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Preface

The Family Voicesin SCHIP Telemedicine Report has grown out of an interest by Family
Voices membersin health care policy that impacts children/youth with special health care
needs. Many families have become involved over the past few decadesin assuring family-
centered careat their hospitals, making surethey could be available to their babies and
children/youth while they wer e receiving needed medical attention. Some have also become
active on committees addr essing topics such as health care planning and policy within their
state health programs, the development of managed care plans policies, and the
implementation of health insurance under the SCHIP legidation in their states. Since
Tdemedicine is now becoming more common and can be covered by Medicaid and SCHIP
in mor e states, the Family Voicesin SCHIP Implementation staff started to look at the
issuesfor providersand families around the use of telemedicine. Most of the available
literature stressed its value and usefulness, so FV decided to look more closely to be sure
that families were being involved in the planning, implementation and ongoing pr ogr ess of
these telemedicine programs. Many hospitals serving children/youth and neonates were
designed and developed without family input only to open to disappointment when families
found their own preferences and needs wer e not addressed. But families have been
increasingly involved with hospitals and health departments as advisorsover theyears. (1)
One hospital planner stated that it was usual to consult hospital users, but theterm “users’
meant doctorsand nurses. A parent advisory committee worked with the planners on the
design of the Children Hospital in Boston in the 1980’ s to the benefit of all. (2)

Like other design projects, atelemedicineinnovation at a clinic, hospital, or school requires
equipment, staff, and program planning. Our report consolidates infor mation from many

pr o ects whose staff generoudy and honestly shared their ideas and experiences with us.
We have also asked families whose children/youth have special health care needsto list
what information and conditions would be important to them in a new telemedicine
experienceif it were available. I n addition, we have asked par ents, both with and without
direct telemedicine experience, to bereviewersand participantsin evaluating and making
suggestionsto the family materialswithin. (The Family Checklist and Family Satisfaction
Instrument.) We believe thisreport will be useful to those considering or implementing a
project, aswell asthose with ongoing projects. They can incor por ate family views, those
expressed in thisreport, and by seeking out and obtaining input from the familieswho
might be likely to be served. While caring health professionals can be practical about areas
familiesmight find crucial, only when presented with the plans can families give their own
opinions. Often, the type of suggestions families have can beinsightful and even less
expensive than others expect. Also, since telemedicine will include in its planning the skills
and background of mor e technical staff who set up equipment, run the machinery, and

keep the programs quality high, therewill be a need to orientate those new staff to the basic
issues of pediatric development, family-centered care principles, and aspects of privacy and
confidentiality asthey apply to minors. Therecommendations developed for thisreport
reflect the views of many parents who have been in many health settings with their children
and who acknowledge that telemedicine reflects the current technological progress of our

2 Family Voicesin SCHIP Telemedicine Report



times. They also are committed to family-centered car e that recognizes the importance of
family determination in the care of their children.

Over aperiod of six months, questionnaires wer e sent to 20 telemedicine projeds. After
interviewing 12 project director providersat length nationwide; culling infor mation from
several pertinent articles, project reports and websites; speaking informally with several
well-informed and well-respected leadersin thefield of children/youth with special health
care needs and telemedicine; and meeting with three physiciansinvolved in telemedicine
initiatives, we developed areport to shareinsightsregarding the potential, the pitfalls, the
realitiesand the hopesfor telemedicine srolein providing medical careto children/youth
with special health care needs. Thisreport points out the strengths aswell as the caveats of
telemedicine, provides answers aswell as asking important questions. Itsaudienceis
intended to be families, who are always striving to seek out carethat isaccessible,
affordable, family-centered, competent and collaborative. Thisreport isalso for the
project directorsof telemedicine initiatives, old, new and incipient, who were very willing

to entertain suggestions and comments from usasto how to improve their programsfrom
afamily viewpoint. We also wrotethisfor thefederal agenciesthat funded usto give them
information, delineate pros and cons of telemedicine, and examine the family per spective as
well as Family Voicesrecommendationsfor the future. Familieswill help shapethe future
of telemedicine asit pertainsto children with special health care needs. The best result
would be for these groupsto work together to develop policy and programming for future
directionsin the best interests of children.

Beyond the definitions of telemedicine, we looked at what telemedicine projects had to say
in responseto our survey instrument. The questionsincluded the following: What do you
see as the benefits of telemedicine for children with special health care needs? What do you
see as detriments? What are the advantages of telemedicine for doctor ghealth care
providers? Arethere any disadvantages?; What isyour environment like: Isit child
friendly?; Are parentsallowed to be present at all times?; How do you protect privacy and
confidentiality?; Which types of health and educational professionals participatein
telehealth sessions?; Who runsthe session?; Do you have any advisory committeesrelateto
your project?; Who comprisesthe committee?; How do you preparekidgparentsfor a
telehealth visit?; Do you have any program for preparation?; What isthe level of
satisfaction among parents?; Isit surveyed?; How do you see the car egiver-patient-family
relationship being affected?

We also gather ed infor mation from par ents who have utilized telemedicine services as well
as from parents who have had consider able experience with health care. They shared
positives and negatives of their visits aswell asimportant thingsto think about when
deciding to use telemedicine including preparation and parents roles. We spoke with
practitionersaswel as made site visits to programs utilizing unique telemedicine/telehealth
applicationsin emergency rooms, day car e facilitiesand Neonatal I ntensive Care Unitsand
got some important insights asto the helpfulness and usefulness of thistechnology to
familiesin these special situations.
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Family Voices recommendations areincluded as conclusions from this study.

I. Medical Home--Well-designed Telemedicine programs, as part of an integrated health
services ddlivery system, can help create Medical Homesfor children/youth with special
health care needs.

2. Accessfor Everyone--Telemedicine eiminates barriers and bringstogether
subspecialists with unique expertise with children/youth with special health care needs and
their primary careteam.

3. Family Advisory Roles-Astelemedicine projects become more fully realized and

funded, and asthey become a more recognized part of an integrated health care delivery
system, folded into the every day care of patientsand not just a stand-alone service, therole
of familieswill be crucial. Family advisory committees will need to be formed, if not

already in existence.

4. Privacy and Confidentiality—Familiesrequire guarantees of privacy and
confidentiality protectionsin these new settings from all professionals.

5. Preparation of Family—The moreinformation and preparation familiesand
children/youth have, the better and more comfortable the visit and, possibly, the more
accur ate theresults.

6. Technology—Because technology is at the crux of atelemedicine visit, providers and
families alike need to look at and under stand the ways that telecommunication technologies
can both enhance and hinder a visit.

7. Neonatal Intensive Care Unit (NICU)—Use of telecommunicationsin the NICU is
worthwhilefor familiesin terms of family contact, support, information and education.
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Bridges, not Boundaries: The Value and Use of Telemedicine for
Children/Y outh with Special Health Care Needs

If family- centered coordinated careisagoa of medicine, and most surdly it isfor
children/youth with specia hedlth care needs, then telemedicine is one vehicle that can move that
god forward.

As parents and professionals, as caregivers and caretakers, we know what serves children/youth
with specid hedlth care needs and their familieswell. Thismode of integrated delivery and
comprehengve systems of careisagod that has inched its way towards redlity, dowly but
aurdly. The American Academy of Pediatrics (AAP) and the federd Maternd and Child Hedth
Bureau are promoting the concept of a Medical Home for each child with a specid hedlth care
need (www.aap.org). While not a building or place, aMedica Home is a sat of servicesthat
asure carethat is ble, family-centered, comprehensive, continuous, coordinated,
compassionate and culturaly effective. With these conditions met, children/youth would be able
to live in the community with their families having care reedily available to meet their hedth

needs. While the list of components seems long, these descriptions describe what most of us
assumeis dready taking place. But for familiesliving in poverty, far from amedica center, or
having transportation difficulties, even routine care for a child with specia hedlth care needs
could be fragmented and inadequate. A great dedl of effort is being placed on a program to
educate providers and families about the Medicd Home.

Aswe move past the infancy of the 21% century, technologica progress booms and the medical
world has kept pace. Tdemedicine, which has been utilized in the hedth care fidd for well over
adecade, but only fairly recently for the population we focus on, is one such a technologica
advance. For the child with specid hedth care needs and hishher family, it has the remarkable
potentia to help address and meet medica and non-medical needs precisely because of the
capabilities of thistechnology. To be sure, there are glitches and concerns. Can high-tech and
high-touch work together? Can distance care dlicit comfort and confidence in a patient and
his’her family? But one thing we do know. As delivery of hedlth care to unserved and
underserved children/youth with specid hedlth care needs is improved and redefined, and the
insurance reimbursement picture becomes clearer; telecommunications technology can bridge
the gaps and blur the boundaries of who gets served, where they are served and how well they
are served.

