’.) Check for updates

The lived experience of parents and guardians
providing care for child transplant recipients

Context—Little has been published about the caregiving experiences of the parents
or guardians of children receiving liver or liver/intestinal transplants.
Objective—To describe the lived experiences of parents and guardians as they
prepared for and provided postdischarge care to a child who received an isolated
intestine or a liver/intestinal transplant and to assess the impact of transplants on
parents’ stress levels.

Design — Semistructured, audio-taped phone interviews of parents’ and guardians’
perceptions of their experiences preparing to and providing care to a child transplant
recipient were transcribed verbatim and analyzed by the research team using
established qualitative research methods.

Participants—Five parents or guardians (3 mothers, 1 foster mother, and 1 grand-
father) of children who received a transplant between 2000 and 2008 at age 11
months to 6.7 years.

Results—Responses to the interviews gravitated toward 3 focal points: the parents’
and guardians’ perceptions of their interactions with the transplant team, their
interactions with the local health care systems, and caring for themselves and their
child at home.

Conclusion—In preparing parents and guardians to care for their children after
discharge from the hospital, transplant teams need to be aware of differences
between what we think we communicate and how it is interpreted by the parents
and guardians, the relationships built between parents and guardians and health
care teams, parents’ attitudes and levels of stress, and the impact these factors have
on care and the parents’ and guardians’ experience. (Progress in Transplantation.
2012;22:393-402)
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he number of transplant surgeries performed in the

United States has increased exponentially over the
years. According to the US Organ Procurement and
Transplantation Network (OPTN), 12623 transplants
across all ages and organ types were performed in
1988 and 28 684 transplants were performed in 2010.
Included in this total number of transplants were 1713
liver transplants performed in 1988 and 6291 liver trans-
plants performed in 2010. Children make up 12% to 15%
of all liver transplants performed each year.' With cur-
rent survival rates for children undergoing liver trans-
plant exceeding 91%, more families are being faced
with the long-term challenges surrounding the care of
their child after transplant.” The successes seen and the
lessons learned in pediatric liver transplant encouraged
and fostered interest and growth in pediatric intestinal
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transplants. Although more children receive liver trans-
plants than intestinal transplants, intestinal transplant
has become the accepted treatment for patients with
permanent intestinal failure and life-threatening com-
plications of total parenteral nutrition (TPN).? In 2000,
the Center for Medicare and Medicaid Services
approved intestine, liver/intestine, and multivisceral
transplants as a standard of care for patients with irre-
versible intestinal failure and complications of TPN. As
of September 2009, the International Intestinal
Transplant Registry noted 86 accredited intestinal trans-
plant centers; 2291 transplants were performed in 2061
transplant recipients with 1184 patients being alive with
or without a functioning graft.* More than 50% of these
patients were less than 18 years old.* The 1-year patient
survival rate is 78% to 85% at experienced centers that
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use induction immunosuppressant therapy.” More than
80% of the current survivors have been able to stop
TPN and resume “normal” daily activities. The longest
survivor received a transplant more than 20 years ago.

Children do not experience life with a transplant
in isolation. Parents and guardians are challenged to
deal with their critically ill child before the transplant
surgery and must deal with the trials and tribulations
after the transplant surgery. With improved survival
statistics leading to more transplants, there is a need to
understand how families experience and cope with the
transplant process. This information can guide health
care professionals in finding ways to improve trans-
plant processes.

Transplanting organs is an expensive and complex
process for both children with life-threatening end-
stage organ failure and their parents, financially, phys-
ically, and emotionally. Although transplant surgery
treats the complications associated with end-stage organ
failure, it leaves the child with a new chronic condi-
tion—a transplanted organ. It is assumed that the new
chronic condition allows the child to optimize his or
her quality of life; however, the child and family have
to adapt to long-term health care needs and related
stressors.® Most child transplant recipients are cared
for at home by parents who may be expected to pro-
vide highly technical care that in the past would have
been provided by health care professionals.” As with
many lifesaving procedures, the survival of patients
drives the initial surge of trials and medical research.
Once adequate survival statistics have been achieved,
studies begin to look at what happens to survivors and
their families initially and long-term after the proce-
dure. However, few reports have been published that
look at the impact of transplant surgery on parents and
families and specifically at the stress parents experi-
ence when their children receive an intestinal trans-
plant and ways for health care providers to try to
decrease those stressors through their communications
and daily interactions.

