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newborn baby is rushed by helicopter to a Neonatal Inten vc Care Unit
(NICU) at a hospital many miles away from his familv's home. Suddenly the
family members of the premature and critically ill infant experiimee shock
and must confront an uncertain future.

Purpose
This manual and the Hospital to I tome Transition Guidelines have been devel-
oped to assure that local planners, including hospital personnel. have accurate and
pracdcal information to design, implement and evaluate their own transition pro-
cedures. These procedures will them to work together to:

address each family's needs during the child's hospitalization.
provide a smooth transition when the family brings the child home.
utilize the hospital and community service providers' expertise to meet an
array of individual needs.

c(ordinate child assessments and other hospital a.ld community procedures
to eliminate duplication.

4.

Prepared by the Bridging Farly Services TranOion Taskforce, 199;
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Interagemy Planning
Benefits of Transition Planning

Conununitywide planning for transitions from hos-
pital to community services provides basic procedures,
which guide hospital and community service providers as
they plan transitions %, th individual famihes.

Benefits for Families:
Smooth transitions
Improved access to services

Increased support

No interruptions in services
Reduced stress

Benefits for Hospitals and
Infant-Toddler Service Providers:

Improved coordination
More uniform transition practices
Increased efficiency

Decn.ased duplication

Written procedures to guide practice
Methods to evaluate transitions

Steps to Initiate a Community
Transition Planning Team

First, assess the need to revise, update or develop a
community transition plan. Ask families of children
recently hospitalized how they feel about the transition
home from the hospital. How were their family needs
met during the child's hospital stay? After they left the
hospital, were families able to access the community ser-
vices available to themselves and the child= What sug-
gestions do they have to improve the transition?

Second, ask hospital and community service
providers if there is an established line of communica-
tion between hospital and community services. Do
providers know whom to contact to make referrals or to
obtain information? Do they know when a referral is
appropriate? Is hospital staff ay. are of eligibility criteria
for community programs to make xise decisions about
referrals? I low do hospital and community service
providers support families during the child's hospitaliza-
tion? What suggestions do providers have to improve
transitions?

-You can never get enough reassurance. I was ternfied
because I'd never known anyone who had a pirmie before.
The other parents were nice, hut we never talked about
what we felt inside. I niched there was a s: pport group or
class of some kind.

Topeka parent

If the assessmem supports a need for transition planning, then gather a team of family members and service
providers who are dediated to improving the transition. Service providers should represent all agencies that areproviding services to fmilies and infants. Team members need support from the agency administration to have thenecessary time and authority to make procedural decisions.

Partners for Hospital to Home
Community Transition Planning Teams

FAMIIN MEMBERS (whose children have been recently hospitalized)
110SPEFAI, (administration, unit staff, social work department)
I !FAITH DEPARTMWT (Alaternal and Infant Program, I lealthy Start)
INFANT-TODDLER SERVICES (local interagency coordinating council representative, service pr(widcrs)OTIIER KEY PEOPLE (important to l'amilies or instrumental in the tinninunity

NW Interagency Planning



Hospital to Home A

Hospital to Home
Transition Guidelines

The Hospital to I lome Thansition Guidelines
were developed by the llospital to Home Transi-
tion Workgroup of the Bridging Early Services
Transition Taskforce. This group was established
and suported by the Kansas Coordinating (;oun-
cil on F.arly Childhood Developmental Services.

PURPOSE:
To provide families, hospital service providers

and community Infant-Thddler Service systems
with a more uniform hospital to home transiti(in
plan for children receiving Infant-Thddler and
"at-risk" referrals in Kansas.

TARGET POPULATION:
Two groups of children and their fainii..:s

should be considered: I) all children meeting
Infant-Toddler S..n-vices eligibility criteria, and 2)
children identified as being "at-risk" because of
biological or environmental reasons.

STEPS:

Seven steps should be followed by transition
planners to ensure a sound transition plan.

I . Ident6 and m(initor eligible children.

2. Refer elitrible children to the community.

Facilitate the trmisiticin frion hospital to
home.

4. Support the f,onik role ni transition.

FunlollAle A timid transition plan.

6. Initiate the referral to community provrams.

Pro% o immunity feedback to the referring
hi ispnal.

