera-
ture (95oFor below)can be
the signof a seriousillness that
needsprompt attentionby a
physician,especially in infants
and youngchildren.

CHANGES IN APPETITE
While fluctuationsin appe-

tite are common,a rnarkecj
decrease in appetitemay
indicate illness.A decreased
appetite may also be accom-
panied by nauseaor vomiting.
Children may simplycomplain
vaguely of a “tummyache”.
Even when individualslose
their appetites, it is important
that they continueto take
fluids. If the personhas nausea
and perhaps vomitingas well,
small amounts of clear fluids
(one to two ounces per hour)
are often tolerated best.

Refusing to eat can be a
serious problem for infants,
since they rely on breastmilk
or formula not only for nutrition,
but as their principal sourceof
fluids. They can rapidly lose
weight and becomedehy-
drated.

.:.. :.
Call a physkian or healthclinicwhsn:
. A hby undersixmonthsof age S eating ~s @lffi@&““’.

eating (i.e., suckingor nursing)andbr doesn’t+ern to- ~ø
gaining weight.

~..
+-.=.-.

● A child who usuallyhas a good appetiterefuses.fti fq’li “
day and seems listless. ~ .-=:.

. An older child or an adult refusesfood or has a signifi&tly
decreased appetitefor two or moredays. -,

?A child or an adult refuses(or is unableto keep d6&n) ‘:: ~
FLUIDSas well asfood for a day.

. A baby under six monthsof age hasvomiting(~TE;” ,,
infants frequently ‘spit up” smd atiunts afterfeeding. ..;”
This is NOT consideredvomiting.).

. A child or an adult has vomitingthat lastsfor morethan48
hours.

. A person has vomitingthat is accompaniedby dizzy”spells
and headachesor by right-sidedabdominalpain.

CHANGES IN AFFECTOR
BEHAVIOR

A change in affect(mood)
or behavior can be sudden
and dramatic, or it can be
subtle and gradual.Whilesuch
changes are sometimesdiffi-
cult to judge, they can be early
signs of illness.For instance,
you should suspect illness
when a child (or an adult)who
is usually good-naturedbe-
comes crabby, whensomeone
who is usually talkativebe-

Cali a physicianor heaithciinicwhen:
● changes in affector behaviorare accompaniedby other

signs of illness
. YW ~e ~ce~ aboutchangesinaff*! ~ W* .....
0~;i “~son exhibitingchanges in affti &:&h@@ k : -

t&kingmedications - -
.,....-
--2.“.- ....- -’

comes quiet and listless,or changes requiresthat you
whensomeonewho is fairly knowthe person’s“normal”
activestarts acting tired or behaviorand are alert to any
groggy. Analyzingthese differences.
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CHANGESIN APPEARANCE
M o u h h t

e x po j l oa
s oa s et
they are sick. Ourhunch isI most oftenbasedon the
person’s generalappearance,
especially his or her color.
When someoneis pale,
flushed (red) or jaundiced
(yellow),we sensethat the
person is not well,and we are
often right. Rashescan also be
a visible sign of illness.

I Callaphysicianor heaithclinicwhen:
I ●Thepefsoni$unusuaiiy paie.

-.
--

. ~ skinor the ‘whit#-of the eyeshavea *b!!$!y’:&
(theperson is jaunc#c@J . :.* .. ‘.. ..

● Lips, fin@%~&~~&*&*””&’drea bluishor purplish&S$&~.,.c~ ‘;
(NOTE:Thiscan be a Signof breathingw M W-
If the personhasthis bluish-colorand is havingdiffidty {~=
breathing,call a @ysici&t iMMEOtATELY.). .,

I ●SkinisflushedWITHQUTrecentexercise. .

1. A rash is accompaniedby a fever. .5-?r-”:.-. .. ... “;.-..
I ●Arashis itchy,painful tispreading. : >...

1. The personhasa rash ~ is taking a medication.- ‘“z.,- .. ,.
L .

CHANGE iN BOWELOR
BLADDERHABiTS

Somesort of change in
bowel or bladder habits is a
fairly reliable indicationof
illness.Thiscould be an
increaseor a decreasein
frequency. It could also be the
loss of bladder or sphincter
control for someonewho
previouslyhad control.