Background of the Problem
Stress

Although the number of centers performing trans-
plant surgeries has increased, many families still relo-
cate to centers away from their homes, causing family
stress related to disruptions in routines, role changes,
and financial hardships.*"" It has been noted that child
and family stress may be related to poor compliance
with medications and subsequently long-term sur-
vival.” The severity of stress experienced by parents
and guardians may subsequently result in signs and
symptoms of posttraumatic stress disorder (PTSD) and
its associated ramifications.”" Lerett's described the
pediatric transplant population as a “unique and vul-
nerable population” that therefore had increased risks
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of life-threatening complications. The level of support
felt by parents and guardians was instrumental in success
after hospital discharge, as was how educational infor-
mation was given and received. Establishing parent-
professional partnerships, using open communication,
is key to providing family support that helps parents
and guardians to assume the responsibility for caring
for their child.”"

In 1997, Rodrigue and colleagues” looked at a
longitudinal assessment of 27 mothers of children
undergoing bone marrow, liver, kidney, and heart
transplant and their perceptions of stress, coping, and
family functioning. The mothers completed a number
of psychological instruments during the pretransplant
evaluation and at 1 and 6 months after transplant.
Their stress levels before transplant were significantly
lower than at 1 and 6 months after transplant. More
than half of the mothers reported clinically significant
levels of parenting stress at 1 month after transplant,
with more than one-third of the mothers continuing to
experience very high levels of stress at 6 months after
transplant, indicating that transplant surgery is not an
isolated event with a time-limited impact on parents.

Maternal coping resources reached their peak
shortly after transplantation and then diminished in
the following months. This may reflect that resources
are more available to parents while they are at the
transplant center and may be harder to access once the
family returns home. Of note is the fact that increased
parent and family stress occurred at a time when the
mothers reported reduced access to extended family
members for support. This may have occurred later in
the posttransplant period, when the perception of oth-
ers was that the emergent medical condition of the
child was improving.

Gerson and colleagues® focused on medication
adherence and psychosocial variables in 7 families of
children undergoing kidney transplant. Elevated
parental stress, dysfunctional parent-child interac-
tions, and child behavior problems were associated
with poorer medication adherence. In another study,”
psychological functioning, nonadherence, and health
outcomes were studied in parents of 38 patients after
pediatric liver transplant. Parental distress, decreased
family cohesion, and parental psychosocial risk fac-
tors contributed to the risk for late rejection, increased
numbers of hospitalizations, and death.>** As more
intestinal transplants are performed in children, under-
standing what the parents and guardians experience
throughout the process and how their experience affects
long-term outcomes must be enhanced.

Posttraumatic Stress Disorder

According to Santacroce,” uncertainty is the single
most common cause of stress for people affected by
serious illness. It affects parents of children with serious
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illness from the time of diagnosis through treatment
and plays a role in PTSD. Young and colleagues”
looked at the incidence and severity of PTSD symp-
toms, and contributory factors, in 170 primary care-
givers of pediatric solid organ transplant recipients.
Data were collected between 10 and 38 months after
the initial surgery (mean, 18.2 months; SD, 6.8 months).
All measures were completed by using an interview
format either before or after follow-up clinic visits
when possible; otherwise the measures were completed
by telephone.

As for the overall scores on the Beck Depression
Index-11, most scores were within the normal mean,
suggesting that the caregivers did not exhibit signs of
clinical depression. However, 27.1% showed at least
mild depression, with 49.8% of these in the moderate
to severe range; 50.6% reported symptoms of moder-
ately severe PTSD. Avoidance was the strongest
symptom reported in the 46 parents who were consid-
ered to have PTSD. Multiple regression analysis showed
that PTSD symptoms were most strongly associated
with parents’ report of their child’s health, the impact
of the transplant on the family, and parental attitudes
toward the medical caregivers.