Five Kansas hospital-community transi-
tion planning teams worked together to
test the Hospital to Home Guidelines.
Here are their suggestions:

Hold transition planning team meetings
at the hospital.

Involve a parent whose child was a patient of a key
physician.

Make personal visits to key medical and agency staff.

Involve both administrators and direct service
providers.

Allow involvement to be one-time or ongoing.

Ask to make presentations at Grand Rounds, staff
inservices, subsection meetings and interagency
meetings.

Learn the terminology used by various agency and
hospital staff.

Allow time for representatives from each agency and
hospital to explain the services they provide.

Use sticky notes to chart each step of transition to visualize
how a family proceeds from hospiul into community ser

elms; marrange and add sticky notes to improve the rry,..e&s.;
and then put it in writing.

Use a case review approach to evaluate a recent
transition.

Involve 11 member of the hospital fonns commntee
either as a team member or as a reviewerto evaluate
proposed forms,

Start with medical and agency forms and procedures
that are in place--review and adapt them to meet
Infant-Toddler Services requirements. (Example:
modify the hospital care plan to include the require-
ments of an interim Individualized Family Service
Plan [IESPI.)

Prepare to institute an Individualized Family Service
Plan (IESP) or interim IFSP to meet family needs
while the child is still hospitalized.

Coordinate hospital social services with community-
based services to provide for family needs during die
child's hospitalization (informatiim, transportati( in
child care for other children).

Plan ahead with community agencies so that family
support SU-Vices, such as transportation and respite
care, may he accessed on an immediate, emergency
basis.

4
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A Hospital to Home

1. identify and Monitor
Potentially Eligible Children

Each hospital unit that serves children potentially eli-
gible for Infant-Toddler Services will be responsible for
developing a process to identify and monitor those chil-
d:en. This monitoring may be accomplished by an indi-
vidual or a team. It is suggested that the individual or
individuals chosen for this task be familiar with develop-
mental issues. The Infant At-Risk Criteria Checklist may
he used to determine whetht r a referral to Infant-Thddler
Services or a Discharge Notification for screening and
monitoring is appropriate.

"The discharge planning tool that we used before didn't
have a place for referrals. Sorpeone could have written a note
at the end of itif he remembered. We tire now getting to
know all of the community service providers, but before we

didn't know who we were talking to. This team has made
everyone more accountable and responsible."

Mindy Graham, RN;
Asbury Regional Medical Center Nursery, Salina

4e4i

I
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Definitions
Referral a transfer of information to determine eligibility,
initiae yrcontinue early intervention services. KAR 28-4-
550014

Medical personnel should refer children ages birth
through 2 who have a diagnosed mental or physical
co..urnion that has a high probability of resulting in
developmental delay. Examples of mental or physical
conditions are listed in the Infant At-Risk Criteria
Checklist (reprinted on pg. 5).

6/20rais shall be made when concerns are identified and a
need* evaluation is established. K4R 28-4-5510
*14 referral shall be made within two working days. Parent

permission shall not be required for this initial referral. KAR
28-4-551(e)

Discharge Notification a notification to be made dur-
ing preparation for discharge when an infantor toddler
is at-risk for developmental delay because of biological

or environmental reasons. These children are not eli-
gible for the statewide Kansas Infant-Toddler Services.

Notifications from hospitals assure that regular contacts
are maintained with the family so the child can be moni-
tored through the local ongoing screening program.
Parental permission is not required i.br this initial notifi-
cation. Examples of biological and environmental risk
factors are listed in the Infant At-Risk Criteria Checklist
(reprinted on pg. 9).

Referrals and discharge notifications shquld be sent to
the family's county health department, the community's

designated Infant-lbddler Services referral contact per-
son and the primary care physician.

"I think the Level III NICU is identtfying more children.a
They err looking at kids and saying, 'I think this is a Part II,'
and they are noting on the bottom of the referral sheet why that
child is a referrallow birth w eight, hypertonia or whatever I
appreciate that because it helps to know why the decision was
made."

Pam Herrman,
Early Childhood Special Educator;

Russell Child Development Center/
St. Catherine's Hospital, Garden City

''verwr Hospital to Home Transition Guidelines
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Hospital to Home

Infant At-Risk Criteria Checklist
REFERRAL TO INFANT-TODDLER DISCHARGE
SERVICES CRITERIA NOTIFICATION CRITERIA
(Referral to community contacts to be made within 2 working days of
identification of concerns)

. .