We know the challenges that we ve faced with our children/youth, the challenges that lie ahead:
inadequate access, lack of qudity care, ssgmented services, time and undue delays in scheduling,
travel expenses, family separation, and insurance. Can we overcome some of these hurdles
utilizing telemedicing? In this paper we will discuss dl of these things. From the provider
perspective and from the parent viewpoint, we will offer indghtsinto this technology. We will
offer the Family Voices perspective on what we ve learned from research into this area. We will
make recommendations to projects based on our interviews and research and we will aso make
recommendations to parents to help think about utilizing this system of hedth care ddivery. And
we will look at the potentid of telemedicine to be an integrative part of an effective, efficient and
family-oriented hedlth care ddivery system for the child with specia hedlth care needs.
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Thefirst step, however, isto briefly define what exactly telemedicine and telehedth are.
Tdemedicine
Tedemedicinerefersto the use of electronic communication and information
technologiesto provide or support clinical careat a distance. (3)
Telehealth
Telehealth, a broader concept refersto the use of eectronic information and
telecommunications technologies to support long-distance clinical health care, patient
and professional health-related education, public health and health administration. (3)

Aswe look at the definitions, we should be looking & what telemedicine really means for
families, patients and providers.

Wdl-desgned tdlemedicine offers:
acommunity based service system
away to lessen costsincluding travel and child care
less missed work or school
amore collaborative approach to medica care

anaura means of improving communication between families, locd providers and
subspeciaty providers

increased access to medica specidists and pediatric subspecidigts
technology providing vigble solutions to improving the qudity of hedth care

unserved and underserved populations becoming well-served by an integrated ddlivery
system

avirtua Medicad Home* where interdisciplinary care can occur easily in acoordinated
family-centered manner.

away to edablish partnerships, including families

hedlth care providers, through various means of telecommunications, can provide medical
servicesto patients at remote sites or between two or more Sites.

At its best, telemedicine helps develop a true partnership between the family, the primary care

physician and/or nurse, the community and the specidigts. At onetime, a one place, dl eyes
focus on the child.
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Tdemedicine AND tdehedth offer the following applications through videoconferencing, which
usudly is an interactive give and take using audio, video and other eectronic media:
- developing Medicd Homes through consultation and coordination

between specidists, community based care providers and the family

assessments

evauations

conaultations

follow-up gppointments

diagnogis and treatment

patient education

distance learning for hedth care professonds

daff development

newborn baby/parent contact

discharge planning

family support

preventative care

post operative care

Tdemedicine has its own terminology, some of it quite technica. For those new to this area of
telecommunications, and for those familiesinterested in obtaining atelemedicine vist for ther
child here are afew terms that might be useful for the layperson. Thank you to the Office for the
Advancement of Telehedth, the Association of Telehedth Service Providers and the projects
themsaves for providing much of thisinformeation.

On average, tdlemedicine involves physicians, both primary care and specidists, nurses and
other hedlth care professionals using technology to treet, evaluate, consult with, and diagnose
patients who are at another, not necessarily aremote Site. The interactive video and audio
components (videoconferencing) that are used to communicate between patients, families,
medica and other collaborative personnel are generdly and smplisticaly, televison monitors,
telephones, keyboards, microphones and cameras. Besides this real-time communication, which
means sending and receiving voice, picture and datain less than a fraction of a second, there are
gore and forward mechanisms which transmits audio/video clips as well as data such as x-rays
and other patient information & a later date for review and examination by a practitioner.

The most common types of phone service used by telemedicine/telehealth programs to transmit
Images and data are:

T-1line: A leased communication line that is dedicated from point-to-point 24 hours a day.

I SDN (I ntegrated Services Digital Network): Allowing a dial -up connection providing digital
phone service at high speed.

POTS: Plain Old Telephone system: The analog, public switched telephone network in common
use for voice, fax and modem use. Allows limited videoconferencing.

Videophone: Small, stand-alone video appliance with a small camera and circulation, not part of
a computer, enabling limited and low resolution interactive audio-video communications




technology progresses in alightning fashion and telemedicine becomes more useful and better
integrated into the medical care continuum for children/youth with specid health care needs, we,
as parents and professionas, need to keep technologica pace with the ways that telemedicine
makes sense for our population, in terms of the clarity, resolution and speed of the transmisson
asimportantly aswhat is being tranamitted itsalf. Even since we began our research new
gpplications have begun to emerge. In addition, and of no small importance, are issues of privacy
and confidentidity of the telemedicine session itsdf, of the environs, of data transmitted and of
the training of personnel (not just hedth care personned, but technica saff), aswel as
safeguardsin place to protect highly sengitive persond information.

We ds0 need to keep pace with changes in insurance, funding sources, licensure issues, palicy,
and program issues. In this respect, if telehedlth programs are to be family-centered, then parents
can offer great expertise, knowledge, and, most of al, drive, in helping these programs develop
and thrive. Interchanges between projects and parents, with parentsin multitudes of advisory
roles will dl push forward an agenda where the best interests of children/youth are served when
it comesto access to good qudity medica care. Telemedicine/teleheath can accomplish many,
many things. There may be obstacles, but as they are overcome with a true partnership between
projects and families, the boundaries will blur and the specid hedth care needs of children/youth
will be confidently met.

What Providersare Saying: The Findings of Projects/Providers

Over aperiod of Sx months we sent out questionnaires to 20 telemedicine projects. After
interviewing 12 project directors/providers a length nationwide; culling information from

severd pertinent articles, project reports and websites;, spesking informally with severa well-
informed and well-respected leadersin the fidd of children/youth with specid hedth care needs
and tdlemedicine; and meeting with three physdansinvolved in tdemedicine initiatives, here

are some ingghtful thoughts that were shared regarding the potentid, the pitfdls, the redities
and the hopes for tdlemedicine srole in providing medica care to children/youth with specid
hedlth care needs. Listed are the questions followed by summaries of the discussions.

1. Doesyour project provide telehealth servicesto children/youth? Is there afocus on
children/youth with special health care needs?

All of the programs we spoke with offer telemedicine services to children/youth in generd and
severd offered dedicated services to children/youth with specid hedlth care needs. However,
while we targeted those programs servicing this particular population, it should be noted that
most hospitals/providers nationwide do not address the medical concerns of this group on a
telemedicd bass.

Services are provided across and within the disciplines: autism spectrum disorders, dermatology,
pladtics, child psychiatry, dlergy/immunology, pulmonology, endocrinology, socid services,
nutrition counsdling, behaviora, mental hedlth, swallow/feeding, assistive technology,
neuromuscular (traumeatic brain injury, cerebrd pasy, severe physica, sensory imparments),
developmentd disahilities, chronic conditions (diabetes, asthma), self-injury, neonatology visits,
discharge planning, fetd ultrasounds, echocardiograms, and common childhood illnesses.
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Services are provided in schoals, day care fadilities, in homes, in rurd dlinics, in community
hogpitas, in doctor’s offices, in menta hedlth centers, in emergency rooms, in tertiary care
hospitals, Neonatal Intensive Care Units (NICU) and Pediatric Intensve Care Units (PICU).

2. How areyou using telemedicine?

Most telemedicine directors discussed the importance of community-oriented medica care and
making viable connections between subspecidigts, family and locd practitioners to ultimatdy
provide the best hedlth care for these children/youth. In that respect, they dl fdt tedlemedicineisa
tremendous conduit.

Providers are usng telemedicine for:
Enhancing the development of the medical home modd
Follow-up in the community to in-person care received a large medical centers (tertiary
care)
Developmentd eva uations/assessments
Redl-time consultation
Regular pediatric care
Multipoint conferences (i.e. state DOE, developmenta specidigts, children/youth and their
families, psychiatry, speech, neurology dl partnering together through videoconferencing)
Case management
Interdisciplinary care/eva uations/consultations
Second opinions
Feedback
Trestment plans
Medication management
Physcian-to- Physician Interactive collaboration
Home care/sdlf care

Tdehedth, as tdecommunications focusing on non-clinica aspects, is being utilized for:
- Web-based parent education

Training of rurd case managerysaff

Digtance learning/educationa opportunities for rura hedth providers

Peer support

Hedlth based chat rooms

Medica education to rurd providers

Educetion conferences

Physcian to physician consultation

Parent-to- hospitdized child televisits

3. What do you see as the benefits of telemedicine for pediatric patients and, specifically,
children/youth with special health care needs? What do you see as detriments?
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The benefits that were unanimoudy agreed upon by al projects and providers were access to
pecidty care, time savings, cost benefits, and community-based care. The other mgjor
advantage that providers and project directors were enthusiastic about was the ability of
telemedicine to facilitate collaboration and multidisciplinary care and to involve al members of
the child’'s TEAM, including the parents, a one time. Thisis an important eement in terms of
support, case management, communication and, education.

Benefits:

Better access to subspecidty care, such as neurology or orthopedics

Greater expertise a family’ s disposal

Increased support for families

Children/youth can stay in their own community

Comfort leve of staying in own hometown with providers they know and trust

Advances family-centered medica home concept

Enhances community —based services for rural and underserved children/youth

Decreases fragmented care

Focuses on whole child

Minimizes cost factor for parents in terms of travel: parking, overnight stays, medls, gas, and
childcare expenses

Didtinct difficulties traveling for childrenfyouth with mohbility issues

Families no longer have to miss work or school

Easer for parents

Don't have to dedl with poor travel conditions and terrain

Some families wouldn't get services otherwise

It isless digracting for the child

Child does't get tired and fussy because it's not an al-day afar

Eliminate the need for children/youth with multiple disabilities to make many trips

Parents don't have to repeat child’s medicd history over and over

Needs are met in atimely fashion

Family has continuity and consgstent rdaionship

Complexity of atertiary hospita or medicd system isintimidating and confusing to some
families. Some would rather avoid it. Extended family/teachers/anyone who interacts with
child would more likely come to community site than disant hospitd Ste

Ability to communicate with al of caregiversa oncein local community and tertiary Ste;
community providers and subspecidists smultaneoudy

Interdisciplinary evauations and follow-up care/planning can better be achieved through
telemedicine. Because of the complex nature of problems facing children/youth with specid
hedlth care needs, collaboration between professionals across the medical and non/medica
gpectrum makes alot of sense and provides opportunity for EVERY ONE to learn and share
and plan effectively.