Farley and colleagues' looked at parenting stress
and parental posttraumatic stress symptoms after pedi-
atric heart transplant. Parents of 52 children seen during
routine clinic visits completed questionnaires assess-
ing illness-related parenting stress and symptoms of
posttraumatic stress. The children had received a trans-
plant from 3 months to 10 years earlier. Of concern was
that 40% of the parents showed moderately severe to
severe symptoms of posttraumatic stress. Ten of the
parents met clinical diagnostic criteria for PTSD. The
authors noted that many of the subjects may not have
met full diagnostic criteria for PTSD but had sub-
threshold symptoms that caused major disruption in
their family lives. The phenomenon of subthreshold,
but clinically significant posttraumatic stress symp-
toms has been identified as occurring frequently in
parents of medically ill children and affects family
health and psychosocial outcomes.>*

More recently, in 2011, Rossi and colleagues"
examined the quality of life and coping skills of 56
parents of children undergoing heart transplants. Their
focus was on family anxiety and depression and the
relationship between PTSD as it related to a child’s
poor response to the disease process and compliance
with medical regimens. They included the clinical
variables of the sex of the parent, rejection, number of
medications, frequency and number of hospitaliza-
tions, as well as the child’s age at the time of trans-
plant. They demonstrated the presence of PTSD
among 52% of the mothers and 40% of the fathers,
which correlated significantly with the trait of anxiety
and none of the other variables.

Progress in Transplantation, Vol 22, No. 4, December 2012

Providing care for child transplant recipients

These studies, although small in number, show
that the impact of transplant on families does not end
when a child leaves the hospital but has ramifications
for the long-term health and well-being of the child
and the child’s family. How information is communi-
cated is of utmost importance, as is building relation-
ships with the families, including open honest dialogue.
The perceptions of what is being said to parents and
guardians and what is being heard need to be better
understood. Health care professionals must be aware
of mitigating factors that affect families and children
and provide appropriate interventions to help them
through the process of transplantation.

Communication and relationship building are
instrumental in how professionals give information and
how parents and guardians receive information that may
affect short- and long-term complications and survival.”’
With an increase in the number of children undergoing
intestinal transplants, we need to examine the long-
term effects on the parents and build in resources to
support parents and families over time. The following
study is designed to hear the stories of parents and
guardians as they prepared for their child’s discharge
and subsequent return home. The study will expand the
body of knowledge on the lived experiences of parents
and guardians of a child who received an intestinal
transplant. It is the first phase of a multiphase study
designed to look at the effects on parents of living with
and caring for their child after transplant.

Methods
Design

This study used a qualitative approach that aimed
to capture individual parents’ and guardians’ percep-
tions of their experience preparing for and providing
care to a child after transplant surgery. After the study
was approved by the institutional review board, poten-
tial participants were mailed a letter of invitation with
a return form and envelope for them to indicate their
willingness to participate in the study. Phone interviews
were used for data collection. Each person who agreed
to participate was interviewed once by using open-
ended questions focused on the parent or guardian’s
perceptions of their needs and preparation for serving
as a primary caregiver once a child was discharged
from the hospital after isolated bowel transplantation
or liver/bowel transplant (Table 1).

Parent interviews were tape recorded, transcribed
verbatim, and verified for accuracy. The verbatim tran-
scription of each interview was reviewed by the research
team, using a recursive process to identify themes.
Four nurse experts individually reviewed each tran-
script to become familiar with the narratives and to
perform line by line coding as described by Spradley .
Then, the 4 nurses reviewed the transcripts as a research
team, comparing their codes, thoughts, and observations
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Table 1 Interview guide

Parental open-ended interview

Interview guide (after confirmation of willingness to participate
in the study and audio recording)

What was it like getting ready to care for your child after
dismissal from the hospital after transplant?

What was most difficult?

What was easiest?

What were your greatest needs at that time?

Who or what helped you the most?

What would you have liked to have seen done that was not?

What recommendations do you have as we prepare other
parents to care for their child after transplant?

What was it like returning to your home after transplant?
What was most difficult?

What was easiest?

Who or what helped you the most?

Did you have extended family or friends who were available?
Did they help—why or why not?

The intent is to “hear” what the parents see as their needs.

about the interviews. Shared thoughts and general
observations were recorded on flip charts separate
from the data as common themes in the narratives
were identified.

Various strategies to ensure the rigor of qualita-
tive research were integrated into the team’s work.
These included maintaining an audit trail, searching
for negative evidence, and maintaining open commu-
nication among the members of the research team. If
there was concern regarding the strength of the themes
as they evolved, the team returned to line by line
review of the data for clarification.