Diarrheais the frequent
passage of loose,liquid stools.
It is a sign of bowel irritation. It
is frequently(thoughnot
always) causedby bacteria or
viruses.This infectioncan be
easily spread to others.Hand
washing and carefulhandling
or disposal of anysoiled
clothing or bedding is espe-
cially importantwhensomeone
has diarrhea.Loosebowel
m o v e m e nc abe normal for
infants, but liquid or watery
ones are not. Diarrheain
infants and youngchildren can
be serious,since it may lead to
dehydration.

Constipationrefers to
bowel movementsthat are
hard, dry and difficultto pass.
It can frequentlybe treated
without consultinga physician.
Usually increasesin fluid, fiber

and activityare all that is can be the sign of a bladder
required. Constipation,how- infection. Increasedurinary
ever, is anotherchangethat frequencymayalso be a sign
needs to be monitored. of infection.On the other hand.

Incontinencerefersto the a decrease in urinaryfre-
Iossof bladder controlin a quency,or in the amountof
child or an adult whotypically urine being passed,can be a
has good bladder control, It sign of dehydration.

Call a physicianor healthciinicwhen:
● An infantunder6 months-ofage has diarrhea(3 or more IT.

loose stoolsin a 24-hourperiod). -. .
● A child or adult hasdiarrhea for more than 24 hours. ., -. .
● The personhasdiarrheaaccompaniedby abdorm“n@%*,

fever or otherobvioussigns of iiiness. -.

● The personhasa bowel movementthat is bioody.
GThe personvoidsonly a smallamountof urinethat is dark

yellow and strongsmelling (i.e., concentrated).
. An infantor youngchild does not urinatefor 4-6 hours.

● An o l dc ho a dd on urinatefor 10-12hoursO
more.

o A Chi(d~ ad@:&&&-& ~
complainsof parn*.al&r@g-sensat

● A c~ild w aduit& has @ bwei W
becomes incontinent. ?’-’ ~~ =.=,:..-

* The personhas constipationac&mpanied by ab&%inai ““
pain. —

. The personhasconstipationthat does not respondto
increasedfluid, fiber and activity.

(NOTE:Constipationshould NOTbe treated with iaxatives, ‘
suppositoriesor enemaswithoutconsultinga physician.)
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CHANGES IN BREATHING

While people mayhave
slight changes in breathing
patterns with colds and fevers,
rapid, noisy or difficultbreath-
ing usualiy signalsproblems
that need prompt medical
attention.

Call a physklan or healthclinlcwhen: ~ “-”
● The person appears to havediffiiufty breathing. --
● Breathingappearsmorerapid a laboredthan nornlal ”
● Lipsor fi-pq, hq a bluishorpurplishcolor :..-.%.(W=: @,~df?= ~w *

somewMisOoid.If *“--:’ ~
_ ~ ~T ~~ng braathm dlffic@ AND @prrnaI@I& ~
retumwhen heors@ isyyarm,youdo notneed to’call*
physician.) .,.s .

INITIATE RESUSOITA~-AND CALL911 OR YOU~ ‘
LOCAL PARAMEDICS~: -- .. ““” .

. The p air&y -a@earsto be blocked. ~~•. .. ,. .
● The person hasstopped b r e a

EVALUATINGCOMPLAINTS
OF PAIN

In addition to the above
changes, which are general
signs of illness,a personmay
have specific complaints,
especially of pain.Painin-
cludes a varietyof symptoms—
from a toothache,to a sore
throat, to joint pain.All com-
plaints of pain shouldbe
listened to and evaluated
carefully. Someindividuals
have a high pain threshold,or
an unusual tolerancefor pain.
There can be instancesof
broken bones or burnswith no
complaints of pain.Thismeans
you must be watchfulfor subtle
changes and takewhatmay
seem like a minorcomplaint
seriously<

