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You’re incredible:
an appropriate theme for this
year’s CHW celebration

his issue of Car-

ing Headlines is a

testament to the

incredible work

done every day at the
MassGeneral Hospital
for Children. Many of
you may not realize the
long history MGH has in
caring for children. In
1821, MGH was the first
hospital in the country to
establish a service dedi-
cated exclusively to the
care of children, and it
has been providing ex-
pert pediatric care to
patients and families ever
since.
In March, 1997, the

first issue of Caring
Headlines exclusively

laborative governance
and the Clinical Practice
Management Committee
(a group that explores
ways to improve systems
and care delivered to
children and families).

In 2004, the Yvonne
Munn Nursing Research
Award funded a study to
look at family-centered
care and how MassGen-
eral Hospital for Child-
ren is doing in the eyes of
families and caregivers.
And research continues
to drive improvement in
pediatric care. Recently,
parents were invited to
join the Clinical Practice
Management Committee
to ensure that patients
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and families have a strong
voice in decisions that
affect care-delivery.

Staff of the MassGen-
eral Hospital for Child-
ren have been on the
front lines delivering
care and humanitarian
aid around the world.
After September 11th,
nurses, child life special-
ists, social workers, pedi-

Jeanette Ives Erickson, RN, MS
senior vice president for Patient
Care and chief nurse

atric chaplains, and psy-
chiatrists developed,
‘How to Talk to your
Kids about Terrorism,” a
set of guidelines that was
distributed throughout
the hospital, to the media,
and to a number of local
schools.

Pediatric nurses and

social workers were
among the first to respond
when disaster struck in
southeast Asia in January,
2005. Three pediatric
nurses spent a month
working with Project
Hope aboard the US
Mercy. Their skill and

spirit made an extraordi-
nary difference as they
cared for children and
families far from the walls
of MGH.

In August of last year,
when hurricane Katrina
ravaged the Gulf Coast,
pediatric clinicians again

dedicated to pedi-
atric care was
published at MGH.
At that time, |
wrote, “Every
family has a
unique culture,
value system, and
history. Values
passed from gen-
eration to genera-
tion guide our
work with child-
ren and families.
One definition of
family is: a group
of people who
share significant
emotional bonds.
Clinical staff
throughout Mass-
General Hospital
for Children pro-
mote the princi-
ples of patient-
and family-cen-
tered care through

teamed with Pro-
ject Hope to pro-
vide much-need-
ed care and dis-
aster relief.

It’s hard to
believe it’s been
ten years since
the first Children
and Health Care
celebration at
MGH. The stories
and photographs
in this issue of
Caring Headlines
showcase the
amazing spirit
and dedication of
our pediatric pa-
| tients, families,
and caregivers.

“You’re in-
credible.” What
an appropriate

theme for this
year’s Children
and Health Care

Reading tutor, Kimberly Minnucci, uses decoding
strategies with dyslexic student, Giovanni Lorquet,
in the Orton Gillingham Program
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Children and Health Care Week

continued from front cover

vities for children of all
ages. It encouraged child-
ren to learn about hospi-
tals and health care in a
positive, non-threatening
way. People were told
that Children and Health
Care Week was held
every year during the
third week of March and
is sponsored by the Asso-
ciation of Care of Child-
ren’s Health (ACCH).
Everyone at the meet-
ing became very excited.
This sounded like a won-
derful idea. They soon
realized they were all
working toward a com-
mon goal, so they joined
together and spread the
news of this great plan.
And that was the begin-
ning of Children and
Health Care Week at
MGH and the formal

integration of family-
centered care into pediat-
ric practice.

That was ten years
ago, and due to the com-
mitment of everyone
involved, the tradition
lives on. | have been in-
volved in Children and
Health Care Week since
the very beginning, and
it’s still exciting to see
the interdisciplinary com-
mittee come together to
discuss and vote on the
theme for the coming
year. After we decide on
a theme, members of the
committee decide what
tasks have to be done to
make the week a success.
One of our biggest tasks
is planning the annual
children’s health fair.

In 1997, the commit-
tee was small, and so was

Pam Wrigley, RN, gives children a chance
to experience the operating room up close
and personal at the 2005 health fair
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the fair. Twelve booths
were set up in the Wal-
cott Conference Room,
and 208 people attended
the fair that year. It was
an exciting start.
As more and more

disciplines became in-

vovled, the annual child-

ren’s health fair outgrew
the Walcott Conference
Room. The Timilty Mid-
dle School and the Bos-
ton Fire Department join-
ed our team, and other
activities were added to
our celebration of Child-
ren and Health Care Week.

" Grand Rounds,
Family-Cen-
| tered Care
Awards, and
unit-based
activities for
pediatric in-
patients be-
came part of
the mix.

In 2000,
the MassGen-
eral Hospital
for Children
was created,
and Pedi the
Bear, our
mascot, made
his first ap-
pearance at
the fair. It
wasn’t long
before the fair
grew so big,
we had to
move into

b
&\

tents on the Bullfinch
terrace. By 2005, there
were 58 booths, and
more than 2,200 people
attended.

Incredible.

On the day of the fair
children arrive in large
groups with their schools
or with their parents.
Children and families
learn together as they
make their way through
the fair, goody bags in
hand, learning about the
operating room, physical
therapy, the Chaplaincy,
pet therapy, food and
nutrition, fire safety, and
lots of other fun, health-
related topics.

When it’s all over,
staff have a whole new
batch of memories as
they reflect on the smiles
on those young faces and
the challenging questions
they always manage to
ask. Those memories
inspire us to be the best
we can be as we continue
to provide family-center-
ed care at the MassGen-
eral Hospital for Child-
ren.
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Food and nutrition services