Sample

Because this was a first-phase pilot study to guide
future research with parents and guardians of children
who are organ transplant recipients, the research team
made a decision to limit the sample for this study. All
English-speaking parents and guardians of children
who had received an intestinal or liver/intestinal trans-
plant between 2000 and 2008 at our facility and who
had returned home and subsequently died were invited
to participate in the study. This sample population
was purposely chosen so that remaining parents and
guardians could be sampled for the next phases of
research without concern regarding the effect of these
interviews on future responses or willingness to par-
ticipate in additional studies. Exclusion criteria included
parents and guardians who did not speak English or
whose child was dismissed for terminal care. The
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interviews focused on the parents’ perceptions of
preparation for their role as a caregiver for their child
at the time of discharge from the hospital and upon
returning home. The interviews did not focus on the
child’s death, and death was not an anticipated out-
come for the child upon dismissal from the hospital.

Results

Thirty-nine letters of invitation were mailed to
parents and guardians who met the study criteria.
From those letters, we received 7 responses (6 accept-
ing and 1 declining); 7 letters could not be delivered
because a current address was not available, and 25
had no response. Of the 6 affirmative responses, 5
interviews were completed. One subject was unreach-
able after multiple telephone attempts. Demographic
characteristics of the respondents are shown in Table
2. The participants did provide rich data for qualitative
analysis, and it was determined that adequate saturation
was reached to enhance our understanding of their lived
experience and proceed with plans for future research.

The parents’ and guardians’ responses to the inter-
views were focused on their perceptions of (1) interac-
tions with the transplant team, (2) interactions with their
local health care systems, and (3) caring for themselves
and their child. Commonalities within these responses
included communications, relationships, and processes.
Interviews did not focus on the death experience.

Perceptions of Interactions With the
Transplant Team
Communications With Team

The transplant team at a large teaching hospital
includes a variety of staff and students that may vary
from day to day. The team includes a staff surgeon,
transplant fellow, pediatric hepatologist, resident, nurse
practitioner, nurse coordinator, social worker, phar-
macist, dietician, staff nurse, and students in any of
these specialties. Although bringing this number of
professionals together for care of the child and family
enhances the comprehensiveness of the care, the size
of the team can be formidable to families not accus-
tomed to such large teams. Families are informed about
the composition of the team, but may be a bit “over-
whelmed” by the numbers and/or hesitant to speak up
in front of such a large number of people. Conversation
among the team that provides education to students
and provides for optimal care planning may be confus-
ing to caregivers focused on the specifics of their child.
The nurse coordinator often returns after rounds to try
to clarify any confusion in the plan of care and make
sure that individual family concerns are adequately
addressed. Although the transplant team has multiple
resources available for families and spends many
hours providing education, the perceptions of what is
communicated and how it is accomplished varies.
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Table 2 Demographics of parents/guardians interviewed

Parent or guardian

Characteristic 1 2 3 4 5
Age group, y 50-69 19-30 19-30 50-69 31-49
Relationship to child  |Foster mother Mother Mother Grandfather Mother
Annual income, $1000 |40-50 <10 10-20 80-99 40-59
Education Some college Lesshthzim high Some college 4-year college 2-year college
schoo
Marital status Widowed Single Married Married Married
Child’s age 11 months 13 months 11 months 17 months 6.7 years
Type of transplant Liver/small Liver/small Liver/small Small bowel only |Small bowel
bowel/pancreas bowel/pancreas bowel/pancreas only
Age at death 3.6 years 22 months 16 months 6. 4 years 7.4 years
Survival 2.7 years 9 months 5.5 months 5 years 9 months

Parents’ and guardians’ comments about activities
occurring during transplant team rounds and individ-
ual communications with members on the team artic-
ulated their experiences. Team rounds seemed to be
quite chaotic in the minds of the parents and guardians.
“Ten to twelve people were on rounds all shooting
questions back and forth and parents kind of get left
aside.” “‘Ping, ping, ping’ . . . they go down the hall-
way, slow down at our room and then they would
leave and go ‘ping, ping, ping’ . . . and be gone.” “Holy
crap, the team was in and out and I wasn’t able to ask
my questions.” “After rounds, I went to the Internet to
review [what was said on rounds].” “When you guys
made rounds, we had to step in and not try to take con-
trol but assert ourselves so that everybody took the
time to let us soak it [the information] in.” One parent
subsequently wrote down agenda items and gave the
team a list as they entered the room, asking each doc-
tor to speak separately.