Children ages birth through 2, who have a diagnosed mental or physical condi-
tion that has a high probability of resulting in developmental delay, are eligible
Or early intervention services. The delay may or may not be exhibited at the time
of diagnosis, hut the natural history of the disorder includes the need for early
intervention semices. Elramples of such conditions include but are not limited to:

I. CHROMOSOMAL DISORDERS ASSOCIATED WITH
DEVELOPMENTAL DELAY (including but not limited to "Frisomy
syndromes, Fragile X Syndrome, Cri du Chat, DeLange Syndrome,
Osteogenesis Imperfecta, Apert Syndrome)

2. CONGENITAL AND ACQUIRED SYNDROMES AND CON-
DITIONS ASSOCIATED WITH DEVELOPMENTAL DELAY
(including but not limited to cleft lip and palate, microcephaly, macro-
tephaly, myelomeningocele, seizures, cerebral palsy, muscular dystrophy,
intracranial or intraventricular hemorrhage, periventricular leukomalacia,
hypoxic ischemic encephalopathv, diabetes, meningitis,neurotibromato-
sis, intracranial tumors or abnormal neurological exam at discharge)

3. SENSORY IMPAIRMENTS (including but not limited to visual
impairment, congenital cataract, coloboma, retinopathy (>fprematurity.
hearing impairment)

4. INBORN ERRORS OF METABOLISM (including but not limite(l
to PKU, Galactosetnia, Cystic Fibrosis, Sickle Cell disease, Tay-Sachs dis-
ease. aple Syrup disease)

5. DISORDERS SECONDARY TO EXPOSURE TO TERATO-
GENIC SUBSTANCES (including but not limited to drug or alcohol
expisure In utero (infant toxic), Fetal Alcohol Syndrome, congenital or
acquired infecti(ms such as Cvtomegalovirus, Rubella, I lerpes, 'IOxoplas-
mosis)

6. SEVERE. ATTACHMENT DISORDERS ; iichiding but not limit-
ed to failure to thrive requiring medical Mien., !Mon and/or hospitali7A-
6111)

7. A COMBINATION OF RISK FACTORS TIIAT, TAKEN
TOGETHER, MAKFS DEVELOPMENTAL DEIAY IIMHLY
PROBABLE (including but not limited to a combination of these factors
prematurity <30 weeks, very low birthweight <1 00 grains, small or large
for gestational age, length of hiispital stay in newborn ptriod >45 days,
family hisoiry of hearing impainnent, apnea, prolimged ventilation)

6

(Notification to community contacti, to be made
in preparation for dismissal)

Children, ages birth through 2, who are at risk of

developmental delay because of biological or enviivn-

mental reasons, can be provided with early interven-

tion serz.ices including tracking and monitoring. Ser-

vices are optional based on local discretion and .funding.

I. BIOLOGICAL RISK FACTORS (includ-
ing but not limited to low birthweighr 1500-
.2500 grams, >30 weeks gestation, asphyxia. res-

piratory distress, maternal diabetes)

2. ENVIRONMENTAL RISK FACTORS
(including but not limited to evidence oil family
history of child Ausc or neglect, lack of p1iysic,fl
or social stimulation, high lex el of family oisrup-
tion or maternal age less than 17 years)

Infant At-Risk Criteria Checklist ME
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2. Refer Eligible Children to
the Community

Once it is determined during hospitalization that a

referral to Infant-Toddler Services is appropriate, the
referral needs to be made within two working days accord-
ing to federal and state regulations. A Discharge Notifica-
tion for screening and monitoring may he made in prepa-
ration for discharge. Parental permission is not required
for either referral or notification of discharge. The local
infant-Thddler Services interagency representative will
then contact the family to determine the interest in partic-
ipating in services and to identify any family needs for
conlmunity support prior to the child's discharge.

Eligibility for Services

According to the Procedure Manual for Infiint-lOddler
Services in Kansas, eligibility for Infant-Thddler Services
may be established in any of these four ways:

25% delay or 1.5 standard deviations below the mean in
one of the following developmental areas: cognitive,
physical, communication, social or emotilmal, adaptive.