In the NICU

—by Martha Lynch, RD, senior manager, Clinical Nutrition Services

amie Sheldon is a
senior clinical spe-
cialist and register-
ed/licensed dietitian
in the department of
Nutrition & Food Ser-
vices. She has worked at
MGH for almost 18 years;
the past ten specializing
in neonatal nutrition.
Sheldon is part of the
Neonatal Intensive Care
Unit (NICU) team, car-
ing for newborn and pre-
mature patients with
complex medical issues.
Proper nutrition is
important to people of all
ages, but it is particularly
important in the NICU
where you can see tangi-
ble results such as im-
provements in growth
and development every
day. Babies admitted to
the NICU have signifi-
cant nutritional needs.
Sheldon, or another pedi-
atric registered dietitian
(RD), assesses these in-
fants, develops an indi-
vidualized plan, and fol-
lows their progress very
closely. The nutrition
plan is constantly fine-
tuned according to the
infant’s responses and
changing conditions.
Babies in the NICU
are at risk for nutrient
deficiency due to pre-
mature birth and the in-
creased nutrients needed
for rapid growth. Pre-
term babies have imma-
ture gastrointestinal (GI)
tracts, which means that
feeding by mouth or with
a feeding tube (enteral
feeding) can be a chal-

lenge. Babies receive
most of their prenatal
nutrients (such as calci-
um, iron, and fat) during
the third trimester of
pregnancy. Since prema-
ture babies miss much of
the third trimester, these
nutrients need to be pro-
vided after birth with a
combination of intra-
venous and enteral nutri-
tion. If an infant is too
sick to be fed initially,
catching up when he/she
is able to take nutrition
becomes even more dif-
ficult. And prolonged
periods of intravenous
and enteral feeding can
impact liver
function, bone
development,
and growth.
Reasons
for admission
to the NICU
vary greatly,
and each rea-
son requires a
special plan
for nutrition.
Once patients
atrisk are
identified, a
nutrition as-
sessment is
performed
and a care
plan is devel-
oped. The
assessment
involves re-
viewing the
baby’s birth
history, head
circumfer-
ence, weight,
length, lab
data, social

information, feeding
method, and nutrient
requirements. Growth,
tolerance to feeding, cal-
orie and protein intake,
and vitamin and mineral
intake are monitored
frequently, and the plan
is adapted based on the
baby’s progress. Every
plan is individualized to
the unique needs of each
baby.

Sheldon works close-
ly with NICU nurses, doc-
tors, and nurse practi-
tioners when implement-
ing a plan of care. Babies
can remain in the NICU
for months, but discharge

planning starts as soon as
they’re admitted. Shel-
don meets with parents to
review the feeding plan
and make sure they un-
derstand what needs to
be done at home. And she
arranges follow-up care
with the outpatient pedi-
atric dietitian.

In addition to direct
care, patient education is
a big part of Sheldon’s
job. She gives lectures to
incoming medical staff
and to nurses as part of
their core curriculum.

There have been many
advances in neonatal
nutrition over the past 20
years, and each new ad-
vancement is incorpor-
ated into NICU practice.

Sheldon recalls a
baby who was born at 27
weeks gestation with a
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birth weight of 800 grams
(one pound, 12 ounces).
The baby required intra-
venous feeding for the
first three weeks of his
life. Skeletal X-rays at six
weeks of age revealed that
his bones weren’t devel-
oping well, which is com-
mon in such small, pre-
mature babies. Sheldon
made changes to the ba-
by’s formula, and his bone
development improved.
Sheldon monitored and
adapted this baby’s care
plan throughout his 11-
week stay in the NICU,
and he weighed 2,400
grams (five pounds, five
ounces) at discharge.
Seeing critically ill
infants improve and pro-
gress to good health is a
rewarding experience for
all pediatric nutritionists.

-
=
=
=
=
=

Jamie Sheldon, RD, senior clinical specialist
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The Child Life Program at

MGHfC

—by Anne Bouchard, CCLS, child life specialist

hild life special-
ists at the Mass-
General Hospital
for Children promote
a positive hospital
experience for children
and families. Child life
services include inter-
ventions aimed at reduc-
ing stress and anxiety.
The role of a child life
specialist is to ensure
that every pediatric pa-
tient’s physical, mental,
and emotional needs are
met as routinely and pro-
ficiently as their medical
needs. Our main goal is
to create a comfortable
environment in the hos-
pital that fosters optimal
human development,
decreases stress and anx-
iety, and helps children
develop positive coping
skills. Child life special-

ists are primarily based
on the Ellison 17 and 18
pediatric units and in the
Pediatric Hematology-
Oncology Unit, but re-
ferral services are provid-
ed to patients in the Pedi-
atric Intensive Care Unit,

Emergency Department,
Transplant Unit, Endos-
copy, the operating rooms,
and anywhere else pedi-
atric patients receive
care.

Play, socialization,
and normalization are

Child life specialist, Anne Bouchard, with 14-year-old,
David Geer; and above, child life specialist, Sacha Field,
with 14-year-old, Claudine Humure
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integral parts of the child
life program and help
children cope with the
stress of hospitalization.
During play, children
learn to express their
feelings associated with
illness, injury, and the
healthcare experience.
Child life specialists
design and modify play
activities to meet each
child’s unique needs
through arts and crafts,
games, books,
stuffed ani-
mals, and oth-
er activities.

Expressive,
dramatic, med-
ical, and vicar-
ious play are
the most com-
mon types of
play. Hospital-
ized children
have anxiety
and concerns
about their
bodies, their
physical con-
dition, and
impending
procedures or events.
Fostering play activities
gives children an oppor-
tunity to express their
feelings, become familiar
with medical equipment,
and practice new coping
strategies.

An important element
of the child life program
is preparing children for
hospitalization, clinic
visits, and medical pro-
cedures. Patients are
supported through the
use of various coping and
distraction techniques.
Bubbles, picture books,
and sensory toys are used
to distract a
distraught tod-
dler. Guided
imagery and
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music are often used to
decrease anxiety and dis-
tress in adolescents. Our
pre-admission program
familiarizes children and
their families with the
hospital environment and
any procedures they may
be scheduled to have. Our
school re-entry program
helps ease the transition
of children back into the
school setting after a
lengthy hospitalization or
serious diagnosis.
The presence of fam-
ily members can have a
positive effect on a child’s
ability to adjust to the
healthcare setting. We
strongly encourage family
involvement in patient
care. Hospitalization dis-
rupts the whole family.
By including parents and
siblings in therapeutic
activities, we help “nor-
malize’ the hospital ex-
perience.
The child life program
at MGH is supported by a
large and committed
group of volunteers, un-
der-graduate and post-
graduate students from
Wheelock College, do-
nations and involvement
from community organ-
izations such as Angels
Above, and the kindness
and generosity of many,
many people.
Child life specialists
at MGH are:
® Anne Bouchard, CCLS
® SachaField, CCLS
® Marilyn Gifford, CCLS
® Ashley Laliberte,
CCLS
® Heather Peach, CCLS;
Hematology-Oncology
Outpatient Clinic
For more information
about the Child Life Pro-
gram at MGHfC, call
4-5727 or 4-5839.
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One child’s
story

—by Sarah Conway, 13 years old

y name is Sarah
Conway. I’'m 13
years old, and |
live in Connecticut
with my family.
I’m the oldest of six child-
ren.