There was a sense from this group of parents and
guardians that they had to “learn about” the transplant
team and facility and vice versa. One parent noted that
they had to “learn a new language” —it took some
time but they needed to do that plus learn to be “more
assertive” in dealing with the team to get the needed
information. Another said they felt the “need to be
heard” but did not know exactly how to say the things
that they wanted to say. One parent felt that not all par-
ents were “up to speed” with the medical problems or
complexities and were afraid to ask questions for fear of
“finding out the answers.” Parents sensed some incon-
sistencies among the transplant team members. One
parent or guardian noted that “if you didn’t like the
answer given by one team member, ask someone else,
and the answer might change.”
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Relationships With Team

Parents and guardians observed that different
health care providers had different styles and attitudes
toward their child’s care. One parent was appreciative
of one physician who always stayed to answer ques-
tions, did not appear to be rushed on rounds, and fin-
ished the visit by asking, “Do you have any more
questions?” Another physician was noted to be “non-
chalant about things, and even more so when the
patient was critically ill.” This parent went on to ask
the physician, “Can you take off your doctor jacket
and put on your parent’s mind and help me understand
what you feel you would be doing if this was your
child, if we need to think about something else regard-
less of how unconventional it is?” The response was,
“I can’t do that.” In the eyes of the parent or guardian,
this reaction made the physician seem less connected
and concerned with the child and family.

There were impressions that the members of the
rounding team, including the nurse coordinators and
nurse practitioners, were knowledgeable and answered
questions, although one parent stated that the nurse
coordinator would come back after rounds “only if
I looked puzzled.” One parent observed that the trans-
plant team became the “family” of the patient and
the parents and guardians. “They [the parents and
guardians] depend on you for that emotional and pro-
fessional support.” There were comments about the
nursing staff. “A lot of the nurses were very helpful,
as was the nurse practitioner. They had the most gen-
eral overall knowledge of the people that I was able to
talk to on a frequent basis.” Other comments included,
“The [staff] nurses were running around a lot with
other patients. They were sometimes hard to get a hold
of and able to answer only 1 question and then they
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were off.” “The nurses were frustrated with me [dur-
ing ostomy teaching]. They often wanted to do teach-
ing when I was ready to vomit” (mom was pregnant).
Also mentioned was that families turned to each other
for guidance and support while in the hospital. “They
lean on other families [for support], but another family
member may not always be the best resource for them.”
Family support groups were recognized as an impor-
tant resource for getting “good information,” yet it
was also noted that without input from health care pro-
fessionals, there was a risk for parents to receive “bad
information” from members of the support group.

Discharge Process at the Transplant Center

Health care providers know the importance of
starting plans for dismissal early in the course of the
transplant once patients are hemodynamically stable and
their parents or guardians can focus on future needs.
Transplant teams often have detailed plans for address-
ing the complex needs of the child/family involving
multiple members of the transplant team. Team mem-
bers include, but are not limited to staff nurses, coordi-
nators, pharmacists, social workers, dieticians, physical
and occupational therapists, child life specialists, and
educators. Although standardized plans are in place,
the individual needs of each child/family are taken
into consideration as part of the discharge process.
When asked about preparation for dismissal, the parents
and guardians once again had a variety of responses.
One said that in looking back, she would have done
some more preparation through the Internet, looking
up medications and “all that good stuff.” “I feel like at
that time [of discharge teaching], I was not ready to
have that information.” One suggestion was to give
information about the medications on a more frequent
basis. Some said there were no problems with the
preparation for discharge: “I had done all of his care
up to this point and had gone through this stuff
already.” “I had all the information when I came back
[home]. Everyone told us everything very clearly so I
had everything clear when I came back [home].” “The
fact that I had a phone number and knew how to con-
tact somebody [after leaving the hospital] who knew
my child was very comforting.”

Another parent said that “most of the nurses and
doctors had given me the idea of what was what.”
“The nurse showed me really well how to do pretty
much everything that I was going to have to do and
supplied us with everything we needed once we were
gone [from the hospital].” This parent had been doing
all the child’s care at home before the transplant and
opted to “room-in” during the hospital stay, and thus
felt that there were not a lot of new things to learn
before leaving the hospital.