Headachescan occur with
stress, after a headinjury,or
with other symptomssuch as
sore throats or fevers.Head-
aches are fairly commonin
adults and as longas theyare
not frequent or severe,it is
appropriate to treatthemwith
over-the-countermedications
such as aspirin and acetamino-
phen. On the otherhand,
headaches in youngchildren
are rare and generallyneed to
be evaluated by a physician.
Except for minorbumps,ail
head injuries shouldbe evalu-

ated by a physician.
Ear pain is oftena symp-

tom of an ear infection.It
needs to be evaluatedby a
physician and frequentlyneeds
to be treated with an antibiotic,

A sore throat is a common
complaint that frequently
occurs with othercold symp-
toms such as a runnynoseor a
cough. Itcan be due to the
same virus that caused the
cold. There is no cure for viral
illnesses such as the common
cold, although increasedfluid
intake, throat lozenges,or salt
water garglesmay relive some
of the throat pain associated
with them. Somesore throats,
on the other hand,are caused
by the streptococcal bacteria
(i.e., “strep throat”).This
i n f e cc aa s h ob
treated with antibioticmedica-
tions—both to relievethe
symptoms and to prevent
possible heart and kidney
complications, Knowingthe
difference betweena viral sore
throat and a strepthroat is not
easy.A throat culture is
needed for a positivediagno-
sis. If the personhasa sore
throat accompanied by a fever,
swollen neck glands,enlarged
and red tonsils,or white
patches on the tonsils,you
should contact a physicianor

healthclinic so a throat culture
can be done. Similaraction
shouldbe taken if the person
developsa sore throat after
being exposed to someone
with strep throat.

Toothand jaw pain
shouldalways be evaluated by
a dentist.Soreson the lips or
in the mouththat do not heal
withinfour or five days should,
likewise,be evaluated by a
dentist.

Stomachpains are fairly
commonin young children.
Theymay be related to consti-
pation,diarrhea, or sore
muscles;or they may be the
child’s way of expressing
stress.You should contact a
physicianif a child or adult has
abdominalpain that is sharp;
a c c ob n a
vomitingor a fever;or persists
morethan two days.

Joint pains and muscle
achescan occur with illness
and fever or can be due to
physicalactivity,especially if
the activity is out of the ordi-
nary for that individual. Consult
a physicianif the joint or
musclefeels hot to the touch, if
there is any swelling,or if there
is a loss of movementin the
jointor muscle because of the
pain.
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AnDendixC: Selected Readingsand EducationalMaterials ‘

Informationforfuiiintegration
of peoplewithdevelopmental
diaabiiitieS.

A new way of thinking.S to
M i nS tP lA g
The G o vP lC oo
D e v eDisabilities(1987).

A descriptionof servicetrendsand
community integrationforchildren
and adults withdevelopmental
disabilities, includingeducation,l
and work settings.

Write: State PlanningAgency
300 CentennialOffice Building
658 Cedar Street
St. Paul,MN 55155

complimentarycopy

Purposefulintegration....inherently
equal. D. B iS L eS J S e
& S J T aS y rN Y o
SyracuseUniversity,theCenterfor
HumanPolicy(1987).

This manual definestheconceptof
integrationand discussesits
importance. It describesmodel
programs and presentsstrategies
which can be usedtofacilitate
integration.

write: FederationforC hw
Special Needs
312 StuartStreet,2nd Flmr
Boston,MA 02116
617-482-2915

$5.00 per copy

Healthservicestandardsand
guidelines

The fifetimeheelthmonitoring
program: A practicalapproachto
preventive medicine.LesterBreslow
andAnneSommers.NewEngland
JournalofMedicine(March17,1977),
299:11, pp. 601-608.
This article proposeshealthgoalsfor
each age group,a s u
p r es e rt s hb
r e st t hg oA d e
l o s e ri p rf i n
a o la d

Standards of childhealthcare (3rdad.).
American Academyof Pediatrics
(1977).
This publicationir@9~.~~~on
preventive healthcare, care during
illness,office equipmentand facilities,
medical records, community
responsibilitiesof pediatriciansand
other topics related to pediatric
practice. The intentis tooffer
guidelines ratherthanproposerigid
criteria. NOTE: Copiesofthis
publicationsare no longeravailablefor
purchase, A revisededitionis
anticipated, but untilthattime, this
document reflectscurrentstandards.