In early 2005, | start-
ed having headaches;
more headaches than
children my age are sup-
posed to have. Over the
next couple of months,
they got so bad, no med-
ication would help. As
time went on, | started to
vomit when | got these
headaches. In June, when
my family and | went on
vacation, the headaches
were at their worst. By

the end of the week, they
were so bad, we cut our
vacation short. The next
morning, my mom called
a doctor, and we went to

see him immediately. The

doctor looked in my eyes
for about 15 seconds and
said | needed to have a
CT scan right away.

I had the scan, and it
showed | had a tumor in
the third ventricle of my
brain. The next day, | had
an operation to drain the
fluid that was building
up because of the tumor.
When | woke up, my
headache was gone for
the first time in months.
During surgery, they took
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13-year-old, Sarah Conway, and her mom meet with pediatric
radiation oncology nurse, Rachel Bolton, in the waiting area of the
Proton Beam Radiation Center; and below in the exam room

a small piece of the tu-
mor to see if they could
find out what type it was.
The diagnosis was a ma-
lignant brain tumor.
About ten days later, |
had another operation to
try to remove the tumor,

o il
but it was unsuccessful.
We decided to seek help
somewhere else.

After more surgery
and chemotherapy, they
finally succeeded in
shrinking the tumor to
the point that it no longer

showed up on
the MRI. |
was so happy
and relieved;
but unfortu-
nately, that
wasn’t the end
of my treat-
ments.

| was refer-
red to the Pro-
ton Beam Ra-
diation Center
at MGH to try
to kill any
remaining
cancer cells
that might be
lingering.
Treatments
began in De-
cember and
ended in Feb-
ruary. By the
time | finished
proton beam
radiation ther-

apy, | had had 33 treat-
ments in all.

The first time | saw
the proton machine, |
felt overwhelmed; it was
a bit scary. But I quickly
became accustomed to
it, and pretty soon |
could just climb onto
the table and relax. I had
to wear a special mask
that they made for me at
the beginning of treat-
ments. They had to put a
warm, mesh-tape mater-
ial on my face (which
actually felt good). The
mask hardened, and they
put it on my face every
time I went for treat-
ment to help keep my
head still.

Treatments were
quick, usually about 15
minutes, and painless.
During the course of my
treatments, | stayed in
Boston at the Ronald
McDonald House dur-
ing the week and went
home on weekends.

I’m very excited to
be finished with my
treatments and getting
my life back to normal.
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Pediatric physical therapy

—by Anne Chastain, PT, physical therapist

ediatric physical
therapists sup-
port children’s
motor develop-
ment to maximize their
ability to function and
promote participation in
all their natural environ-
ments, including: home,
school, and community.
The outpatient Physical
Therapy Department at
MGHfC provides child-
ren with evaluation and
treatment related to:
® musculoskeletal, neur-
ologic, and orthopae-
dic disorders
@ bhalance and coordina-
tion problems
® delayed gross motor
development
@ infant torticollis/plagi-
ocephaly

Above: physical
therapist, Maria
Fitzpatrick, PT, works
with patient, Erica
Saravia, in the
physical therapy gym.
At right: pediatric
physical therapists,

Anne Chastain, PT

(center), and Lilian | =

Dayan-Cimadoro, PT,
work with 19-month-old,
Mohamed Alsakkaf, to
improve balance and

motor skills.

at MGHfC

® posture and movement
abnormalities

® equipment and seating
needs

@ Gait disorders
@ consultation to schools

The physical therapy

assessment process is
comprehensive and in-
cludes an examination of
multiple systems, includ-
ing: musculoskeletal,
neuromotor, and cardio-
pulmonary. The examina-
tion typically includes an
assessment of the child’s
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developmental status in
gross motor skills using
standardized testing, clin-
ical observations, and
information gathered
from the patient, the par-
ents, and any school re-
ports that may be avail-
able.

Outpatient visits to the
physical therapist include
age-appropriate develop-
mental play so therapy
sessions are fun as well
as therapeutic.

The Pediatric Therapy
Team (PTT) offers a day-
long, comprehensive,
team evaluation that con-
sists of assessments by a
physical therapist, a
speech-language patho-
logist, and an occupation-
al therapist. APTT eval-
uation can be scheduled
by calling 617-724-0767.

For more information
about pediatric physical
therapy, call 4-0125.
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MGH Pediatric Radiology:
simply i-n-c-r-e-d-i-b-1-e

—by Mary Johnson, RT(R); Heather McPherson, RT(R); Marie Oliver, RT(R);

ne of the toughest
and most reward-
ing aspects of a
radiology techno-
logist’s job is imag-
ing pediatric patients.
Parents and children
require special attention
when they come to an
unfamiliar environment
for care.

From the moment you
enter the pediatric radio-
logy setting, you are greet-
ed by a friendly, profes-
sional staff member who
makes the experience of
patients and families a
pleasant one. All exami-
nations are performed by
experienced pediatric
imaging technologists on
state-of-the-art equip-
ment, and interpreted by
fellowship-trained pedi-
atric radiologists.

Our goal is to provide
the highest quality imag-
ing services while respect-
ing the goals and prefer-
ences of each child and
family. The Pediatric
Radiology Department
strives to provide an “in-
credible’ experience for
patients and families.
Coincidentally, the in-
credible nature of our
program makes a useful
acronym to describe the
services we provide.

I1-N-C-R-E-D-I-B-L-E

Innovation. The inno-
vative care we bring to
each patient puts us on
the cutting edge of pedi-
atric care.

Needs. More than just
aname on a requisition

and Ladora Rose, RT(R)

form, pediatric patients
are little people with big
and varied needs, such as
comfort, compassion,
confidence, and direc-
tion.

Caring. When it comes
to sincere concern for
patients and their famil-
ies, the Care Bears have
nothing on the Pediatric
Radiology Team.

Radiation Protection.
Children are more sensi-
tive to low levels of radi-
ation than adults. We
strive to reduce exposure
by checking previous
radiological exams, posi-

tioning children properly,
using the minimum ex-
posure necessary, and
using effective distance,
shielding, collimation,
and communication.