It was noted that the discharge process could be
stressful because the staff nurses had other patients

398

and were not always readily available at the time the
parent had questions. The parent felt the need for more
time to absorb all the information about the required
care and responsibilities for the child. Of note, one
parent was pregnant and did not always feel well enough
to be actively involved in the care in an attempt to
retain information such as wound and ostomy care.
Most of the parents and guardians had mixed emo-
tions about actually leaving the hospital: “thrilled but
apprehensive,” “happy but nervous,” “excited but nerve
wracking,” “fear of the unknown,” and “expected the
worst.” The things they found helpful were phone
numbers to key contacts such as transplant coordina-
tors and home health care nurses. They prepared in
ways most suited to their “style.” One felt the need to
make a detailed daily checklist/record that included
such things as the times to do bathing, change dress-
ings, give medications, check vital signs with a detailed
record of what the child had in and out (food, tube
feeding, fluids, ostomy output, and urine). There was
a comfort level while staying in the vicinity of the trans-
plant hospital but an eagerness to go home. Extended
family was noted to be of help in transition as were the
primary care physicians in the patient’s local community.

Perceptions of Interactions With
Local Health Care Systems
Communications/Relationships With the
Local Team

The parents and guardians generally felt that they
had good relationships with their local medical doc-
tors. One said that the local physician “always gave
me hope.” The local physician was seen as prepared
for the child returning home, but not for the severe
problems that occurred once at home. “Over here, the
[doctor] was good, but the doctors in the [intensive
care unit] were thinking I didn’t know anything about
caring for a transplant patient. They didn’t listen to
me.” One parent felt that the local physician was well
prepared to care for the child but, when the child sub-
sequently was admitted to the local intensive care
unit (ICU); the ICU physicians were not as informed
about the child and/or the transplant as was the pri-
mary care physician.

One parent felt like a “bother” to the local physi-
cians. Another was fearful that something was wrong
but was unable to describe the problem correctly. The
parent felt a need to be “persistent” in returning to see
the local physician multiple times before the child was
admitted to the hospital. If the child was hospitalized
locally, there was a general feeling that parents had
to remind staff to give the medications on time and
be constantly “vigilant” to make sure all care activities
were performed. “They just treat the transplant patient
like a regular patient. They shouldn’t do that.” The par-
ents and guardians also questioned the local physician’s
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knowledge about the appropriate timing to send the
child back to the transplant center and wondered if
they did not want to call the transplant center because
of “fear of being seen as not skilled” enough to care
for the patient.

Process at Local Health Care System

Families spend extended time during and after the
surgery at the transplant center. They become familiar
with the program’s personnel, routines, and resources.
In general, they had positive experiences attributed to
the staff and the lifesaving nature of the procedure.
Subsequently, this may have made the transition to
home seem more challenging as the people, processes,
and procedures changed. At home the parents had con-
cerns about difficulty getting laboratory results back
in a timely matter, including identification of types of
infection. They noted problems in getting supplies from
local home health care companies as quickly as they
did when in the vicinity of the transplant center. They
did not feel that the unique needs of their child were
addressed in the same way as at the transplant center.

Caring for Self and Child

Parents and guardians seemed to have an intense
focus on their child and the child’s individual needs.
They talked about always being “vigilant” —even when
the child was hospitalized. “We need to care for them
even if it affects adult friends or family relationships”
and continued with the need to have “less regard for self”
or to “sleep with one eye open, buck up and fight a lit-
tle harder.” There was a thought process to accept med-
ical needs as normal and to organize self and home to
support those needs. Yet, the parents felt that their chil-
dren needed to experience normal childhood activities.

There was an awareness that the transplant did not
“fix everything” and not to get comfortable because
the “roller coaster ride is not over.” Some had extended
family members who were helpful, yet even with
extended family, one parent noted the need to still do
everything for the child “99.9%” of the time. This par-
ent spent hours in the school system on a daily basis
in case the teachers needed any help with medications
or medical equipment. Another scheduled all activi-
ties around the child’s medication schedule. Most did
not express that their responsibilities were burden-
some, and one noted that “being a little sleepy or a lit-
tle tired is a whole lot better than the alternative.”
Another thought was, “God gave us the grace to get
through . . . one day at a time.” One parent was able to
take time to “recharge her batteries” with the help of
extended family and friends. Only one parent discussed
having a significant health problem that was most
likely related to the transplant experience and the sub-
sequent death of the child. This parent had a clinical
diagnosis of PTSD, was treated with medications and
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therapy, and had resolution of the symptoms. Two of the
parents or guardians experienced the birth of a healthy
baby after the death of their child who had a transplant.