Clinica feedback is generdly timelier because everyoneisthere at onetime.

Services are implemented more quickly.

Little lapse time for interpretation and reports

Kids are enthraled with being on TV and speaking with distance providers over TV
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Can make some diagnoses as though the doctor was in the person’s home
Detriments:

Doesn't completely replace the need for face-to-face consultation.
Not as personal
Limited to sght and sound
Firg timejitters of being on TV and talking to TV
Fear of the unknown
Family Doctor is usudly not involved: Usudly only anurse a rurd Ste
Technicd difficulties
difficulty being able to communicate,
difficulty hearing others and seeing others.
camera angles/locations might not be gppropriately set
camerajerking and blurring
falling audio/and or video

However, good telemedicine gives patients atention. Doctors have to focus with their eyes. You
haveto focusin. Patients get a huge sense of satisfaction that they’ ve been listened to.

*Touch isn’t asimportant as sense of attention -Mark Carroll

'4. What are the advantages of telemedicine for doctor ghealth careprofessionals? Arethere
any disadvantages?

Advantages:

Tedemedicine advances the bdlief that dl providers and hedlth professionds can, with the
parents, create an effective plan and continuum of care for a child with specia hedth care needs.
Theinteractivity, the real-time ability and the collaboretive focus thet tdemedicine affordsis
exciting, makes good clinica sense and benefits not just the family, but the practitioners as well.
(Many answers to this question regarding benefits and detriments of tdlemedicine are Smilar to
the previous question, raising Smilar concerns but, aso, reinforcing the potentia of this

medium.)

Better access to care; not possible for specidiststo travel to rurd steson aregular basis
Eliminates travel/costs for traveling subspecidists

Limited number of specialists would travel to rura Stes, because of distance and lack of
volume. Telemedicine overcomes this obstacle.

Bringing access to the community is very beneficd.

A red bendfit to maintaining hedth care team in the community.

Increase of qudity of care

Improve primary/specidty care interactions

Range of information you would never receive in aregular vist
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All providers benefit from sharing information

Y ou see more family members in acommunity setting

Collaboration and coordination increase

Answers, daificaions, and mutua planning efforts on the spot make for timelier
implementation.

Video clipsdlow for reviewing afixed image over again and picking up some things
possibly not seen during videoconference, particularly child behavior issues
Decreasesisolation for loca providers

Increases the local providers knowledge base and can improve their skills

Better case management and qudity care because of collaborative planning.
Leverages resources

Care is more concentrated, coordinated, collaborative, and comprehensive

The focus is more on the child and the family when the TEAM treats/plansevauates rather
than what an individua therapist can do for himvher.

Allows group interaction among hedlth care providers, socia services, educators etc.
There is better rapport when everyone is assembled together

Community and parents coupled with tertiary staff can raise issues, problem solve, and share

expertise together and at once, taking a more holistic gpproach to the overdl care of the
children/youth.

More referrds are being made now that distance is not an issue

More gppointments are being kept- decreases “no show” rates

Can complement the care loca docs give-can connect you, not take you out of loop.

Disadvantages:

Projects think telemedicineis threstening to some clinicians and/or loca providers
Lack of face-to-face contact

Affect issues, especidly in psychiatry

Family doctor is usudly not involved

Not touching patientsis not a naturd interaction

Lack of technica expertise on part of practitioners

Barriersto technology:

-it doesn’'t always work

-camera angles/locations might not be gppropriately set

-camerajerking and blurring

-faling audio/and or video

Hard to develop trust in qudity of other physicians expertise

Reimbursement and licensure issues

Never as good as being there

Haveto fill in the ggps with assumptions

Y ou haveto rely on the interpretations of others during physical exam.

Negative perceptions on part of physicians: reluctance to adopt it as a hedth care ddlivery
adjunct or option and resistance to change is commonplace

Chdlengesin scheduling
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5. What isyour environment/room like? Technology? Isit child friendly? Are parents
allowed to be present at all times? How do you protect privacy and confidentiality within
the setting?

Good connectivity, high quaity equipment, red-time full-motion video and audio, in

addition to technica aptitude or, at the very leadt, basic technical understanding on the part of
the presenter, al enhance atelemedicine sesson. Not dl of the interviewed programs utilize
the same technology but al strive for accurate presentation, clarity and resolution.

There was a consensus that even though the equipment might not be child-friendly, kids are
accustomed to technology, they like being on TV, they think it's cool, that it'snot a big ded,
that is doesn't present abarrier in any way. Children/youth were very comfortable in contrast
to their parents who might have been uneasy.

Technology ranges from high qudlity, fully interactive audio and video to a sandard home
telephoneand TV st.

Most programs utilized TVs on rollaway carts. Some cameras were on top of TV, some were
celing or wal-mounted, and others were tripod based and moveable. There was even an
example of an entire sysem on an 1V pole.

Settings ranged from consultation suites and conference rooms to regular exam rooms, from
the Neonatal Intensive Care Unit to school nurses offices.

Hookups included TI and ISDN technology, TCP/IP and Internet based systems, aga€e's
own proprietary fiber optics network to a standard telephone line.

Parents are allowed and, in fact, encouraged, to be present at dl times. It isactudly
mandatory in most programs.  Exceptions exig asin adinician who might see a child done
for menta hedth services. Another might be school-based programs where parents cannot be
reached or cannot be present. But, in most Situations, parents are there.

Two privacy and confidentidity issues were considered paramount by programs:
a) Privacy in the setting.
b) Privacy regarding the technology.

a) To protect privacy in the setting, standard procedures relating to the physical setup of the
roomsinclude

1. Closed doors

2. No windows on doors

3. Very private rooms st off from rest of area

4. Appropriate Signage displayed i.e. “clinica consult in progress’

5. Blackout of dl viewing by audio/video technicians

6. Extrasoundproofing because of speakers

b.) To protect privacy using videoconferencing and Web-based technology, severa approaches
exist and vary by program.

1. Secure computer programs (these are not available to others, and are protected by password)

2. Dedicated, secure fax and phone lines (access limited to participants)
3. Point-to-point connection (private as aphoneline)
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4. Intranet use only (works only within one setting such as a hospital)

5. Frewdls (specific safety programsto limit access to informeation)

6. Leased encryption lines (security feature where information is decipherable only to
participants)

7. Signd scramblers and de-scramblers (Images are clear only at the two sites, but scrambled
when traveing)

8. Sgnd isdigitized

9. Some programs don’t use Internet

10. Proprietary network

11. Some programs taped the encounter; others didn’t save anything for security reasons.

6. Which types of health and educational professionals participatein telehealth sessions?
Who runsthe sessions? If you use different models within your program, we are also
interested in under standing them-for example, some programs provide telemedicine
sessionswher e there areteams present on both sitesaswell asa moretraditional session
wherethereisa specialist on one end and the child, family and telemedicine presenter on
therural end.

Linking childrenfyouth and parents with speciaists outside of their community has the potentia
to involve many different kinds of service providers. At the remote Site and at the
hospita/medical center Ste, opportunities abound for hedlth care, educationa and community
professonds to be uniquely Stuated together to provide multidisciplinary care or, dternatively,
to provide servicesin more of a 1:1 arrangement, making it awin-win Stuaion.

The different professonals that participate in telemedicine encounters can include dl or some of
the fallowing:

|. Primary care physcians
2. Specidty phydsciansi.e. psychiatrigts, cardiologists, developmenta pediatricians
3.RN’s
4. Nurse practitioners
5. Residents
6. Community aides
7. Psychologists
8. Socia workers
9. Family thergpigts
10. Speech and language pathologists
11. Occupationd and physica therapists
12. Specia education teachers
13. Nutritionists
14. Child care personnd
15. Interpreter/trand ator
16. Case managers
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The different people who might run atdemedicine session include:
I. Nurse presenter, locd liaison, clinic/site coordinator, school nurses and mental heglth
professionds a remote Ste.
2. Hedlth care providers/subspecidist physicians on tertiary end
3. Desgnated team leaders at both Stes for multidisciplinary discussons

Tdemedicine service ddivery occurs within severd different modds

= Hub and spoke model: aspecidist or many specidigs a atertiary medicd facility connect
with presenters and/or providers at another site.

= A matrix network or integrated lattice: Connections can be made with al spokes and
facilities sharing expertise and experience across a given geographic area.

= While ahub would most likely be ahospita or medica center, spokes and subspokes might
include; rurd hospitds, rurd dinics, hedth departments, menta health centers, homes,
long-term care facilities, school hedth clinics, school nurse's office, dtes across
reservations, developmental centers and early intervention programs.