Enthusiasm. Enthusi-
asm is contagious and
critical when ‘connecting’
with pediatric patients
and families.

Donations. We appre-
ciate the stuffed animals,
prizes, books, posters
and stickers that have
been donated to the pedi-
atric area. The smiles
they bring to our patients
are truly priceless.

Individuality. By rec-
ognizing the unique char-
acteristics, culture, age,
history, and family situa-
tion, of each patient, we
deliver exceptional diag-
nostic care, one patient at
atime.

Babies. Babies and
children are our specialty.

Learning. Pediatric
Radiology is a dynamic
and effective team be-
cause we’re constantly
learning from each other
and our patients.

Excellence. Excel-
lence is not optional.

Over the years, our
team has developed some
useful guidelines for
making the pediatric
radiology experience a
postive one:
® Prepare in advance
@ Introduce yourself and

Pediatric Radiology staff members (I-r): Heather McPherson,
RT(R); Marie Oliver, RT(R); Ladora Rose, RT(R); Colleen
ludice, RT(R); Mary Johnson, RT(R); and Deb Gorham, RN
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other team members
® Use age-appropriate
language
® Explain procedures
® Demonstrate the proce-
dure using yourself or a
stuffed animal
® Sing songs
® Ask questions about a
child’s favorites things
® Talk about school, fa-
mily, or sports
® Make up a story
® | isten to music
@ Be familiar with child-
ren’s TV programs
® Provide services quick-
ly and accurately
® Always smile and be
gentle
The pediatric radiolo-
gy team will continue to
maintain the highest stan-
dards of excellence in
providing incredible care
to our youngest patients.
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Pediatric Occupational

Therapy

—by Elizabeth O’Farrell, OTR/L

“The act of playing is an important tool that influences a child’s life.

The primary goals of childhood are to grow, learn, and play. It is often through
play that children learn to make sense of the world around them. It is a child’s ‘job’
or ‘occupation’ to play to develop physical coordination, emotional maturity,
social skills to interact with other children, and self-confidence
to try new experiences and explore new environments.”

—American Occupational Therapy Association, 2002

Sometimes children are
confronted with cogni-
tive, physical, or mental-
health challenges that
impact their normal de-
velopment. Occupational
therapists (OTs) work
with these children and
their families to develop
age-appropriate skills
focusing on activities of

daily living (ADLSs), such
as feeding and dressing
oneself, playing, socializ-
ing, learning, and voca-
tional pursuits.

At MassGeneral Hos-
pital for Children, OTs
work with children of all
ages in varied settings,
from the Neonatal Inten-
sive Care Unit to general

medical pediatric units.
Some common medical
diagnoses of children
receiving OT include
prematurity, traumatic
brain injuries, develop-
mental delays, pervasive
developmental disorders,
sensory integration and
processing disorders,
orthopaedic injuries,

T

Pediatric occupational therapists, Julie Park, OTR/L (left),
- | andLiz OFarrell, OTR/L, work on developing play skills with
19-month-old, Mohamed Alsakkaf

cancer, congenital and

acquired neurological

injuries, and gastro-in-
testinal disorders.

Occupational thera-
pists may help:

® teach athird-grader in
a bulky arm cast ways
to comfortably manage
school tasks such as
handwriting

® educate a parent in
how to safely and inde-
pendently feed their
premature baby, who
requires supplemental
oxygen to breathe.

@ facilitate upper-body
strength and coordina-
tion in an 18-month-
old with low muscle
tone so he can hold a
toy with both hands.

@ educate the parents of
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an 18-year-old who
suffered a severe trau-
matic brain injury on
how to aid neurological
recovery by limiting
excess stimulation in
his hospital room

Occupational thera-
pists work in both inpa-
tient and outpatient set-
tings. They are part of
multi-disciplinary teams,
including PRIME (the
Pediatric Rehabilitation
and Injury Management
Evaluation team), the
Feeding Team, and the
CORE Team (consisting
of Occupational Therapy,
Physical Therapy, and
Speech, Language &
Swallowing Disorders).
Whenever the medical
team consults Oc-

cupational Therapy,
an evaluation is
performed high-
lighting the child’s
strengths and areas
of need. At that
time, either a direct
OT intervention
will occur, or the
child may be refer-
red to a provider in
an outpatient or
school setting. In-
tegral to OT treat-
ment is the inclu-
sion of the child’s
family and care
providers.

To learn more
about Occupational
Therapy and its role
with children, visit:
Www.aota.org.

For more infor-
mation about Occu-
pational Therapy at
MGH, contact Jane
Evans, clinical dir-
ector, Occupation-
al Therapy Ser-
vices, at 4-0147.



The health fair
moves to the Wellman

Conference Room

and live music is
introduced to Children
and Health Care Week
with a family concert
featuring the Celebration
Shop Singers. The first
presentation of the
Family-Centered Care
Awards is held

this year.

(20 booths; 426 visitors),

The children’s health
fair outgrows MGH
conference rooms and
moves to the Bulfinch
terrace (1 tent; 41 booths;
1,108 visitors). Students

from the James P. Timilty

Middle School help staff
booths as part of our
educational partnership
with them. The year 2000
sees the creation of the

MassGeneral Hospital for

Children and the first
recorded sighting of
Pedi, the Bear.

2000

1997

The first children’s

health fair is held in the
Walcott Conference
Room (with 12
educational booths and
208 visitors), and the first
pediatric issue of Caring
Headlines is published —
the theme, “Health Care
Everywhere”

@ele”bz”a‘ting

2001

The Boston Fire Playing off 2001:

Department lends its a Space Odyssey, the

fire-safety, Safe House on theme of this year’s

Wheels, to the children’s health fair is, “2001:

fair (28 booths; 812 a Healthcare Odyssey.”

visitors). MGH receives The Bulfinch terrace is

award from the transformed into a
Association for the Care
of Children’s Health
(ACCH) for its celebration
of Children and
Health Care Week;

and this is the first

futuristic, space-age

extravaganza, and
attendance at the fair

earns Girl Scouts
an official Health Care

Badge (2 tents; 54

year that multi- booths; 1,209

disciplinary pediatric visitors).

grand rounds
are held.
ten incredible years

Continued on next page


jeb23
Text Box
Continued on next page


What else would you
call the children’s fair in
an Olympic year—
"The Olympics of Good
Health.” And this year, the
Boy Scouts earn Health
Care Badges for their
attendance (2 tents;
54 booths;

1,866 visitors).