OR 20% delay or one standard deviation below the mean
in two or more of the following developmental areas:
cognitive, physical, communication, social or emotional,
adaptive.

OR clinical judgment of a niultidisciplinary team that
concludes a developmental c,e',.y exists when tests are not
available or do not reflect the child's actual performance.

OR a diagnosed mental or physical condition that has a

high probability of resulting in developmental delay. The
delay may or may not be exhibited it the time of diagno-
sis, but the natural history of the disorder includes the
need for earl% intervention services.

Child Find actMties. (d) Referrals through child
find shall be made when concerns are identified
end a need for evaluation is established. (e) A
referral shall be made within two woridng day,.
Parent permission shall not be required for this
initial referral. KAR 28-4-551

Neonatal
Intensive
Care Unit

"We were in this rile to make referrals but
were not really sure who we should noti6. We
weren't sure wbkh &Al fit the referral and wbkb
didn't. Now we have iuidelines and know exaaly
where we are going with our rrferrals. "

Nick' Bradbury, RN;
NICU Specialist/Care Coordinator;

Stormont-Vail Hospital, Topeka

imp Hospital to Home Transition Guidelines
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Hospital to Home A

3.Facilitate the Transition from Hospital
to Home

Each community's local interagency coordinating council for Infant-16dd ler
Services(LICC) will eevelop a systematic plan in collaboration with local and
regional hospitals tv facilitate the transition from hospital to home. The LICCs
and hospitals, in partnership with the families, will identify individuals to support
families during this transition. Each LICC will designate a central point of contact
for all referrals. A list of contact persons from LiCCs across the state will be made
available to hospital referral sources.

Questions to be answered in each
community transition plan:

1.When the local contact person receives a referral or notification of discharge from a hospital, how
will the family be contacted? If the infant will remain in the NICU for a period of time, how will
contact be made? How will the initial contacts differ between referrals and notices of discharge?
How will information about the benefits of Infant-Thddler Services
and other community services be shared with families in a
supportive and nonintrusive way?

2.When an infant with an established mental or physi-
cal condition is referred, what will be the process
to document eligibility? What evaluation will be
conducted by the hospital staff? liow can this
information be used to document eligibilitv?
Iiow will the clinical judgement of medical per-
sonnel be documented?

3.Who will be the Family Service Coordinator or
interim coordinator?

4..Vhat wil: be the process to write an IFSP or interim
IFSP? Will th ,.! process be different if the infant continues
to be hospitalized?

5.What communiw and hospital services will be available to support the fainilv during tb time of
hospitalization? Ilow will local family support services coordinate with hospital social work or ftn-

support services; I low will information about family support services be shared with the family?

low will follow-up contacts he made if a family declines Infant-Thddler Services at the time of
hospitali/ation or at the time of transition;

Hospital to Home Transition Guidelines

8



A Hospital to Home

4.Support the Family
Role in Transition

Family members or designated caregivers, such as

grandparents or foster parents, will have opportunities to
participate in formulating a plan for the child's tn.nsition
to the home. Families or caregivers may decide the level
of involvement in transition planning.

"This is an example ofa family where thc parents are chal-

lenged with disabilities. Orr contact with the family started
prior to dismissal so that we could make the transition more

effective. We knew there WM a lot of needs, so we startedvery
early on with the baby. The baby and family were in .fidlser-

vices before he was a montb out of the hospital. It was just a

very quick process. We weir able to get involved early and work

with all the agencies who werr going to be involvedthe devel-

opmer.al program, ARC and other community agencies. We

worked with all of them prior to dismissal, through dismissal

and then after dismissal, too. Plus, we worked with them
through the babys ongoing medical needs, including re-hospi-
talization."

Donna Delaney, Family Services Coordinator;
Rainbows United, Wichita

5.Formulate a Family
Transition Plan

Each hospital will be responsible for establishing a

process for developing a transition plan with the family.
The Minn .4t-Risk Reforal/Discharge Notification and the
Want At-Risk Criteria Checklist forms have been developed
to guide the transition plan. They will provide necessary
infiirmation, vet maintain confidentiality. These forms are
suggested, Ina each community may wish to adapt them or
use other forms that better fit local needs

"I would like the local agencies to contact the families tojust

say, `14rre here and looking forward to visiting with you. If
you have any problems or questions before we meet, don't hesi-

tate to call us.' Once we were out of the hospital's bands, there

was a need fiir profivional rupport.