Janet Farmer, PhD., Assoc. Professor at the Department of Physical Medicine and Rehabilitation
at the University of Missouri describes service ddivery moddsin these terms.

...” traditiond medica modd: Pediatric tertiary care specidigts are linked to community- based
hospitals and primary care clinics” ... higher education model: pediatric specidigts in hospitds
are linked to community-based professional training centers such as nursing schoals’ ... School-
linked mode!: ...School linked model connects pediatric specidists to public educations systems
through school based hedlth clinics...” Home-based moddl:...home- based services link pediatric
specidigs directly to child's home. “(4)

7. Do you have any advisory committeesrelated to your telehealth project? Who comprises
this committee? (Physicians, Ancillary service providers, Community agencies, par ents)

At thisjuncture in time, severd telehedth projects have advisory boards dedicated solely to
telemedicine. The onesthat do have expertsin the field of technology innovation, looking a
ways to improve the tel ehea th environment and to explore new gpplications. Other advisory
committeesfit into hospital hierarchies or their agendas fit into medical board meetings. I1n other
gtuations, ideas and suggestions are shared informally between hubs and spoke providers.
Parents are not participants in any of these forums.

In terms of parent involvement as to telemedicine policy, some programs have had focus groups
prior to commencing their initiatives. These focus groups comprised parents of children/youth
with specid hedth care needs. Some programs had a series of informational meetings and Open
Houses in the communities prior to setup coupled with question and answer sessons. Where
there are school based telehedth programs, community members do have a say through their
school board. In one innovative program, parents have an advisory role on their telehedth
website.
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Parent Involvement in Telehealth: A web-based parent advisory group in North Carolina

TdAbility (www.TeAbility.org), a comprehensive e-hedth program in North Carolina utilizes
telecommunication technologies including videoconferencing, awebsite, interest- based chat
rooms for parents and professionals and a monthly newdetter focusing

on improving the lives of children/youth with specid hedth care needs and their families.

Their Parent Advisory Group focuses mainly on guiding program content and ddlivery style of
their website, which is meant to complement their videoconferencing

programming. The webgte portion of TelAbility is extremdy family-friendly thanks to mgor
input from families, starting with focus groups early on in the planning, to inception and
development, to ongoing operations.

They have a parent expert who is available to answer questions posed in their website's Expert
Answers area and are in the process of enligting parents from across North Carolinato serve as
resources in their Expertise Directory.

The parent advisory group coordinator, a mother of a child with specia hedth care needs, isdso
their interpreter/trandator and strives to make sure dl of the e-hedth facetsincluding medica
care are culturally competent.

As of yet, this parent advisory group has had no input into the videoconferencing eements of
TdAbility, but that will hopefully be forthcoming. Although the parent advisory group has't
advised the program on videoconferences, parents who have participated in video clinics are
asked to complete a questionnaire to rate their program.

Based on the success of the TeAbility website and dl of its many components, and the fact that
it is meeting the needs of families with specia hedlth care needsin their geographic ares, it
behooves other projects to consder the vaue of a parental involvement role into al areas of
telemedicine, from support to program to policy.

8. How do you prepar e kidg/parentsfor atelehealth visit? Do you have any program for
preparation? How far ahead? Do they meet staff? Arethey given materials?

Isthere a website? When they come for appointments, do the children/youth/par ents
under stand the protocols?

Thisis an areathat varied widely program to program. Preparation, an important areain terms of
family comfort, isapart of telemedicine that, acknowledged by most programs, is
underdeveloped. Most agreed that family orientation and pre- planning was a sgnificant issue
and mogt programs had not developed it fully or formdly. And most were very willing to
entertain suggestions.

Some projects have brochures that describe the definition and role of telemedicine, phone
contacts, what to wear, services provided, locations served, what happens at atedlemedicine
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session.

Some projects have websites that parents can access. Only afew interviewees considered their
webgtes family-friendly. One program has a parent-involved website and, besides providing
information on telemedicine vidits, has chat rooms and newdetters for parent use. (above)

Preparation takes many forms and includes:

[. Community coordinators/local liaisong/ Ste coordinators, nurses, nursing students, physicians
or telemedicine project directors are the links to telemedicine scheduling, preparation, facilitation
and services.

2. Orientations can occur on the phone while scheduling patients, at the time a patient and/or
provider decides atelemedicine vist is appropriate, during phone conversations within aweek of
vigt, advance dtevidts, or in the reception areaimmediately prior to the vist. Sometimes,
there isno preparation at al.

3. Preparation can include informational phone cals with telemedicine coordinators, taking
family members into the room ahead of time to see equipment and talking about how to
communicate viathe technology, handouits, i.e. brochures, introductions to key personnel,
information regarding confidentidity, filling out parent consent forms, review of procedures and
protocols, conversations about what to expect.

9. How hastelehealth affected the accuracy and efficacy of diagnosis and treatment?

There was a consensus amongst the interviewees that more research needed to be doneinto this
vital area. Some programs have completed preliminary studies and evauaions, in others,
outcome data is being collected and measured by research andysts. Some said it was too early
to tell and others said much more research needed to be completed.

Here are afew commerts by some of the projects:.

|. After severd years, an evauation has shown that quality of care has not been compromised
and, in fact, accessto care has actualy improved.

2. Very prdiminary data shows that we are catching problems earlier, epecidly in chronic
hedlth and decreasing recidivism.

3. Patients are getting diagnosed quicker because of access (not necessarily more accurately)
4. Basad on studies, outcomes are generdly the same. Telemedicine hasn't redly affected the
efficacy of diagnoss and treatment that we can measure.

5. Not as good as face-to-face care, but it does dlow amedica vist to occur where one might
not occur because of geographic, monetary or time congraints.

6. More evauation studies are needed to demonstrate how telehedth has and can improve hedth
care.
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10. What isthelevd of satisfaction among parents? Isit surveyed? If not, what isyour
estimate?

We asked projectsif they evaluated satisfaction levels of parents and what were the results.

All projects agreed that family/patient satisfaction with telemedicine vistswas an

important area to evaluate. Many of the reports on satisfaction were anecdotd in nature and
recounted success stories. Some projects did phone interviews with families following
telemedicine consults while others utilized written questionnaires. Severd projects used
different types of scalesto gauge responses, with arange of agree to strongly disagree,
positive/negative or yes'no responses. Because of confidentidity concernsin addition to the fact
that data collection was, for some, in preliminary stages, most projects could not share specific
detals. However, some projects did share generd information about levels of satisfaction.

Asan overd| genera response, dl projects said that patient satisfaction was very high. Projects
reported that patients think the services are great, parents are ddighted, and families are very
receptive. The projects that could give amore in-depth report on their evauations, (through our
interviews, by way of websites and perusa of project reports) offered the following information.
Because this does not purport to be a quantitative report, we chose not to give evauation figures.
We have dso not specified their figures as some mixed adult and child patients and the ratings
systems were varied.

[. One univergity based hedth system’s surveyed these points. Patient satisfaction assessments
were collected in five key aress. Patients evaluated a) whether they felt staff were properly
trained using telemedicine technology, b) were their medica needs met during the telemedicine
consult? ¢) were they able to tak fredy during the consult and d) would you use tedlemedicinein
the future? (5)

2. Inauniveraty affiliated project the following information was asked of parents: @) is your
current view of the telemedicine experience the same or more positive as face to face direct
clinica consultation; b) the qudity of care of the telemedicine experience; ¢) the current quality
of provider concern during telemedicine consultations and following telemedicine consultation;
d) parents evauation of the technica aspects of telemedicine consultation. (6)

3. In agatewide telemedicine project the findings included: Overdl, both children/youth and
thelr caregivers were very positive and satisfied with the services received viatdemedicine. In
generd, they believed that the qudity of services was very good, they received the kind of
service they wanted, their needs were met, they would choose this type of service again and they
would recommend this service to others. (7)

4. Phone surveys done through a telemedicine health network recorded responses to (agree-
disagree) to the following type of questions: @) | found the telehealth equipment easy to use; 2) |
think telehedth isagood way to provide medicd care; 3) It was easy to communicate with the
other person during the telehedlth visit; 4) The care that | received during the telehedlth vist was
asgood asaregular in-person vist; 5) | believe that the telehedth equipment increases my
access to hedth care; 6) | felt telehedlth limited my privecy. (8)
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5. A telemedicine network at a children/youth’s hospital asked the following types of questions.
a Rate your ability to see the specidist over the televison screen and your ability to
understand the specidist’ s recommendations.

b. Rate your overal satisfaction with the vigt.

c. Tdl uswhether tdlemedicine made it eeser for your child to see aspecididt.

d. Agree or disagree with the statement “| fedl less confident about the specidist’s
recommendations because he was not in the same room.”

e. Rate your prioritiesin determining whether to see a specidist by telemedicine instead
of traveling adigance, i.e. wait time, inconvenience, monetary factors, missed work (9)

Again, some of these projects are in incipient phases of their initiatives and either cannot share
data or can only offer smal study samples. However, without giving numbers, the results were
reported to be overwhelmingly postive with severd cavests for both the consumer and the
provider, namedy privacy and technology.