Expanding on the
nautical theme of the
pediatric units at

MassGeneral Hospital

for Children, this year’s
fair is, “Jump Aboard for
Good Health!” (2 tents;
56 booths; and a record
2,500 visitors).

Reinforcing the spirit of
health education driving
the children’s fair, this
year’s event meets the
requirements for MCAS

Education Day.

204

200:3

2005

After months of
intensive planning and
preparation, the Children
and Health Care Week
Planning Committee

decides to cancel this

year's fair due to a
heightened national
terrorist alert.
Always erring on the
side of safety, the fair is
‘down-sized’
and brought to the
pediatric units for
the enjoyment of
inpatient children
(15 booths).

children

of

and

In a year when the
Boston Red Sox and the
New England Patriots win
world championships,
what’s a children’s
health fair to do?
“Champions of Good
Health,” of course
(2 tents; 58 booths;
2,200 visitors).

health

care!
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Children and
HealthCare Week
Activities
April 24th
Hurt Alert Day
April 25th
“Moon Balloon,”
presented by
Joan Drescher
April 26th
Family-Centered Care
Awards
April 28th
Children’s Health Fair

On in-patient units:
April 24th
Caricature Artist
April 25th
Angels Above Party
April 26th
Queen for a Day
April 27th
Ice Cream Party
April 28th
Health Fair
(see full schedule on
page 13)
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Young patient helps pediatric
nurse realize her true calling

Meghan McDonald is an entry-level clinician

My name is Meg-
han McDonald, and
I am a new nurse to
the Pediatric Unit at
MassGeneral Hos-
pital for Children. As
with any job, some days
are calm and trouble-
free, while others are
jam-packed and can’t
end quickly enough. But
I’ve found one truth: At
the end of a long day, I’'m
always proud of the work
I do and grateful I’ve
chosen a career where |
have the opportunity to
serve others. | learn some-
thing new every day —
from new medications to
new diseases to new tech-
nology. Nothing, how-
ever, has been more pow-
erful than the lesson I’ve
learned about service.
Already, I’ve realized

that in giving, | also re-
ceive.

I don’t think I could
count how many times |
hear a patient say, “Thank-
you,” or listen to a parent
express her appreciation,
or enjoy one of the many
treats families bring to
express their gratitude.
But it wasn’t until | en-
countered a 17-year-old
girl with kidney, pancre-
as, and liver failure that |
realized how much a
nurse can receive.

For a lifetime, Amy
had battled complications
of cystic fibrosis. Like
many patients, her hospi-
talizations were no more
than two-week courses of
antibiotics, physical ther-
apy and diabetes-manage-
ment. But the past year
had brought a new scare.

Quick Hits to improve
your writing!

A low-stress, high-yield
class aimed at helping
develop your writing style
and eliminate some of the
angst associated with writing

Offered by Susan Sabia,
editor of Caring Headlines

Classes now scheduled for:
Monday, April 17, 11:00am-2:00pm
Tuesday, May 30, 11:00am-2:00pm
Monday, June 12th, 10:00-1:00pm

Wednesday, July 19, 12:00-3:00
Monday, August 14th, 10:00-1:00

All classes held in GRB-015
Conference Room A

Classes limited to 12; pre-registration is required
To register, call Theresa Rico at 4-7840

Her body had simply
surrendered to the dis-
ease, and news of triple
organ failure suddenly
became a harsh reality.
The only hope for Amy
was the possibility of
new kidneys, a new pan-
creas, and a new liver.

It seemed like a typi-
cal day. I looked forward
to getting home after
7:00 and giving my feet a
rest. But an hour before |
was supposed to leave,
Amy took a turn for the
worse. | got a call from
the Hematology Lab in-
forming me that her potas-
sium level was critically
elevated. In a state of
crisis, 1 worked hard to
remain calm and explain-
ed the life-threatening
situation to Amy.

Frightened, she ask-
ed, “What’s going to
happen to me?”

As anew nurse, | was
unsure of what to say in
this unnerving situation.
It felt like a million years
before | was able to say
anything.

At last, | explained
how potassium levels
affect the body and the
risks associated with
elevated potassium levels.
Amy didn’t raise her
head or even respond to
my explanation. | sensed
her fear as she remained
silent. I assured her the
medical team and | would
work hard to keep her
safe and contact her par-
ents immediately.

“l don’t know how
you feel or what you’re

E— "/?;gage 2 —
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Meghan McDonald, RN
pediatric staff nurse

thinking,” I said, “But |
do know I’ll be right here
at your side to support
you through this. If there’s
anything you need, please
don’t hesitate to ask.”

| assured her | wouldn’t
leave until her parents
arrived. I know how im-
portant a nurse’s pres-
ence is, and | knew she
needed support.

After beginning a
calcium gluconate bolus
and administering kay-
exalate, the only thing
left to do was wait to
hear what her new potas-
sium level was. In those
uncertain moments wait-
ing to hear from the lab, |
gave her a back massage
in hopes of easing her
anticipation. As | watch-
ed her cardiac monitor, |
noticed both her heart
and respiratory rate slow-
ing. | felt her neck loosen
and her hands released
their tight grip. | felt her
body relax and watched
as she drifted off to sleep.

Seeing her respond to
the massage, | realized
what a giftitistobea
nurse; how with the sim-
ple touch of my hands, |
had let her know | was

with her, and she was
able to relax.

It took 24 hours for
her potassium level to
come down, but | realiz-
ed that much more had
happened that day than
pharmacology. | had help-
ed Amy in a very real
way.

Though I had been in
her room many times that
day, I didn’t notice the
elaborate decor until |
began giving her a mas-
sage. Every inch of the
walls were covered with
quotes, flowers, balloons,
even letters from strang-
ers who had heard about
her illness. From the look
of her room, it seemed as
if the whole world was
with her, shouting, “Yes,
you can!”

As | sat there, | couldn’t
help realizing how relent-
less she had been. Her
daily routine was marked
by medications, blood-
sugar tests, and respira-
tory care when she should
have been cheer-leading
and going to homecom-
ing dances.

Regardless of her pow-
erless state, she never

continued on next page



complained. She waited
patiently for that phone
call telling her, “We have
your organs.”