Standards forobstetric-gynecological
services(6th ad). AmericanCollegeof
Obstetriciansand Gynecologists
(1985).
Recommendationsforagencies,
hospitalsand individualpractitioners
providingobstetricand gynecological
health care. Containsrecommenda-
tionsfor ambulatorycare and
risk-factorassessment.

Write: American Collegeof
Obstetricsand Gynecology
DistributionCenter
600 MarylandAvenue,SW
Washington,D.C. 20024-2588

$25.00 per copy

Standards for the obstetric,gynecologic
and neonatal nursing(3rdad). Nurses’
Associationof the Ameriin Collegeof
Obstetriciansand Gynecologists
(1986).
Describes conceptsand proceduresof
perinatal and gynecologicalnursing
practice.

Write: NAACOG Publications
600 MarylandAvenue,SW
Suite 3 E
Washington,D.C. 20024-2588

$10.00percopy

ChronicHealthProbiemsand
Disabilities

Qualityhealthcare forpeople with
developmentaldisabilities:A guidefor
parentsand other caregivers.K.
Pfaffinger& R. P. Nelson.Minnesota
UniversityAffiliatedProgramon
DevelopmentalDisabilities(1988). A
consumer’sguide to health delivery
systems,heatthcare standards,illness
managementand healthpromotion
practices witha focuson special
considerationsfor people with
developmentaldisabilities.

Write: Instituteon Community
integration
Universityof Minnesota
109 Pattee H
150 PillsburyDrive SE
Minneapolis,MN 55455
(612) 624-4512

$5.00 per copy

The chronicallyill child:A gukfefor
parents andprofessii.mals.A. T.
McCollum.New Haven, CT: Yale
UniversityPress (1981).
A guide to understandingand caring
for the child witha chronicillness,

Guidelinesfor families:Improving
healthcare forchildrenw“thchronic
conditions.AtfredHealyand J. Arline
Lewis-Beck.Iowa UniversityAffiliated
Program(1987).
These guidelineswere developedby
parentsof childrenwith chronic
conditions.It consistsof listsof
practical recommendationson
identifyinghealthproblems,
determiningneeds and services,
participatingincare, and advocacy.

Write: Universityof Iowa
Campus Stores
208 G
I C 1 52242

$2S0 percopy
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Family-centeredcare forchildrenwith
special health care needs( E dT
L S h eE S J e p& B H
J o hA s s of t C o
C h iH e( 1
A g ufor health professionalsthat
listsbarriers to familyparticipation
and clear, practical suggestionsto
overcome these.

write: Associationforthe Care of
Children’sHealth
3615 WisconsinAve North
Washington,D.C, 20016

$5.00 per copy pluspostage

Communityhealthcareservicesfor
adults with mental retardation.Merrta/
Retardation,25(4) (1987, August).
Entire issue reviewssymposium
proceedings on healthservicesfor
adults with mental retardation.
Includes articleson healthcare
needs, report of modelprograms,
public financingof healthservices,
and dental healthcare foradultswith
mental retardation.

ReproductiveHealthand
Sexuality

Sex educationfor individualswith
developmentaldisabilities:An
annotated bibliography.B. McKray,R.
Chambers, and K. Green,et al.,
Universityof Iowa, Divisionof
DevelopmentalDisabilities(1982).
Consistsof a subjectlisting,an
annotated bibliography,and two
appendices for educators,parents,
health professionalsand peoplewith
handicaps. Subjectsinclude
adolescents, contraception,genetic
counseling,sex educationprograms
and sexuallytransmitteddiseases.
%th printandaudiovisualmaterials
are reviewed.

Write: Universityof Iowa
Campus S tR 3
Iowa MemorialUnion
Iowa C 1 5
319-454-2121

$5.00 per copy plus postage

A guidefor teachinghumansexuality
to the mentallyhandicapped[4thEd.).
PlannedParenthoodof Minnesota
(1977).
Thisguide addresses educational
contenton anatomy, menstruation.
Intercourse,concqp~~q~~pregnancy
and birth,contraception,relationships,
masturbation,rape and venereal
disease.Alsocontainslistsof
resourcematerialson each topic.