11. How do you see the car egiver-patient-family relationship being affected?

Does telemedicine compromise the relationship between patient, family and provider? Doesiit
sacrifice the benefits of direct care provider-patient collaboration? Does telemedicine offer an
acceptable, appropriate or merely adequate way of initiating, developing and nurturing this
relationship? Asyou'll seein providers comments, their answers are directly tied to why
telemedicineis utilized and what the benefits of this medium can bring to ardationship and
basicdly, that a rdationship could not exist at dl if the accessis not there.

. It actudly provides the family with an opportunity to see the caregiver more often than one or
two times ayear, which they like.

2. Sessonsarehdd in red time. When talking to someone in a distant community, it's actualy
them we re speaking with face-to-face.

3. Teams can come to a consensus and trestment plan for the child with the parent’ s input right
then and there. Parents can ask questions, get feedback, be part of the solution, and get
information right at hand.

4. Access makes up for not beings hands-on. Families truly appreciate the care coordination.

5. Families like the atention.

6. Families like being part of cutting-edge hedlth care.

7. Whatever negatives there are, are overcome by the benefits of decreasein travel, decreasein
cost and tremendous access to specididts.

8. Better communication and collaboration can be facilitated between team members

9. Many families fed more supported and reassured with the link to atertiary speciaty care
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center.

10. Parents know that the network built between loca dlinicians and specidist can only help
them in terms of enhancing their own community provider’s skills and knowledge.

11. Pretty smilar relationship between provider and patient in psychiatry in person as compared
with telemedicine, but something is possibly lost with other types of visits.

12. Not better or worse, it’sjust different.

What Parents are Saying

“We just traveled 230 miles (one way) for 3 follow-up visits with various specialists. Each visit
lasted approximately 15 minutes, provided no new information for my child, or me as the parent
and we wer e told to come back in 3-6 months (depending on the specialist). | understand my
child hasa very raredisorder... but | amtired and need other options.” Parent of achild with a
disability from Nevada.

Over asmilar sx-month period we attempted to send out parent questionnaires to the
telemedicine projects we were speaking with. We had also asked programs, if they couldn’t
digtribute our questionnaires, whether they had satisfaction questionnaires of their own to share
with us. The returns were disappointing; however, the reasons were understandable.
Confidentiality and privacy concerns governed this area as well as the channds of hospital
bureaucracy that we encountered trying to receive replies. In addition, because of the newness of
some of these projects, different stages of data collection were in process, and most were not
available for public usage.

We tried other methods of getting parent feedback, including our own brainstorming survey that
we digtributed to parents who have utilized telemedicine services as well as those that had not,
but, nonethel ess, have had considerable experience with hedlth care services. We posted
messages on pertinent websites, retrieved comments from projects websites and project reports
as well as accessed Family Voices channels to invite parents to participate.

Here are some parents' responses:

Positives of Telemedicine Experience
Getting the information needed from knowledgesble sources.
Didn't have to wait in abusy office.
Didn't haveto trave.
Savesalot of time
Little or no missed work
Everyoneislesstired
Child was not frightened.
Child was fascinated by equipment
Trusted sophigtication of equipment
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Very quick with results and reportsto dl parties

The feding that the people who set up the telehedth programs went to greet lengths to make
it a Pogitive experience for dl.

Ability of tdemedicineto involve al professonds a once

Services are implemented more quickly.

We don't have to repeat medica information over and over

Negatives of Telemedicine Experience
- Teleconference not dways available when actualy needed
Couldn't be used for emergency vidts
Not as personable
Frustrated by lack of personal contact
Doctor can't do hands on exam
In person it iseasier to talk back and forth

Preparation for Vidgt:
Clinic coordinator called in advance to explain how it visit would work
Appointment sent by mail

Here are some thoughts that parents shared with us as to important cons derations when they
thought about deciding to use tedlemedicine:

Considerations:
- what the type and purpose of the visit would be

(i.e. medicd, evauation, assessment, follow-up)

type of technology to be used

cod of the vigt

source of payment for the vist

ability to gay within own community

purpose of using telehedth rather than other methods to get the same information

Sdtting of the vigt:

1. What is an acceptable setting?
(school, home, hospitd, clinic, doctor’s office?)
2. Who are hedlth professionds involved?
3. Can entire team of hedlth professonds, teachers, thergpists, and family be available
and able to participate?
4. How will privacy and confidentidity are protected?
Can the telephone still be considered as part of telemedicine? It savestime, travel, and dlows
for familiar people to hear of progress and make recommendations.

What type of preparation would you want to have?
Videotape preparation

Fictures of equipment
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Advice on preparing my child

Written materias explaining how the visit will go

An advance Ste vist

Discussion with ahedth professiond or clinic coordinator about the vist
explanaions of dl technology

discussion with other parents who have had the experience

talking to another child about their experience

Parent Role:
Familieswould like to be heard in different ways
. providing feedback on their telemedicine vigt to projectyproviders
2. mentoring/advising other parents before their telemedicine experience
3. sarving in an advisory capacity to the Telehedth projects

“Everyone knows what to do with her.” - lowa parents of child with specid health care needs

One Parent’s Story

Having a son with arare eye anomaly and living in a city with one of the most renowned
hospita's focusing on ophthamology seemed like atrue blessing. But even in such amedica
Mecca, when he needed complex surgery, it was nearly impossible to find a surgeon speciaized
enough and comfortable enough to performit. In the best medical interests of my child, | knew
where | needed to go, and it was't to the next town, the next city or even the next State. After
much research and a strong referrd, | found the perfect pediatric surgeon about 300 miles away.
Before we could have the surgery, however, we needed, of course, to have a consultation. We
needed to travel; we needed to find a hotel; and he needed to miss school. Could this
consultation have been performed viateemedicine? Would it have been an gppropriate use of
videoconferencing technology for this surgeon to “examing’ my son? Could | have asked alocal
eye surgeon or our wonderful eye doctor to be our patient presenter and offer her experience as
well? In an ided world (assuming both local and remote sites had the equipment and the doctors
had the desire and knowledge to use videoconferencing) what would have been the advantages
and limitations of this scenario?

Advantages

Time savings

money savings (hotel, medls, train)

very little missed school/work

access to qudified subspecidist

our (both my son and 1) comfort level with specidist’s experience

our comfort level with our own doctor being present

collaboration between two experienced ophthamology professonds

Making sure this specidist is the right physician for this surgery without having to travel.
Nothing islost, much is gained.
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Limitations

Lack of hands-on and face-to-face contact can be disconcerting

Question of whether technology is accurate enough to alow for aclear and distinguishable
examindtion of hiseye.

If local eye doctor isV't presenting, how experienced will another presenter be who doesn’'t know
my son, doesn’t know about his condition, and can't process what remote specidist is requesting
him/her to do.

Concern whether the specidist will get dl the information he needs to proceed to surgery.

| think making optima use of tdlemedicine is directly connected to the type of hedth
condition/disability/syndrome of on€' s child. If avideoconferencing consult were offered to me,
| would have to weigh whether this technology, despite the many advantages, could offer an
examination Smilar or better than an office vigt. | would have to ascertain whether, given the
complexity of his condition and given the intricate anatomy of the eye, whether thiswas even
possible. | would aso have to consider what outcomes | could expect in repect to this option.

Asthings stand now, based on my son’s unusud eye problem, this probably would not have been
worth pursuing. But, it's good to think that in the future, as technology becomes more state of the
art, as physcians become more versed in using the equipment, that it might offer possibilities for
me. For achild with different hedlth care needs, in arurd area or not, telemedicine does offer
incredible potentia for providing access, collaboration and an excedllent source of support for
parents. But the caveat remains, a parent and not only a physician has to be part of that judgment
cdl, whether tdlemedicine isright for their child. Parent advisor to Family Voices

Special Situations
Emergency Rooms
Day Care
Neonata Intensive Care Units

Telemedicineand the ER

In the metropolitan Boston area, an innovative gpplication of telemedicine has emerged and with it
has brought another level of support for parents of acutely ill children/youth.

Three hospitad's, with afocus on children/youth, are collaborating together to provide critica
sarvices a adistance. North Shore Children’ s Hospitd, a dedicated children’s hospital north of
Boston and Newton Welledey Hospital, a comprehensive medica center in Boston' swestern
suburbs with expanding services for children/youth have teamed up with Massachusetts Generd
Hospitd, aworld-renowned medica center and the largest hospital in New England. Since the
latter hospitd is the only one among the three that has a Pediatric Intensive Care unit, while the
others have acute care and emergency services, an association between them made good medical
sense. Given the possibilities available through telemedicine channds, opportunities abound to
provide clinical and consultative videoconferencing services by pediatric intense vigtsto
emergency personnd a the other two hospitals. Videoconferencing hookups alow the child and
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family to be seen by dl the hedth care professondsinvolved at both stes. The child isin higher
own community or localy while being able to access the expertise of criticd care physcians. So,
indeed of just having ateam a one hospital, many professonds are looking after the child.

What are the advantages of telemedicine in this ingtance?

AsDr. Noviski, Chief of Pediatric Critical Care Medicine at MGH has said, “It's another pair of
eyes gpecificaly trained to care for criticaly ill children.” That cannot be underestimated in a
critica gtuation.