Discussion

Transplantation is an expensive, complex process;
financially, physically, and emotionally. Survival rates
continue to improve, yet children and families continue
to face unique stressors and challenges. Contributing
to these challenges are the ups and downs associated
with ongoing medical cares, multiple medications and
complications, and the involvement of many different
health care providers and systems in different locations.
The experiences of the parents and guardians in this
study suggest that we may be able to improve commu-
nications, relationships, and processes during and after
transplant. By doing so we may be able to better address
parental levels of stress and improve the quality of
care provided to children and their families.

Transplant centers are often associated with large
teaching hospitals. Therefore the daily team rounds
include a number of health care providers: students,
resident physicians, medical and/or surgical fellows,
attending staff physicians, nurse coordinators, staff
nurses, pharmacists, dieticians, and social workers.
Although we may tend to see our teams as focused on
patients and their families, we need to realistically ask
ourselves if that is truly the perception of parents and
guardians. The parents and guardians need to feel that
the central focus of rounds is directed toward the indi-
vidual patient and family and not confused by the gen-
eral education of the students. It is imperative to ensure
that all questions are asked and answered; that the
family does not feel “rushed” to voice opinions, ques-
tions, or concerns; and that they understand the thoughts
and plans initiated by the team.

Generally the discharge process begins once
patients are hemodynamically stable and parents have
the time to focus on future needs. Staff nurses contin-
ually provide education about medications, routine
care such as bathing, catheter care, ostomy care, and
complications of transplantation. The transplant coor-
dinator sees the family on a daily basis to assess needs
and has 3 or more individualized education sessions
with the family to reinforce medication teaching, aware-
ness of potential complications, identification of situ-
ations requiring immediate contact with the transplant
team (or the local physician once at home), and phone
numbers to reach the team at any time. The dietician
frequently reviews formula and fluid needs, including
how to properly mix different formula preparations and
calculate fluid replacement requirements. The pharma-
cist also reviews each medication, mechanism of action,
common side effects, timing of administration, and so
on before the patient is discharged. During this time,
the pharmacist has the actual medication containers, so
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parents have written information and can actually see
the medications before discharge. Discharge teaching
involves having multiple providers dispense complex
information to parents. The information needs to be
communicated in ways best suited to the learning styles
of the parents and guardians and starts with developing
a trusting relationship and supportive environment.

The local physicians are notified by the transplant
coordinator when a child receives a transplant, any
time a child goes back to the operating room or ICU,
and when the child is discharged from the hospital and
ready to return to the family’s local area. A packet of
information is prepared for all local physicians that
includes the following: history and physical examina-
tion reports, discharge summaries, operative reports,
biopsy reports, recent radiological reports, a list of
medications, current laboratory results and a detailed
letter about the specifics of caring for a child with a
transplant, including how to deal with fever in an
immunocompromised patient.

It is important for the transplant team to build trust-
ing relationships with patients’ families that include
professional opinions and personalized care and sup-
port. Transplant teams should develop the appropriate
processes to achieve optimal outcomes; building pos-
itive relationships with families; ensuring that they
have information geared toward their specific needs;
the time and environment to support learning about
medications, acquiring technical skills, and recogniz-
ing signs and symptoms of infection and rejection;
and the development of organizational skills to make
a smooth transition to the outpatient setting and home.

The literature suggests that the long-term nature
of transplantation and medical care after transplant
can create more stress than is typically encountered by
patients and their families faced with a single surgical
event. As noted by Sactacroce, chronic illness either
in oneself or one’s child has been viewed as a poten-
tially traumatic event resulting in a continuum of stress
reactions including posttraumatic stress syndrome and
PTSD. The 3 categories of symptoms for posttraumatic
stress syndrome include arousal (hypervigilance), reex-
periencing, and avoidance. Some of these symptoms
were possibly evidenced in the interviews. Hypervig-
ilance was evidenced as parents voiced the need to do
most of the cares, not asking others for help, making
detailed charts of intake/outputs and/or who was com-
ing and going from the child’s room, and “persis-
tence” in getting doctors to respond to their needs.
That stress is an ongoing problem is reflected through-
out the interviews of the parents and guardians. It
starts in the hospital setting (and even before admis-
sion) and persists into the outpatient and home envi-
ronment as families are forced to interact with different
staffs, institutions, and processes. It is unknown why
25 subjects chose not to respond to the interview
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and/or if they had different experiences/or perceptions
than the persons who chose to respond had. The death
experience of their child may have played a part in the
willingness of potential subjects to participate. How-
ever, given the review of the literature, a component
of stress or posttraumatic stress may have influenced
their ability or willingness to respond.