Write: PlannedParenthoodof
Minnesota
1965 Ford Parkway
St. Paul, MN 55116
612-698-2401

$3.50 per copy

A selectedbibliographyon sexuality,
sex educationandfarni/yp/amringfor
use in mentalretardationprograms.
PlannedParenthoodof Minnesota
(1985).
The materialslistedare for
professionaleducationand training,
parenteducationand clienteducation
inthe areas of reproductivehealth,
birthcontrol,sterilizationand general
concerns,Althoughnotall resources
listedwere designed specificallyfor
peoplewithmental retardation,they
can be easilyadapted for this
audience.

w rPlannedparenthoodof
Minnesota
1965 Ford Parkway
St. Paul, MN 55116
612-698-2401

$3.50 per copy

Whenparentsconsidersterilizationfor
theirsonsor daughterswhoare
menta//yretarded.Associationfor
RetardedCitizensof Minnesota
(1984).
Thispaper providesbasic information
and legal implicationswhen
sterilizationis consideredfor
i n dw h m
r e tI a o ut
q ut s b c a
t houtwhen sterilizationis
considered.

Write: Associationfor R
C o M
3 Lyndale AvenueSouth
Minneapolis,MN 55408
612-827-5641

DentalHealth

.
.

,“
A manualof oral hygienefor
handicapped,aged and chronicallyiii
patients.MarathonCountyHealth
Department(1983).
A bastereference or staffmembers
providingcare in residentialfacilities I
thataddressesdental health,dental
hygiene,toothbrushadaptationsfor !
peoplewith physical impairments,
c a m ad i
a a dr I
Write: D H M

CountyDental HealthProject
MarathonCounty Health

Department
400 EastThomasStreet
Wausau,WI
715-848-1406 or
1-800-472-0082

Recommendedinfection-control
practicesfordentistry.The Centersfor
DiseaseControl.Morbidityand
Motia/ityWeek/yRepori, 35(15) (1986,
April18).
Reviewsrecommendedinfection
controlpracticesfor dental personnel
in the routinecare of all patients.
Topicsincludeuse of protectiveattire,
handwashingand hand-care
procedures,use and care of ultrasonic
scalers,handpiecesand dental units,
handhngof biopsyspecimensand
disposalof waste materials,

Suggestedschedulefor preventive
childdentalcare. AmericanAcademy
of Pedodontics,AmericanAssociation
of Orthodontists,andAmerican
Academyof Pediatrics.Pediatric
Clinicso Nodh America,29,653.
Outlinesa schedulefor childdental
care fromnewbornto 19 yearsof age
Identifiesdevelopmentallandmarks
and listsappropriate procedures.

Dentalmanagementforpersonsin the
c o mMassachusetts
Departmentof PublicHealth(1985).
Thismanualis designed to offer the
dentistbasic informationabout current
conceptsin the dental managementof
peoplewithdevelopmentaldisabilities
includingdefinitionsand descriptions
of categoriesof disabilities,attitudeof
professionals,case-findingand i
referral,officeaccessibilityand the
roleof dentalhygienistin the care of
individualswithdevelopmental
disabilities.
W MassachusettsDepartmentof

PublicHealth
Divisionof Dental H
1 T S Room8M
Boston,MA 02111
(617) 727-0732

3 I
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Dentistryfor the handicappedpatierrt.
A. J. N oS L oM o( 1
C ob aI n fo v a
d i s at oo p r e
m a na s u gfor
prowdmgdental care for people with
disablhties.

NutrRion

h h tfor childrenwithspecial
needs:For parents, teachers,aides,
volunteersand the healthcare
professional.United Cerebral Palsyof
Minnesota,Inc. (1985).
Providesinformationon specific
nutritionproblems related to
handicappingconditionsand on
feeding skilldevelopmentand texture
foods. Provideslistof resourcesand
offerst e aideas for nutrition
educationin special children.