I looked at her and
thought, “Thank-you,”
because never had | been
so grateful for my life
until that moment.

Unfortunately, Amy
didn’t make it to that
phone call. On March 2,
2006, Amy finally let go.
She told her parents she
loved them and peace-
fully said good-bye.

A wise professor once
explained how people
should choose the profes-
sion that’s right for them.
He said, ask yourself, “Is
this profession something
you’re interested in?” If
yes, ask yourself, “Are
you good at it?” If yes
again, ask yourself, “Is
this something that will
better serve the world?” If
you answer yes to all

three, you’ve found your
true profession, your
vocation.

My experience with
Amy has led me to ans-
wer “Yes’ to these ques-
tions. I’m more certain
than ever that I’ve found
my true vocation. I’'m
proud to call myselfa
pediatric nurse.
Comments by Jeanette
lves Erickson, RN, MS,
senior vice president

for Patient Care and
chief nurse

In the first year of prac-
tice, it can be overwhelm-
ing for a new graduate to
absorb all the complex-

ities and nuances of car-
ing for a critically ill
patient. This is a time
when they are gaining an
understanding of the
patient experience. In
this story, Meghan was
given the opportunity to
be present to Amy during
one of the most difficult
and intimate times in a
patient’s life. I’'m sure
this experience will be
one of many memories
that stays with Meghan
throughout her career,
guiding her to be the best
nurse she can be.

Thank-you, Meghan,
for sharing this story.

March is Colon Cancer
Awareness Month

Take a moment to learn more about the
screening, prevention, and treatment of colon
cancer during Colon Cancer Awareness Day

Friday, March 24,2006
10:00am-2:00pm in the Main Corridor
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10th annual
Children and Healthcare
Week

Schedule of activities

April 24,2006
Hurt Alert Day (children’s activities
throughout the hospital)
April 25,2006
12:00pm, O’Keeffe Auditorium
Grand Rounds
“Moon Balloon,” presented by Joan Drescher
buffet lunch, all are welcome
April 26,2006
1:00pm (location TBA)
Family-Centered Care Awards
April 28,2006
9:00am-3:00pm, under the Bulfinch Tent
Children’s Health Fair

Activities for in-patient children:
April 24: Caricature Artist
April 25: Angels Above Party
April 26: Queen for a Day
April 27: Ice Cream Party
April 28: Health Fair

For more information, call 4-5720

Artist In residence |2

inspiring individual expression

Artist in residence, Joan Drescher, works with
children in the Ellison 17 playroom, encouraging creativity,
imagination, and the free expression of feelings

D ‘:wage 3 —
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Pediatric Operations
Committee invites parents to take
a seat at the table

—by parents, Carole Trainor and Seta Atamian

y name is Carole
Trainor. | have
many different
roles in my life
and am many
things to many people.
But first and foremost, |
am the mother of two
beautiful boys. It was
through my role as a mo-
ther that | first came to
participate in the Pediat-
ric Operations Commit-
tee as a family advisor.
My introduction to
the MassGeneral Hospi-
tal for Children came in
December, 1999, follow-
ing my son, Stephen’s,

bone marrow transplant

and frequent, subsequent
hospitalizations. Nurses,

of the Pediatric Hematol-
ogy-Oncology Unitand
the Ellison 18 Pediatric

—
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Unit cared for my son
during his time here until
his death in February,
2001. Stephen’s illness
and death brought about
profound changes in the
everyday activities | had
once taken for granted. |
had a new understanding
and appreciation for the
challenges faced by fam-
ilies with a seriously ill
child.

My desire to channel
what | had learned into
improving the experience
of other children and
families led me to the
MGHfC Family Advisory
Council. In February,
2004, Seta Atamian and |
were invited to partici-
pate on the Pediatric
Operations Committee to
provide the perspective

Maren 16, 2008

The transition to includ-
ing family members on
this committee seemed to
occur with great ease,
and | was encouraged by
how clinical and admini-
strative committee mem-
bers seemed to value our
contributions and opin-
ions.

Every year, the com-
mittee identifies projects
or initiatives to help im-
prove the quality of care
to children and families.
Recently, family-centered
care and pediatric pallia-
tive care were identified
as important areas of
focus. Seta has played a
key role as co-chair of
the Family-Centered
Care Subcommittee, and
I have acted as family
advisor on the Pediatric
continued on next page

of parents and families.

meeting of the Pediatric Operations Committee

. e —— Parent, Seta Atamian, (pictured above) sits in on recent
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Pediatric caregivers
coordinate toy drive for
Rwandan orphanage:
send holiday cheer to
friends in Africa

When 14-year-old,
Claudine Humure (pic-
tured above with staff
nurse, Sandra Pugsley,
RN), was brought to
MGH last year, she left
behind family and friends
in a Rwandan orphanage.
As a holiday project, staff
coordinated a drive to
W collect toys and games
J to send to the orphanage.
Pictured at left are (I-r):
Anne Bouchard, CCLS,
child life specialist;
Sacha Field, CCLS, child
life specialist; and Patti
Scott, RN, staff nurse.

GISENVI BWANDA
AFRICA
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Pediatric Pharmacists

Pediatric pharmacists
are part of a large team
of professionals caring
for children. Pediatric
pharmacists have a
combined understand-
ing of physiology and
pharmacology to ensure
effective drug treatment
for children of every
age. As many parents
know, if medications »
don’t taste good, child- < | .
ren won’t take them; so

ensuring that medica-
tions are palatable is a
big part of the job. After years of formal pharmacol-
ogical education, there is still a lot of on-the-job-
training required to be fully prepared for pediatric
pharmacology.

At the MGHfC, pharmacists are committed to en-
suring that our youngest patients get the safest, most
effective medication in doses appropriate for their
specific needs. Every time a pharmacist receives a
new medication order, he/she evaluates the patient’s
entire health profile including age, weight, and other
medications. The goal is to always provide the safest
medication to make pediatric patients feel their best.

Pharmacists, Bob Young, RPh,
and Fallon Vaughan, RPh

Parents
continued from page 14

Palliative Care Subcom-
mittee. The group has
demonstrated great inter-
est in working with par-
ents, being flexible in the
scheduling of meetings,
and reaching beyond the
hospital to support pedi-
atric palliative care legi-
slation.

| welcome the oppor-
tunity to shed light on the
unique needs of families
caring for children with
life-limiting diagnoses.
I’m hopeful that a formal
Pediatric Palliative Care
Program will have a pos-
itive impact on the lives
of children and families

at the MassGeneral Hos-
pital for Children.