It can prevent the ER doctors from acting in an aggressive way (i.e. to intubate).

It can prevent the ER doctors from treeting in an overly invasive way (e.g. intubation and
others).

It can prevent the ER from transferring the patient to another hospitd and assst in
stabilization of the patient and keeping the child in hisher own community hospitd.

A telemed consult calms things down.

If the family hasto trandfer to MCH, they aready know the staff. Because of the continuity
of care, they’re more comfortable.

The doctorsin outsde ER’s learn the way the ICU doctors work and eventualy might need
them less.

If thereis the need to trangport the child, thereis also potentia for having avideo hookup in
the ambulance transport.

A possible future innovation might be using a video hookup in the ambulance transport of
these children.

Everyone gainsin astuation like this. The doctors are able to share their areas of expertise with
one another; the child benefits from a collaborative TEAM approach of different specididts; the
parents are reassured knowing that there are specidists “on ste”’ to offer consultation, and the
potentia for continuity of careisthere.

Day Care Based Telemedicine

According to Dr. Ken McConnochie, Project Director of the Child Care Telehedth Access
Network at the University of Rochester, most families would choose aday care center with
telemedicine services over one without them. Why isthat? In their inner-city day care
environments, families cannot afford to miss too much work; parents might delay a visit, or make
no doctor vist at dl. And, while atdemedicine visit from a school facility might not be perfect,
research conducted by Dr. McConnochie and colleagues indicates that accuracy of diagnoss made
by telemedicine for common childhood illnessis as good as accuracy made in person.
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Tedemedicine meets the need of getting the child seen, possibly avoiding spread of an infectious
disease, or reducing the need for an emergency room vigit.

Tdemedicine equipment is hooked up to physicians and nurse practitioners a the Golisano
Children’s Hospita at the University of Rochester Medical Center and equipment is monitored by
trained day care gaff. Different people present the child's case including LPNs, nurse’s aides and
trained administrators with little or no medica background. Parents are encouraged to attend
sessions but have only done so in 15-20 % of vidts due to scheduling and distance.

Children’sillnesses and issues include ear infections, sore throats, fever, asthma, behaviord
concerns, pneumonia and, according to Dr. McConnochie, because of these timdly visits, and
virtualy immediate dispensation of prescriptions, dmaost no children/youth have been out of
childcare this year. The outcomes have been outstanding and the patient satisfaction has been
overwheming.

"Cliniciansinvolved find they're able to make observations that are as accurate as being there," Dr.
McConnochie said, noting that a child's regular doctor is notified of each course of treatment. (10)

What the NICUs are saying and doing: Valuable applications of telemedicine in the area of
neonatology

Tdemedicine offers many opportunities for families, neonatologists, primary care practitioners and
other staff to care for anewborn baby in the neonatal intensive care unit. When baby (ies) arrive
with new and very immediate specid hedlth care needs, it isimportant for providersto give the
parents tools to learn about their baby (ies), bond with their baby (ies), care for their baby (ies) and
eventualy, take their baby (ies) home with

some measure of continuous care. It is equally important for a provider/s to learn from the parents
asto what their needs and questions are.

Family Voices has spoken with five NICU programs nationwide shared their innovations, expertise
and challenges with us. Each has a different type of usage but al have the same interests and

gods. to make connections for parents, who are very new to this world of neonates and maybe new
to parenting.

The forms that telemedicine/telenedth have taken and, in some cases, il take

are utilization of videoconferencing to meet family needs rather than to conduct medica
consultations, web-based Internet systems and videophones? And the usage is primarily from a
family sarvice viewpoint, not clinicd vidts.

The range of purposes includes.
Baby bonding from rurd hospitd to a Universty NICU when amom/family is either in the
hospital or at adistance
Interaction with staff caring for their babies including nurses and neonetologists
Family thergpigts providing support and counsdling
Virtua case reviews and other communication between physicians as well as between
primary care providers and the neonatologi<t.
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Discharge planning
Information regarding specific baby care, pertinent information on prematurity and generd
wellness issues ble through the World Wide Web

Telemedicine technologies, in one case, offered parentsin a case trid, the opportunity to view their
babies and have virtud visits with hospita saff from their homes. At Boston's Beth |srael
Hospital, both videoconferencing and web-based capabilities allowed parents the opportunity to
check in with their babies from home, utilize distance-learning opportunities and have the
continuity of remote monitoring of their babies by neonatal saff after discharge. The provision of
medicd, informationa and emotiona support to these families during and after baby came home
were an important aspect of fully integrative care utilizing telemedicine as an adjunct. It is
important to note that families il visted the NICU as much and made just short of an equd
number of daily phone cdls. In addition, through this modd, caled BabyCar el ink, parents had
access to awedlth of information in a secure venue on the Web, about their baby including clinica
updates, adaily picture journa and supports and services available to the parents. The video
conferencing equipment isto longer available for home use for parents of Beth Israel’ s NICU
babies, but the Web-based portion gill exigts and offers tremendous benefits to families.

Another fascinating application comes from Marquette General Health System in Marquette
Michigan from avery enthusiastic clinic coordinator:

“ My favorite story was one Labor Day | was called at home to coordinate a neonatal bonding.
The mom and a set of grandparents were at their local hospital 2 hours away. The dad and his
parents were here with the baby. The baby was not expected to live and was going to be
transferred from us to the University of Michigan Health System for further care. We called the
chaplain as the parents wanted the baby baptized. Because of video conferencing, the mom and
grandparents in the home community were able to take an active part in the baptism. Then the
flight team from UMHS arrived. | was able to introduce them to the mom and she was able to ask
guestions. The good news is-the baby lived! She had surgery at the UM and her surgeon did his
follow up via telemedicine to the home community.” (11)

Advantages and Potentid for Telemedicine, Teehedth and Web based technologies in the NICU

1) Visud connection/Entire family vigtation irregardless of locations
2) Emoationd support
3) Continuity of care
4) Care management
5) Bonding support
6) Family-paced learning induding:
7) Ableto monitor progress of premature infant physical and
developmenta growth pattern daily, over aperiod of time.
b) Ableto visudize sSze of infant and recognize infants needs.
C) Ableto gain improved comfort in managing asma|l premature
infant.
d) More awareness of feeding, routine care of premature infant

8) orientation to available services
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9) coordination of trangtion

10) post-discharge support

11) decreased anxiety and relief of stress on part of parents

12) siblings can play an increased role(one child even sang alullaby to his baby brother during
the night via video hookup)

Family Voices Recommendations for families and telemedicine projects:

1. Medical Home

Well-designed Telemedicine programs, as part of an integrated health services delivery
system, can help create Medical Homesfor children/youth with special health care needs.
Starting in the community and building out the network from the primary care practitioner’s

office, Medicd Homes can naturdly be created and expanded with telemedicine as a catadyst for
the integration of services. It isvitd thet al children/youth with specid health care needs have
accessto aMedicd Home where care is ble, coordinated, ongoing and comprehensive.
And, since, one of the barriers to comprehensive hedth care is, indeed, access, then telemedicine
can overcome that barrier. Families of children/youth with special needs should have access not
only to aprimary care team in the community, but the availability of pediatric subspecidists and
pediatric surgica specidigts, wherever they may be located.

In addition, because of the potentia of telemedicine to bring together many professonds,
including child hedlth, psychology, therapies, education, socid services, community workers, dl
in support of the best interest of the child, thisis an area that needs to be looked at, developed
and implemented. Some telemedicine programs are aready providing hedlth care partnering in
this manner. New projects need to be made aware of the remarkable ability that tedemedicine
offersto help establish create Medica Homes for this specia population. For this reason,
families should be actively involved in development and promotion of telemedicine.

Tdemedicine and Medicd Home:

The medical home model advocates a comprehensive system of child health care that is
accessible, collaborative, family-centered, community-based, and culturally competent.
Telecommuni cations systems have the potential to advance this agenda for children/youth with
special health care needs by increasing partnerships between primary and specialty health care
providers, improving continuity of care, and enhancing the capacity of the community to meet
child and family needs. Janet Farmer (4)

..... What you will be saying isvital in helping us make telemedicine a very important venue for
communications between families and the primary care pediatrician, the pediatric subspecialists
and pediatric surgical specialists, and all related services in education, health, and family
support, public and private! It will help bridge family centered, community based carein a more
friendly way. It should empower families towards better under standing of the entire integrated
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system of care beginning with the Medical Home! Cal Sa, M.D (13)

The American Academy of Pediatrics has prepared a policy statement that details the desirable
characterigtics of aMedica Home. Severd of the features would aso relate to the importance of
telehedth and telemedicine so that children/youth in remote locations or in difficult

circumgtances in urban areas will have the full opportunity of having aMedica Home. For
example:

1. “Careis provided in the child or youth’s community;

2 A plan of careis developed by the child or youth and family and is shared with other
providers, agencies and organizations involved with the care of the patient.