Write: United Cerebral Palsyof
Minnesota, Inc.
233 SouthGriggs Midway

Building
1821 UniversityAvenue
St. Paul, MN 55104
(612) 646-7588

$6.00 per copy for professionals
$3.00 per copy for parents

Exerciae

An introductionto fitnesswithpeople
whoare disabled.ChristopherRoland
and LarryPartridge(Eds.). Loretto,
M VinlandNationalCenter.
A manualdesigned to encourage
people with disabilities,as wellas
healthcare, recreation,and
educationalprofessionals,to
implementor expand fitnesstraining
programs. Informationis presentedon
principlesof exercise and various
fitnessactivities.Basic techniquesfor
fltfIeSSactivitiesa o ua
s p eactivitiesare suggestedfor
specificdisabilities.

Write: VirrlandNationalCenter
PO. Box 308
Loretto,MN 55357

Communityrecreationarrdpeople with
disabilities.StuartJ. Schleienand M.
TiptonRay. Baltimore,MD: Paul H.
BrookesPublishingCo. (1987).
Discussesstrategiesto integratethe
personwithdisabilitiesintocommunity
recreationprogramsjncludingwaysto
overcomeobstacl&”s’&@@”&’jSat[on,
solutionsto typicalproblemsand
proceduresforprogramevaluation.
Alsocontainsan annotated
bibliographyon currentand relevant
literature.

/MPACT: Featureissueon integrated
education.S. Schleien&V. Rynders,
(Eds.). Minneapolis,MN: Instituteon
CommunityIntegration(1989).
This newsletterpresentsa numberof
articlesrelatedto integrated
community-basedrecreation/leisure
activitiesforpersonswith
developmentaldisabilities.Topics
includerecreationalpreferencesof
individualswithdisabilities,criteriafor
programevaluation,and profilesof
outstandingprograms.

Write: krstituteonCommunity
Integration
109 PatteeHall
150 PillsburyDriveSE
Minneapolis,MN 55455
(612) 624-4512

integratedEducation

IMPACT: Featureissueon integrated
education.J. York8 T. Vandercook,
(Eds.). Minneapolis,MN: Instituteon
CommunityIntegration(1988).
Thisnewsletterpresentsa numberof
articles relatedto integrated
education.Topicsincludedistrictlevel
strategies,individualstudent
strategies,individualeducational
goals and objectives,parent
perspectives,and the changingrole
of specialeducation.
W I no C

Integration
109 PatteeHall
150 PillsburyDriveSE
Minneapolis,MN 55455
(612) 624-4512

Pre~ring for life:A manualforparents
on leastrestrictiveenvironment(
/ Questionsandanswers.)Technical
AssistanceforParentPrograms
(TAPP) Project.Boston:Author(n.d.).
Thismanual,w i e t
understandlanguage,provides
answersto a numberof questions
which are frequentlyasked about
integratededucation.

Write: TAPPProject
312 StuartStreet,2nd F
Boston,M 0
( 4

Regu/arLives(videotape).T. Godwin&
G. Wurzburg(Producers).Washington,
DC: State of theArt Productions
(1988).
This documentaryfocuseson
individualswithdisabilitieswhoare
successfullyintegratedin typical
school,workand livingenvironments.
The perspectivesof individualswith
and withoutdisabilities,parentsof
childrenwithandwithoutlabels,
special and regulareducators,
employers,and a schoolprincipalare
presented.

Write: WETA,EducationalActivities
BOX2626
Washington,D.C. 20013
(800) 445-1964

$34.95 per copy

$1.00 per copy

t
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Appendix D:CommunityResources

Organizations
Alternatives for P ew A u
5 7 A N
B rP M 5
6 1 2

A s s of R eC i
M i n( A
3 L yA S
Minneapolis,MN 55408
612-827-5641
MN toll free 1-800-582-5257

C o mH eE d u
N e t( C
3 LyndaieAvenueSouth
Minneapolis,MN 55408
612-827-5641
MN toil free 1-800-582-5257

(Providesinformationon health
and obtainingheaithcare services
for people withmentalretardation
to parents and directservice
providers.Alsomaintainsa
lending library.)