Salina mother

;ow FarffiS

"During the transition, we are making a concerted effort
to put a 'face and a name' with the community contact person.

We have agreed that we want that person involved ',gore the

child goes home from the hospital so there is a familiar peison.

We recognize the ultimate goal is to help the family have some

continuity and to make the process as smooth as possible. So we

continue the family service coordination throughout the transi-
tion prwess."

Kathy Johnson,
Infant-Toddler Services Coordinator;

Shawnee County

6. Initiate the Referral to
Community Programs

Once the Infiint ReliTral/Ihscharge ,Vaficatpo,
has been completed, it will be sent to I) the fanulv's cInm-
tv health department; 2) the community's kcal Infant-
'Fiddler Services contact, and t) the priarv care physt
cian. The Intant:loddler Services contart person has the
responsibility to coordinate services with the health
department and the primary care physician. It is Als() the
responsibility of the Infant-Toddler Services contact per,
son to provide families with information ahout ill relot
community options.

11111111 Hospital to Home Transition Guidelines
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Infant at--.:isk Referral/Discharge Notification

Date

Personal Data:

Hospital Name, Address, Phone and FAX Numbers

Name of Infant Gender

Mother Marital Status Relationship to infant
Significant Other Relationship to Infant
Address County

City/State/ZIP Home Phone (
Language Work Phone (
Infant History:
Date of Birth Retinopathy of prematurity exam results:
Birthweight grams Suggested follow-up:
Birth length cm. Hearing screen results:
Gestational Age weeks by exam Suggested follow-up:
Apgars 1 & 5 min. & Hospital Social Worker:
Size for Dates Neonatologist:
Home Care Plan:

Date of dismissal

Apnea Monitor

Feeding

Weight grams

Discharge diagnoses

F/U Appointments

Infant's Physician!

Phone: (

Community Health Department

Part H Referral

Part H Notification of Discharge

Home Health Nurse

Community Based Services

Hospital Outpatient Clinics

Neonatal Follow-up Clinic

(hild Protective Services

Special Health Services

Thank you,

Name Position

Infant at-Risk Referral/Discharge Notification Form , *$

1 0



A Hospital to Home

"We are seeing families who did not want services initially
come back two and three months later. They sir calling back
and saying 'We are ready now,' or 'Let's do this again.'"

Donna Delaney, Family Service Coordinator;
Rainbows United, Wichita

7. Provide Community Feed
back to the Referring Hospital

Kansas hospitak wish follow-up information in order
to monitor the progress of infants who spent time in their
NICUs. A feedback report provides the referring hospital
with feedback from the receiving community agency. The
receiving agency will be expected, with parental consent,

to provide feedback to the hospital contact person and the
infant's physician. This feedback information should be
provided after the agency has contacted the family, helped
them assess their needs, and either established with them a

,lan for services or else the family has declined to receive
services.

"I can say I was real nervous at first, because I saw such a
high percentage of parents declining services, filt they were
going to get lost. We are encouraged to see that families aren't
getting lost, but they are equipped to find their way back if they
have concerns. It gives that ownership to them. It is a family
driven service, we are not mandating it."

Dey Fleming, RN;
Wesley Medical Center NICU, Wichita

Feedback Report Form
PLEASE COMPLETE THE FEEDBACK REPORT WHEN A PLAN HAS BEEN ESTABLISHED AND mAIL OR FAX

COPIES OF THIS FORM TO THE SOURCE OF THS REFERRAL AND THE INFANTS PHYSICIAN.

Parental permission is necessary to release this information: Consent for release of information obtained. J Yes

Current Medical/Developmental Concerns:
Date

Infant's Name

Parent's Names

Current Address

Current Phone

Current Physician

Type and Date of Contact (please check)
J Phone/date
J Hoie visit/date
J Office visit/date
J Letter/date
J Other (please specify)

Plan (please check)
J Monitoring for follow-up needs
J Parents declined services
J Child did not qualify for services
J Home visits by nurse

Screening services being offered
J Healthy Start Program

Individualized Family Service Plan (IFSP) in place
J Literature sent to family
J Enrolled in developmental program
(name of program)
J Referral for comprehensive evaluation
J Other

...I No

Re-admission to hospital?