Seta Atamian
My name is Seta Atam-
ian. | can’t believe it’s
been two years since
Carole Trainor and | were
invited to participate on
the Pediatric Operations
Committee.

Since my daughter
became a patient in 1999,
we have accrued many
experiences in a variety
of healthcare situations. |
joined the MassGeneral
Hospital for Children’s
Family Advisory Council
in 2001 to try to ‘give
back’ to a system that
had supported my child
and my family through
thick and thin. It has
been wonderful represent-

ing the voice of families
on this committee.

Becoming a patient is
inherently stressful to
children and families. It
sets off a huge chain of
events ranging from in-
quiries from concerned
friends and loved ones, to
drastically altered per-
sonal and professional
lives, a roller-coaster of
emotions, and the begin-
ning of sleep-deprivation
as a way of life.

Patients and families
need to be encouraged to
participate in their own
healthcare planning and
decision-making. This
may represent a shift for
some patients and fami-
lies accustomed to being
“‘passive’ recipients of
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care and for some provid-

ers accustomed to deliv-

ering care with no input
from patients and fami-
lies.

The Family-Centered
Care Subcommittee is
addressing many of these
issues with projects such
as:

@ our campaign to pro-
mote education about
the core concepts of
patient- and family-
centered care

® exploring the possibili-
ty of including patients
and families on rounds

@ encouraging partner-
ships by involving
parents and families in
program- and policy-
development and rep-
resentation on various
other committees

@ recruiting more family
advisors

@ creating documents
that involve patients
and families directly in
their own care

I’m confident that
these efforts will reap
many rewards for the
children and families of
the MassGeneral Hospi-
tal for Children. It’sa
privilege to work along-
side the creative, com-
mitted, and talented pro-
fessionals on this com-
mittee, and | look for-
ward to serving in this
capacity that promotes
the well-being of child-
ren and families in a place
where children can go
about the business of
‘just being a kid.”
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Do you believe in angels?

—by nurse managers, Brenda Miller, RN,
and Judy Newell, RN

sengers; watchful guard-
ians; those who manifest
goodness, purity, and
selflessness. Based on
that definition, we think
pediatric caregivers qua-

lify for angel status. Ev-
ery day, pediatric care-
givers help children and
families accept, cope, and
live with the lives and
deaths they face. Child-

0 you believe in
angels? We do.
We walk among
them every day.
The dictionary defines
angels as spiritual mes-

: hen they ]c.)w“f’ldrh

Pediatric staff nurse, Kim Waugh, RN, with 6-year-old,
Maverik Riel, on the Ellison 17 Pediatric Unit.

nedes

ren are the future. It’s
daunting to think that
you hold the future in
your hands, caring for
children physically, men-
tally, and emotionally.
On pediatric units (both
inpatient and outpatient)
often the pain of sadness
and loss is palpable. But
staff weave their way
through it, somehow sep-
arating themselves from
it while at the same time
diving headlong into it.

Orchestrating the life
or death of an ill child,
and sculpting those ex-
periences into memories
for parents and families
is the intimate and rou-
tine world of a pediatric
caregiver. We paint a
scene for others to remem-
ber, a keepsake that each
family will have forever.
These scenes are etched
into the memories of the
caregivers as well, some
remembered as vividly as
the day they happened.

If you’ve ever heard a
symphony orchestra, you

Maren 18, 2006

know how a conductor
can seemingly invisibly
create a cornucopia of
sounds and music that
swell to a magnificent
crescendo. When done
well, all within earshot
are changed just a little.

On pediatric units,
nurse managers are the
conductors, seemlessly
orchestrating the mem-
bers of the team, always
including family mem-
bers. The team works
together, single-mindedly
building toward that cre-
scendo—the future of a
life.

Angels in disguise are
truly what they are. Cre-
ative in practice, colorful
in dress, and incredible
by nature. We see them
among us every day. We
pray for the insight to
recognize them, the clar-
ity to remember their
gentle interventions, and
the strength to support
the amazing work they
do with children and
families.

)

L ]

In the GCRC Research Unit, staff nurse, Kathleen Egan, RN (left), draws blood from 12-year-old,
Jaquilla Edwards-Keyton as part of a protocol screening. At right, staff nurse, June McMorrow, RN,
explains IV blood sparing technology to 13-year-old, Sarah Robinson, during an overnight stay.

Y B
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The Neonatal Emergency
Transport Team

—by Anita Carew, RN, nursing coordinator, Neonatal Emergency Transport Team

or more than 28 years,
the MGH Neonatal Trans-
port Team has been trans-
porting critically ill infants
from outlying locations to
the Neonatal Intensive Care Unit
(NICU) on Ellison 3. Some in-
fants are transported from as far
away as New York, Bermuda,
Cape Cod, and New Hampshire;
others come from as close as our
partner hospitals, Salem and
Newton Wellesley. The team
transports more than 200 infants
every year.

The Neonatal Transport Team
is comprised of a registered nurse,
a registered respiratory therapist,
and a physician. Currently, more
than 20 nurses in the NICU have
been trained to practice as part
of the transport team.

When an outlying hospital
needs to transport an infant re-

quiring more specialized care
than they can provide, the phy-
sician activates the emergency
transport team. Once admission
is approved, the team is mobiliz-
ed, and an ambulance is de-
ployed to pick up the team (and
any equipment needed to care
for the infant en route to MGH)
and take them to the referring
hospital. The Neonatal Trans-
port Team is a traveling inten-
sive care unit, equipped for any
emergency. We take great pride
in the safe, expert care we pro-
vide during every transport.
Many of the infants we see/
transport suffer from prematur-
ity, respiratory distress, surgical
emergencies, congenital anom-
alies, heart failure, and other
serious medical conditions. It’s
not uncommon for extremely
premature infants (weighing less

than one pound) to be transport-
ed to MGH for care. Many cri-
tically ill infants are in need of
extra corporeal membrane oxy-
genation (ECMO) therapy. Once
infants are stabilized in our
NICU, they’re transported back
to their originating hospitals to
be closer to their families.

In the spring, the NICU will
be moving to its new home on
Blake 10. The team is very ex-
cited about this move, as the
new space will offer overnight
accommodations for a parent to
stay with his/her infant ensuring
a higher level of family-centered
care.