3. Care among multiple providersis coordinated through the Medical home,

4. The Medicd home physician shares information about the child or youth, family or consultant,
and provides specific reason for referra to appropriate pediatric medica subspecididts, surgica
gpecidigs, and menta health/developmenta professionas” (12)

Access, partnering, coordination, collaboration and community based care can al be helped
aong by some form of telecommunications as one component in the achievement of Medica
Homes for children with specid hedth care needs. Other features of the Medicd Home relate to
the availability of care for specia needs that include medical, psychological, educationd,
behaviora, developmenta and functiond characteristics.

2. Accessfor Everyone

Telemedicine eliminates barriersand bringstogether subspecialists with unique expertise
with children/youth with special health care needs and their primary care team.
Teemedicine can bridge the gap, overcome the obstacles and leve the field to insure that more
children/youth get the gppropriate care they need despite distance, money and time condraints.
We chose to focus, primarily, on telemedicine for children/youth with specid hedth care needs
who livein rura, underserved areas and, therefore, have limited or no access to subspecidty

care. But as we have talked to parents and providers as well as examined our own personal
interest in telemedicine, it has become increasingly clear that the use of telecommunication
technologies can improve access to care for rura populations and for other groups aswell. It
could aso serve children/youth who live in urban aress, in proximity to mgjor medical centers,

but who have such rare conditions or syndromes that there may only be severd doctors
nationwide that could address their needs. This population, then, too, would have the same
obstacles to overcome, the same boundaries to traverse as the rura group of children/youth. This
isan areathat must be explored as it broadens the definition of underserved to now include
children/youth with specia hedth care needs who have access to specialty care, but, perhaps, not
quite specidized enough.

3. Family Advisory Roles

Astelemedicine projects become mor e fully realized and funded, and asthey become a
mor erecognized part of an integrated health care delivery system, folded into the every
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day care of patientsand not just a stand- alone service, therole of familieswill be crucial.
Family advisory committeeswill need to be formed, if not already in existence. Most
programs did not have a dedicated telemedicine family advisory committee comprising

individuas connected in some way to telemedicine. NONE had parent members, except one that
was related to its webdte rather than to a program (see page 15). The contributions of families
cannot be underestimated. From the planning stages of new programs to the implementation
phase to evaluation and expansion, parents have knowledgeable points of view, have resources,
have tapped into networks, and, most importantly, are excellent care coordinators. Parents, as
experienced hedlth care consumers, can make a huge contribution to discussions of protocol,
planning, policy, delivery, evauation, types of services rendered, marketing to families,

brochures and other materials, etc. Programs must examine and consider the family perspective
as parents of children/youth with specid hedth care needs utilize hedlth care services more than
other pediatric patients, are active and well-informed and have amgor interest in what isbeing
provided.

4. Privacy and Confidentiality

Familiesrequire guarantees of privacy and confidentiality protectionsin these new settings
from all professionals. These are key issuesfor familiesand dl providersinvolved in
telemedicine. In our findings we spoke about privacy and confidentidity regarding the
videoconferencing itself and the setting it takes place in. Another aspect thet is vitaly important
isthat Saff be aware of privacy and confidentiaity issues and that some training go on around
that. Moreover, in the context of a hedth care ddlivery mechanism, there are new personnel who
might be present to dedl with the technica aspect of tdlemedicine. Families need to be prepared
for these extraindividuas who will beinvolved. These people, who offer technica support,
ensure connectivity, set up equipment and troubleshoot among other things, have to be trained
and oriented to ements of privacy, confidentiaity and security. Thisis asimportant as being
well versed in the technology. In addition, it isvita that parents and children/youth fed
comfortable with this non-clinical person, as he/sheis not adirect participant in the telemedicine
vigt.

5. Preparation of Family

Themoreinformation and preparation families and children/youth have, the better and
mor e comfortable the vidit, and, possibly, the mor e accur ate the results. Thiswas an area
that was, admittedly, under-examined by most projects and an areain which parent participation
would be quite useful. Severd suggestions were made in the parent section regarding advance
preparation. Others might include a description and demongtration of program services made
available to families through either awebste, brochure or videotape demondirating a
videoconferencing sesson.  Families should be given a checklist of questions beforehand to ask
as the visit approaches and takes place. (see Appendix) Children/youth, dong with their
families, should dso be given the opportunity to ask questions and see the setting beforehand. A
child-life specidist might be utilized for that purpose. Accommodetions for equipment should be
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addressed as well as fears and concerns about the technology, the aff and/or the vigt itsdlf.

6. Technology

Because technology is at the center of atelemedicine visit, providersand families alike need
to look at and under stand the ways that telecommunication technologies can both enhance
and hinder a vidt. Are there ways for atechnica person to prepare the vist in advance in terms

of hookup, camera setup etc.? Has the equipment been adapted appropriately for the child or the
parent? |s the technology good enough for diagnostic purposes? Consultative/eval uation

purposes? Do image qudlity, clarity and resolution meet the needs of your particular visit? How

can you ensure connectivity through the phone lines? Can more enhanced technology improve

the qudity of avigt? (see Family Checklist & Family Satisfaction Instrument)

With the advent of new and more state of the art interactive equipment and diagnostic toals,
telemedicine can become a more accurate and effective means of providing care. But
practitioners and families are dtill limited to Sight and sound. Despite this fact, practitioners can
professonds, their careful reports, listening to families and the incredible focus and attention on
the child provided by this medium.

7. The Neonatal Intensive Care Unit (NICU)

Use of telecommunicationsin the NICU isworthwhilefor parentsin terms of family
contact, support, information and education. All of those interviewed concurred that
telemedicine for NICU patients is not appropriate for diagnosis and/or treatment, but fed that
different variants of telecommunications are useful for parentsin terms of family contect,

support, information and educetion. It is aso vauable for consultations between many providers
and families, not just phydcian to physcian. And equdly important, from the very beginning the
child's pediatrician aswell as early intervention staff, if needed, should be involved. This could
be the start of a Medica Home for the child. Some of the professiona's who have been or will be
working with this child should be in place and linked as the child trangitions home. This
collaboration, facilitated early on through telemedicine, will dlow familiesto fed more
comfortable taking care of their newborns.

Because these parents, whether they have had other children or not, may be new to having a
child with specia hedth care needs, and should be helped and empowered to get the necessary
services, data and support. Through a hospital connected website (i.e. BabyCarelink), parents
can become prepared, learn about their child' s specific diagnogs, and communicate by e-mall
with medical providers. Family members such as grandparents and others could be given access
to the Web for information to help keep them updated. 1t encourages parents to become more
participatory and eases the trangtion back to home and the community. Chat rooms could
become a part of adtelikethisaswell as parent support groups.

According to staff from severa projects, videoconferencing from home to NICU has not

continued as a viable option, because of funding, infrastructure costs, problems with the
technology in people€' s homes, plusit redly isn't feasible for diagnosis and trestment. But there
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istremendous vaue is providing the less tangible services of bonding, after care for baby, and
emotiona support of families. And while it doesn't replace ongte vigtation it can certainly
enhance it and increase the times parents share with their babies, especidly if they are il in
hospital or far away. And, after baby comes home, videoconferencing presents awonderful
complement to help parents gain confidence from hospital staff as they learn to care for their
recently discharged newborn who might come home with numerousissues and problems. If
videoconferencing equipment costs are too expensive now, we expect that, like other technology
costs, they will come down over time. Videophones are less expensve and can perform asmilar
duty, albeit less resolute and clear. Thiswould not be for diagnostic purposes but family-centered
support purposes. Perhaps, this is something for NICUs to look into and revigit. Some programs
have tried videophones at home with some success and others use them between referring
hospitals and NICUs. One project to keep families connected isin a Ronald McDonald House
(video connectivity with the tedlemedicine programs at the University of Tennessee Medica

Center in Knoxville).

Present and Future Questions:

Based on our findings and our discussions with telemedicine projects, providers and families
here are some questions that most projects have looked at, thought about and continue to ponder.
We suggest families would do well to think about them carefully as well.

1. Arefamilies achieving aleve of involvement as advisors to tdemedicineg/tel ehedth projects to
help accomplish family- centered, community based, coordinated, culturally competent care?

2. Can appropriate hedth care be ddivered using telemedicine technologies? Are there any areas
or specific diagnoses that wouldn't be appropriate for a telemedicine venue?

3. Istdemedicine equaly effective for initid gppointments, consultation/evauations, and
follow-up appointments?

4. Do medica outcomes differ between atdemedicine visit and an office vist? If they are not
equal, how can they be improved? What barriers that limit atelemedicine visit can be
overcome?

5. What about information-related outcomes? Are families getting the information they need
from avist? Is tdemedicine more conducive for this than an office visit?
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APPENDICES

FAMILY CHECKLIST

Family Voices Questionsto Ask if Telemedicineis Offered to You and Y our
Family

CHOOSING TELEMEDICINE FOR MY CHILD

A noteto families: In trying to be awar e of many families different and unique needs, we
have devised along list of questionsthat might be worthwhile for you to consider when
telemedicineisan option for your family. There are many questions, yes, and while it may
be overwhelming for you, whether you have had prior telemedicine experience or not, it is
merely meant as a guidelineto help you make your decisions. You can use all of the
guestionsto help you, some of the questions, or none of them. Thislist might inspire you to
come up with your own questions or to even rephrase them and that would be great. L et us
know of them! Use them as you wish and we hope that they will be helpful to you.