Current Family Concerns

Name

Agency

Address

Phone

gen Hospital to Home Transition Guidelines/Feedback Report Form

1 1
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Screening and
Evaluation Issues

Many questions have been raised about
screening and evaluating infants who ,.,ave
been in an N1CU.

A child with a condition that is an
established risk for developmental delay
shall be considered eligible and in need of
services, and shall be referred for evalua-
tion and assessment without a screening.

KAR 28-4-553(b)

When the N team refers an infant
with an established ritk factor from the crite-
ria checklist, the infant is autonutically eligi-
Ide for Infant-liiddler Services, Evaluation
information is gahered to document the
diagnosis to establish eligibility.

A review of the evalua:ions performed in
the hospital may provide all ur most of the
information needed in the five developmental
domains:

developmentincluding
. I lea It h (includi.ig nutriti( nal status)

I,. Vision
c. I !caring
d. Nlotor

2. Cognitive develomnent
;. :ommunication development
4. Social and ennitional development

dt'vel"Pincnt

,11.1111111_

Ir the event of esceptional circumstancessuch as a prolonged hospital
stav tt may he impossible to complete the evaluation and lESP within the
requni.d 45 days. In such (ASO, in interim l FSP shall be used.

.\n interim r'SP includes:
. The name iii the family ,,er\ Rt. coordinator who %sill he responsible tor

implementation of the interim IFSP, as well as coordination \s ith other
agencies and persons.

ne early inteivention services that ari needed inimediateh, In the child
and family.

; umentation it hi rt. asonis) that the 45-dar tnne requiremcnt has mu
hecn met.

Pari,nta! ,ILManlre 111d1C31111C lmmledge of, and avreement tit, the
desire ti begin services beinre esaluation or the delav in completiniz the

1 ') Screenin- .4nd Evaluation Issues



n Hospital to Home

Suggested Resources

Resources for Families
Videos:

Families Thgether, Inc. (1993). Early childhood video.
Families Together Parent Center, 501 Jackson, Suite 400,
Topeka, KS 66603, 800-264-6343. (Note, The, video provides
basic information about infart-toddler ser.ices and family support )

McClusky-Fawcett, K., & O'Brien, M. (1994). Caring
jiir your NICU baby. Baltimore: Paul li. Brookes Publish-
ing Company.

McClusky-Fawcett, K., & O'Brien, M. (1994). Intro-
duction to the N/C1). Baltimore: Paul fl. Brookes Publish-
ing Company.

Guide for the McClusky-Fawcett & O'Brien videos:

O'Brien, Al., Garland-Schwering, B., Giusti, L. c: ol-
iday, E. (1994). First days: A notebook fior parents of infants
receh'ing care in the Mai. Baltimore: Paul II. Brookes
Publishing Company.

Handbooks:
lanson, M. J., & VandenBerg, K. A. (19(fl ). Homecom-

ing for babies after the intensive care nursery: ,I guide .fbr par-
ents in supporting their baby's early development. Austin, TN:
proed.

U.S. Dep..rtment of Health and Iluman Services.
(1992). Health diary: Myself my baby. ISBN 0-16-038208-
4. Washington DC: U.S. Government Printing Office,
Superintendent of Documents, Mail Stop: SSOP, Wash-
ington D(; 20402-9328.

Resources For Planners:
Bruder, B., & Walker, 1,, (I 990). I)ischarge plan-

ning: I lospital to home transitions for infants. 7;Ties in
Early Childhowl Special Education,9(4), 26-42.

Dinsmore.)., & Jackson, B. J. (1994). Service coordina-
tion for tbe 90 .. ;Vinning strategies: A manual fir service
providers and .families in the hospital-based setting. Omaha,
N Universiu of Nebraska Medical Center, \lever
Rehabilitation Imtitute.

Gilkerson, I.. (1990). Und(rstanding institutional
function style: A resource for hospital and early interven
t ion collaborat in. Infants and Young Childow, ;(4). ;8 47.

(1992). CATCH guide to planning see
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