The Neonatal Transport Team
can be activated by calling 617-
724-HELP, or the 1-800-MD-
REFER line. For more informa-
tion, contact Anita Carew, RN,
at 4-4310.

Robert Insoft, MD, medical director (back left), and Anita Carew, RN, nursing coordinator (back right), with members
of the Neonatal Emergency Transport Team, at recent Neonatal Emergency Transport Conference
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Advanced practice nursing
In Pediatric Orthopaedics

—by Erin S. Hart, RN, nurse practitioner

he Pediatric
Orthopaedic
Team continually
sets new goals
and looks for new
ways to improve the pa-
tient and family experi-
ence. As a nurse practi-
tioner, | work collabora-
tively with three pediat-
ric orthopaedic surgeons,
primarily in the ambu-
latory clinic, but also
providing inpatient care.
There was a steep learn-
ing curve in developing
this advanced practice
role, but | feel privileged
to be part of such an in-
credible team.
There are many com-
ponents to my practice,
some are common to all

nurse practitioners, oth-
ers are unique to my role.
For surgical patients, |
often perform pre-opera-
tive assessments and
physical examinations
during their initial visit. |
provide any necessary
teaching and guidance

for patients and families.
Working collaboratively
with the orthopaedic
surgeons, | obtain in-
formed surgical consent,
follow patients through-
out their inpatient post-
operative course, address
any questions and con-

ey

cerns that may arise, and
follow patients long-
term, if necessary, in our
outpatient clinic.

We recently devel-
oped a number of educa-
tional hand-outs and
brochures, and we’ve
established a new web-
site that’s easily access-
ible for individuals seek-
ing information on com-
mon pediatric orthopae-
dic conditions.

The Pediatric Ortho-
paedic Team was recent-
ly awarded a Making a
Difference Grant, which
will be used to create a
digital library with CDs
and DVDs describing the
diagnosis and treatment
of common orthopaedic
conditions and address-
ing many of the questions
and concerns that fre-
quently arise. The first
DVDs, Broken Bones
and What to Expect on
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Your Day of Surgery,
will be available in May
of this year.

I’m involved in sev-
eral research projects,
and with the assistance
and support of the entire
department, I’ve pub-
lished several articles in
various nursing and pri-
mary care journals, in-
cluding: “The Newborn
Foot: Common Diagno-
ses and Management of
Common Conditions”;
“Developmental Hip
Dysplasia: Implications
for Nurses and Antici-
patory Guidance for
Parents”; “Straight Talk
on Scoliosis: Guidelines
for Primary Care Pro-
viders”; “Slipped Cap-
ital Femoral Epiphysis:
Don’t Miss this Pedi-
atric Hip Disorder”; and
“Broken Bones: Com-
mon Pediatric Frac-
tures,” parts I and I1.

Advanced practice nurse practitioner, Erin Hart, RN, above with
colleague, Brian Grottkau, MD, in the operating room, and below
(second from left) with members of the Pediatric Orthopaedic Team

Working as
= a pediatric
nurse practi-
tionerina
surgical spe-
cialty isaun-
ique position.
No two days
are the same. |
have the op-
portunity to
provide com-
prehensive
care, patient-
teaching and
family-educa-
tion, and really
make a differ-
ence in the
lives of our
young pa-
tients.
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When/Where

March 30
12:00-3:30pm

April 5
8:00-11:30am

April 5

12:15-4:30pm

April 6
7:30-11:00am/12:00-3:30pm

April 7
8:00am-4:30pm

April 10 and 11
7:30am—-4:30pm

April 10
8:00am-4:30pm

April 10 and 17
8:00am—4:00pm

April 12
8:00am-2:30pm

April 12
7:30am-12:00pm

erngs
Description

Basic Respiratory Nursing Care
Sweet Conference Room

Intermediate Arrhythmias
Haber Conference Room

Pacing Concepts
Haber Conference Room

CPR—American Heart Association BLS Re-Certification
VBK401

MGH School of Nursing Alumni Program
O’Keeffe Auditorium

Intra-Aortic Balloon Pump Workshop
Day 1: NEBH; Day 2: VBK401

A Diabetic Odyssey
Thier Conference Room

Oncology Nursing Society Chemotherapy-Biotherapy Course
Yawkey 2220

New Graduate Nurse Development Seminar |
Training Department, Charles River Plaza

Congenital Heart Disease
Haber Conference Room
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Contact Hours

309

4.5

14.4
for completing both days

TBA

16.8
for completing both days

(for menfors only)

45

p 7T
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Music
Therapy

Music therapy

is a healthcare
profession that
utilizes the unique
qualities of music to
establish a connec-
tion with patients;
address physical,
emotional, cognitive,
and social needs;
and improve the

s quality of life for
hospitalized children
1| (and adults).

At left, music
therapist, Lorrie
Kubicek, and 13-
year-old, Cornelius
Muhammad, enjoy
an impromptu jam
session in the Ellison
18 rec room.
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ED caregivers receive
Excellence in Action Award

or some time
now, MGH presi-
dent, Peter Slavin,
MD, has been rec-
ognizing staff, both
clinical and non-clinical
with his Excellence in
Action Awards to acknow-
ledge the important but
often unsung contribu-

tions of staff in providing
the highest quality pa-
tient care. On Friday,
February 24, 2006, Sla-
vin visited the Emergen-
cy Department to deliver
an Excellence in Action
Award to members of the
pediatric staff.

Slavin shared a letter

written by a grateful
grandmother:

I just want to let you
know how much | appre-
ciate the care given to us
in your Emergency De-
partment to the six-year-
old patient, to her con-
cerned parents, and to
me, the grandmother. |

MGH president, Peter Slavin, MD, presents Excellence in Action Award to staff
in the Emergency Department. Above, accepting the award on behalf of the team, are:
Mindy Sherman, RN (left), and Stephanie Grimes, RN.
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felt we were in very good
hands and under very
watchful eyes. How do you
really explain numbness to
a child this age before you
anesthetize a laceration?
Fortunately, my grand-
daughter is well on her
way back to good health
and being the light of my
life.

So often we don’t hear
about the positives; please
let these caregivers know
that we all appreciated
their care—from the big
things to the small things.
My grand-daughter is en
route home as | type this
with much gratitude...

For more information
about Excellence in Action
Awards, contact Mary Cun-
ningham at 4-1004.
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