Why use telemedicine?

What is the purpose of using telemedicine for my child?

What will | learn from my vigt?

Wheét are the advantages of telemedicine to my child and my family?

What areits benefits and disadvantages?

Will telemedicine meet my needs better or equa to going to adistant Site?
Will telemedicine provide access to specidists we otherwise couldn't see?
Will the lack of direct contact affect my child’s medicd outcome?

Isit theright thing for my child?
Is my child’s condition /disability appropriate for a tdlemedicine vist?
What are my other concerns?

M aking the decision

Who makes the decison whether telemedicine is gppropriate at this time?

Can | request atelehedth vist or does the referrd have to be made by my service
provider?

Is my telemedicine vist reimbursable by any insurance? If not, will there be a cost to me?

Setting up a visit
How do | schedule avidt?
Is there away to have visits scheduled when the need arises just as with an office vist?

Talking with other parents
Do you have parentsthat | can contact regarding their telemedicine experiences?
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TELEMEDICINE VISIT PREPARATION

| nfor mation
Who will be my contact in terms of preparing for mysdf and my child's vist and asking
questions later?

Will he/she advise me how to act and speak before the camera, what to wear, etc?

Will someone explain to me how the videoconference will work including an explanation of
the technology?

Do you have abrochure or materials | can read? A website to look at?

The Set-up
Where will the vigt take place?

Is the equipment child-friendly?
Will my child and | be able to see the room and equipment beforehand?

My Role

Who can | bring to my visit? Family, friends, teachers, thergpists?
What shdl | bring to my vist? Toys, food, snacks?

Will I be able to be with my child throughout the entire vigit?

The People Involved
Will | be able to meet dl the team membersinvolved beforehand?
Which team member might help me prepare my child?
Who will be presenting my child’ sissues to the team?
What are their quaifications?
Arethey trained in the use of telemedicine equipment?
Is there a telemedicine technician?
What are higher qudifications?
Is he/she in the room at the time of the consult or just on the premises to troubleshoot a
problem?
Who are the people at the distant Site that will participate in our vist?
Who ese might participate in our tedlemedicine vigt?

Privacy I ssues
Does dl gaff including technica saff have training in confidentidity and privecy Sandards?
Will the team members conducting the telemedicine vist be familiar with my child’ s records?
Will this happen before the vigt?
How do you insure privacy and confidentidity?
In the exam room?
Over the Internet?
Over the phone?
Over videoconferencing egquipment?
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Record Keeping
Will the telemedicine session be videotaped?
What purposes will it serve? Training of family? Training of saff? Teaching?
Will | be able to have a copy of thisvideo?
Will it be apart of my child’'s medicd record?
For how long is the video kept?

FOLLOW-UP

Results

What is the timeframe of when | will get results/reports?

Can | get prliminary results right there since the whole team is present?
How will the results of the visit be communicated otherwise?

Followup Care

Whét isinvolved with follow-up care?
Will it be done as an ongte vidt or through telemedicine?
Who will work with me to coordinate follow-up care?

Par ent | nvolvement
Do you have a stisfaction survey that | can fill out after my vigit?

Areyou interested in having parent advisors or starting a parent advisory committeg?

Even with so many questionsto choose from, you may have other questions you want

answered. Makealist beforehand to take to your medical provider (s).
1.

2.
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Family Voices In SCHIP
Telemedicine Family Satisfaction | nstrument

Many programs wer e gener ous enough to sharether patient questionnaires being used
with their patients, parentsand families. We now propose sample satisfaction questions
that we fed are family-friendly and family-centered, incor por ating ideas from several
projectsaswaell as questionsthat we, ourselves, devised. We offer thisasaworking model
for families of children/youth with special needs experiencing telemedicine visits. Projects
could select questionsto create their own questionnairesto distribute to families upon
completion of their telemedicine visits. Families could also give this questionnaire to their
telemedicine providers. In addition, families could select questions from thislist to give
feedback to a project about their own experience.

Sample Quesionnaire

1. Ageof Child

2. Nature of Disability

3. Setting of Visit
4. Test/Procedure/Consultation/Evaluation done at this telemedicine visit

5. Why did you consider atelemedicine visit? Was it an option you requested or was it presented to you
by a hedlth care provider?

6. Do you think the use of telemedicine was appropriate for your current needs?

7. Do you think telemedicine should be used for: (check al that apply)
____initia consultation

____interdisciplinary evauation (where many providers are participating),
____treatment

___ follow-up care

___ testd/procedures

_____educating me about my child’s condition and care

____school setting visits

____other(specify)
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8. How were you prepared for your telemedicine visit?

None

In
Advance

Day of Vist

Videotape was provided

Brochure or other written materials

Phone cdls from clinic coordinator or other health
professionals

Sitevigt

Demongtration of equipment technology

Advice on how | could prepare my child

Names of other parents utilizing telemedicine were given to
me

We could participate in a practice session

Other

9. How far in advance did you receive preparation?

10. Were staff properly trained in the use of telemedicine technology?

onsite remote site

11. Was equipment reliable?

12. Were the images clear?
13. Was the camera usually focused on the right person?

14. Wasit ever difficult to hear?

15. Was the equipment bothersome, in any way, to you and/or your child? In what way?

16. Who presented your child’s case?
Title of Presenter

17. Were you comfortable with that person?
Please explain.

18. Did anyone do a hands-on exam of your child?
19. Were you comfortable with that person?

Please explain
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20. Of the following people, which ones would you fee most
comfortable presenting your child’s case to a remote person? Check al that apply:

parent (yourself or another parent)
clinic coordinator
community person
nurse

nurse practitioner
doctor

spiritual adviser
other

21. Did you understand the role played by participants at both sites?

22. What was your role in your telemedicine consult?

23. Were you comfortable with that level of participation?

24. Did you have enough opportunity to ask questions and provide input?

25. Did telemedicine provide a chance for you to have a discussion with many specidists at the same
time?

26. How difficult was it for you to access specidists before telemedicine?

27. Do you think telemedicine helps in the coordination of your child’s care?

28. From your perspective, was your privacy and confidentiaity respected and protected during your
vigt?

29. How was this done? Please explain.

30. Were there other ways for you to get quality services before telemedicine?

31. What were some magjor obstacles in obtaining quality services?
Cost

Distance

Missed Work

Child Care

Large hospita is overwhelming
Other

Comments:

32. Without this telemedicine session how would you have received health care for your child for this
particular issue?
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Would have traveled a distance to get appropriate care
Would have traveled up to miles

Would have relied on my local provider
| would not have gotten the care | needed

33. In what ways has telemedicine been effective for your child?
In what ways was it not effective?

34. Would you choose telemedicine for your child again? In what capacity?
35. Would you rather have been seen in person than through telemedicine?
36. Could you place the same level of trust in adoctor you only interacted with through telemedicine?

37. Do your loca providers have a good relationship with the telehealth providers and carry out most
suggestions?

38. Would you recommend telemedicine to other families?

39. What, if anything, would have made your visit better?

40. Overdl, what was your level of satisfaction with this visit?

41. Would you care to make any suggestions to others setting up telehedth programs?

42. Would you be interested in serving on an advisory committee related to telemedicine?

Neonatal | ntensive Care Unit (NI CU) Specific Questions

43. How were you invited to participate in a NICU telehealth experience?
44. |If the post hospital care included home care by telemedicine, was this also offered as a choice?
45. Were you ever limited in your contact with your baby (ies) because of the technology?

46. Did the technology increase, decrease, or not affect the amount of visiting you did with your baby
(ies)?

47. Were you able to get support for infant care, breastfeeding, family contact, etc. through the telehealth
system?

48. What other sources of support did you have on these topics?

49. Have you any suggestions for others setting up telehealth programs for NICU programs?
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School or Child Care Programs Specific Questions

50. Were you notified before your child saw the nurse for atelemedicine visit?
51. Had you previoudy signed a consent form to alow this visit?

52. Were you invited to be present at the school/child care facility for the visit or given the option of
going to the medical siteif closer?

53. Was your child's primary care provider notified before the telemedicine visit?

54. What was the consult for:
____ Diagnosis
___ Treatment
____Medication management

b. What was the type of condition:

___Ear infection/strep/cold
___Asthma

__ Diabetes

___Rashes
___Behavioral/psychologica
___ Other

55. Was it a scheduled visit or due to sudden illness?
56. Did the results of the visit meet your needs?
57. Was your primary care provider notified of trestment/medication decided by the telemedicine visit?
58. Who described your child’s symptoms to the doctor?
School nurse
Child care worker
Teacher
Socia worker
Your child
Other

59. Did you fed this person was well trained to describe your child’s symptoms and assist the doctor, i.e.
using instruments to examine ears, throat, etc?

60. Have you any suggestions for others setting up telehealth programs for schools or childcare programs?
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http://Mmww.hcfa.gov/medicaid/te emed.htm
http://tel ehed th.hrsa.gov/pubs/report2001/pay.htm
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Medica Home
http://mww.medicalhomeinfo.org

Tedehealth Applications

www.babycarelink.org

http://www.stopgettings ck.com/templ ates/news _template.cfm/4489, “ Day care center for low
income families get atdemedicine porta”

www.TelAbility.org
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