E p iF o uo M i n
6 TransferRoad
St. Paul, MN 55114
612-646-8675
MN toii free 1-800-292-7932

L eA d vf P ew
D e v eD i s s
2 Grain ExchangeB u
3 FourthAvenueS
M i nM 5
6 1 2
M t f 1 - 8

M i nA s sf P e
w S eH a n
PO BOX1837
PioneerStation
St. Paui, MN 55101

UniversityofM i nI n so
C o mi n t
6 Pattee Hall
1 P iD S
M i nM 5
6 1 2

( Tt ea s
a c oe df
p ew ow i n
w h s a p r
d e vd i s

N e tC ef Y ow
D i e aA d oH e
P r
Universityof Minnesota
BOX721
Hospitaiand Clinics
Harvard Street at EastRiverRoad
Minneapolis,MN 55455
612-626-2825

(Technicalassistanceand
computer-basedresourcelibrary

for professionalsand agencies
s a dw c
illnessand/or disability.)

P aA d~ if
E d uR i @
4 ChicagoAvenue
Minneapolis,MN 55417
612-827-2966

T C S of C h&
A dw A ui (
253 East FourthStreet
St. Paul, MN 55101
612-228-9074

U nC eP o M i
2 SouthGriggs MidwayBuilding
1821 UniversityAvenue
S Paul, MN 55104
612-646-7588

PublicPrograms
Governor’sPianningCounciion
DevelopmentalDieebiiities
MinnesotaState PlanningAgency
300 CentennialOffice Building
658 Cedar Street
St. Paul, MN 55155
612-0296-4018
612-296-9962 (TTY)

C oP uH N u
A g
For information,contactyourlocal
countyoffices,or Sectionof Public
Health Nursing
MinnesotaDepaflment of Health
717 DeiawareStreetSE
Minneapolis,M 5
6 1

M eAssistanceProgram
For information,contactyourimal
countyhumanservicesoffice,or
MinnesotaDepartmentof Human

Services
4 L aR
S Paul, MN 55155
612-296-3386
MN toll free 1-800-652-9747

Minnesota Department of Humsn
services
Divisionfor personswith
DevelopmentalDisabilities
444 LafayetteRoad
2nd Floor
St. Paul, MN 55155
612-296-2160

(Monitorscommunity-based
servicesand approvesmedicai
assistancesupportforpeoplewith
mental retardationand related
conditions.)

Ii
M S C o t
D i
2 Metro Square Building 1

Seventhand Robert Street b

St. Paul, MN 55101 $
612-296-6785 (voice or TTY)
MN toll free l-800-652.g747

ServiceResources t

Chiidren’sHospitaio S Paui
345 NorthSmithAvenue
St. Paui, MN 55102
612-298-8888

Comprehensive Epilepsy Program
2701 UniversityAvenue SE
Minneapolis,MN 55102
612-331-4477

Courage Center
3915 Golden Vailey Road
Golden Valley,MN 55422
612-588-0811

(Rehabilitationand independent
iivingservicesfor childrenand
adultswithdisabilities.)

G C H
2 UniversityAvenue East
St.Paul, MN 55104
612-291-2848

(Health care center for children
and adultswith disabilities.)

M iC M
C
2 ChicagoAvenue South
Minneapolis,MN 554o4
612-863-6100

Poiineky Medical Rehabiiitetion
center
PediatricServices
530 East SecondStreet
Duluth,MN 55805
218-727-5052

S P R eCenter
319 Eagle Street
St. Paui, MN 55102
612-227-8471

Shriner’s Hospital for Crippied
Chiidren
2025 EastRiverRoad
Minneapolis,MN 55414
612-339-6711

University of Minnesota
Rehabilitation Center
420 DelawareStreet SE
Minneapolis,MN 55455
612-626-3696
MN toll free 1-800-462-5301

V N C
P.O. Box308
Loretto,MN 55357
612-479-3555

(Healthsports,heaith promotion
and life-enhancementactivitiesfor
individualsof varyingability.)32
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