This study shows that stressors surround the trans-
plant and discharge processes, yet many questions
remain unanswered. As noted in the work by Lerret
and colleagues,'*?” effective communication and
developing trusting relationships are key factors for
future research. It may not be unexpected that parents
and guardians would experience a different relation-
ship with their local physician than with unfamiliar
staff within local hospital systems. Smaller community
hospitals may not have the ready access to resources
afforded to patients at transplant centers, which may
account for some of the parents’ perceptions and stres-
sors as well as transitioning families from one phase
of transplant to another—hospital to outpatient to home.
How we communicate, what we say, how it is said and
how it is received, plus the written information we
provide, is crucial to the success of these transitions
and affects the relationship among transplant team,
patient’s family, and local care providers, and ulti-
mately the care of the child transplant recipient.

More research studies focused on effective com-
munication (both verbal and written), family perspec-
tives, and building relationships will improve the way
we provide care to children and families undergoing
transplant. Going forward, a number of studies are
proposed to build on our current findings and address
some of these concerns. These studies include studies
of ways to improve teaching of families about medica-
tion management, studies assessing caregiver burden
in the adult transplant population, and longitudinal stud-
ies looking at the needs of adult and pediatric trans-
plant patients and their families. No doubt ongoing
studies in these areas will lead to additional questions
and areas of investigation to promote quality care.

Study Limitations

The tendency is for authors to list small sample
size as a study limitation. Although our sample included
only 5 participants, adequacy of sample size in quali-
tative research is driven more by data saturation than
by numbers. This study was started as a pilot to deter-
mine if we could reach saturation with the number of
individuals who participated. After data analysis, the
team was comfortable with the adequacy of our sample.
The fact that the children of the persons interviewed
had died could also be a concern, but this did not seem
to materialize as a problem because the interviews
were focused on preparation for discharge, not on the
death. In addition, no parent or guardian was included
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if the death of the child had been recent. The limita-
tion of data collection to patients treated at one insti-
tution is important to note. It is hard to determine if the
experiences were specific to this transplant program.
Replication by other facilities could help to address
that concern. In addition, the future phases of this
research program will provide quantitative data about
stress and other concerns identified in the literature.

The demographics of the study participants may
not be representative of our normal population base,
which tends to be younger, unmarried, and have fewer
financial resources, and that difference could influ-
ence the findings. Perhaps this segment of our popula-
tion did not feel motivated to respond to the invitation
to participate. Because the need for transplantation
crosses all age, racial, and socioeconomic strata, we
need to be cognizant of how transplantation affects
people in all spheres of life.

Conclusion

This study adds to the body of literature about the
experiences of parents and guardians after transplant
and supports the need for ongoing research regarding
how we can provide better care to the parents and
guardians of transplant patients. From these interviews,
we ascertain that parents and guardians of child trans-
plant recipients do have experiences that could con-
tribute to stress during the transplant process and the
subsequent return to home. The stress involves per-
ceived inconsistencies that exist within the transplant
program itself (eg, multiple members involved with
rounds, different team personalities and communica-
tion styles, use of medical terminology that may be
difficult to understand, timing of discharge prepara-
tion), medical complexities of each individual patient,
change in procedures and staff between the transplant
hospital and the local hospital, mechanics of organizing
home care resources, and the change in home routines
once a child returns home. Parents report symptoms of
acute stress in their need to provide most of the hands-
on care, accept minimal help from family and friends,
but maintain most of the control, sleep with one eye
open, and wait for the next shoe to drop.

This study looks at the lived experience of parents
and guardians caring for children after transplant. The
subjects had a story to tell. It is our responsibility to
listen, ponder, and continue to identify approaches for
increasing the knowledge of care providers to improve
outcomes and relieve the stress of the experience. The
results of this study will contribute to future studies
that will build on these findings.
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