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A B S T R A C T

Purpose
When a child’s cancer progresses beyond current treatment capability, the parents are likely to
participate in noncurative treatment decision making. One factor that helps parents to make these
decisions and remain satisfied with them afterward is deciding as they believe a good parent
would decide. Because being a good parent to a child with incurable cancer has not been formally
defined, we conducted a descriptive study to develop such a definition.

Methods
In face-to-face interviews, 62 parents who had made one of three decisions (enrollment on a
phase I study, do not resuscitate status, or terminal care) for 58 patients responded to two
open-ended questions about the definition of a good parent and about how clinicians could help
them fulfill this role. For semantic content analysis of the interviews, a rater panel trained in this
method independently coded all responses. Inter-rater reliability was excellent.

Results
Among the aspects of the definition qualitatively identified were making informed, unselfish
decisions in the child’s best interest, remaining at the child’s side, showing the child that he is
cherished, teaching the child to make good decisions, advocating for the child with the staff, and
promoting the child’s health. We also identified 15 clinician strategies that help parents be a part
of making these decisions on behalf of a child with advanced cancer.

Conclusion
The definition and the strategies may be used to guide clinicians in helping parents fulfill the good
parent role and take comfort afterward in having acted as a good parent.

J Clin Oncol 27:5979-5985. © 2009 by American Society of Clinical Oncology

INTRODUCTION

Parents of children who are expected to die of
cancer often describe themselves as trying to be a
good parent in making care decisions in the
child’s best interest.1 Parents’ perceived success in
this effort is influenced by their interactions with
the child’s clinicians. The support of trusted clini-
cians in decision making conveys that the parents
are viewed as good parents.1-3 Clinicians’ reac-
tions to parental decisions (respect for the deci-
sion v doubt) can enhance or diminish parents’
sense of competence at a time when there are few
remaining opportunities to be a good parent. Cli-
nicians’ reactions also influence parents’ level of
trust at a time when trust is essential to meet the
child’s and family’s needs.4-6 In addition, parents of
children who have died of cancer report that their
sense of having been a good parent at the end of

their child’s life helps them to emotionally survive
the experience and the child’s loss.2 In our previous
research, 84% of participating parents of children
with incurable cancer identified a factor influencing
their decision making to be “deciding as a good
parent would.”1 We recognized that we did not
know the meaning of this commonly considered
factor for parents.

An understanding of the meaning of being a
good parent to a child dying of cancer may help
guide clinical care, optimize support for difficult
treatment or care decisions, and allow parents the
comfort of having made a good parent’s decision.
We conducted interviews with parents who partici-
pated in making one of three decisions for a child
with cancer to elicit their definitions of being a
good parent. We also asked what clinician behaviors
would be helpful to parents in fulfilling the good
parent role at this time in their child’s care.
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METHODS

Setting and Sample

This descriptive study took place at St Jude Children’s Research Hospital
and was approved by the institutional review board. Eligible parents were
English speaking, and had made a noncurative treatment decision during the
previous 72 hours for their ill child. We approached only parents identified by
clinicians as having made one of three decisions, able to provide informed
consent, and unlikely to be emotionally burdened by an invitation to partici-
pate. The three decisions were whether to enroll in a phase I study, to initiate a
do not resuscitate (DNR) order, and whether to initiate terminal care (ie, to
end all disease-directed therapy while continuing aggressive symptom man-
agement). Each parent could participate in the study only once.

Procedures

Eligible parents were identified through our attendance at clinical
rounds, daily review of physician documentation in the intensive care and
bone marrow transplant units, electronic notification of each enrollment on a
phase I trial, and by clinician referral. When a potentially eligible parent was
identified, a study team member confirmed the parent’s eligibility with both
the child’s physician and psychosocial specialist. After signed informed con-
sent was obtained, the parent selected the interview location.

Using our standard decision making study interview format,1-3 we first
asked parents to describe the decision they had made. As described in our
explanation of the study to parents and in the consent documents, we then
read the following statements to the parents: In our previous studies with
parents and guardians who have made a difficult decision, such as the one you
recently made on behalf of your child, we learned that the parents/guardians
made their decision to benefit their child in some way. These parents/guard-
ians described their decision making as “doing what a good parent would do”
or “deciding as a good parent would.” It is important to staff to do all that they
can to support your definition of what a good parent is or what a good parent
would do. (1) Please share with me your definition of being a good parent for
your child at this point in your child’s life. (2) Please describe for me the actions
from staff that would help you in your efforts to be a good parent to your
child now.

The interviewer wrote down the parent’s responses, read them back to
the parent for verification, immediately typed them, and returned the typed
interview to the parent(s) for review. The three interviewers were retrained in
obtaining consent and interview technique every 3 months throughout the
22-month study period.

Analysis

After accuracy was confirmed by parents, the transcribed responses were
analyzed for semantic content to identify the parents’ intended meaning.7-11

Two study team members jointly reviewed the first four interviews and applied
codes to each phrase to capture its meaning. Three team members (one
palliative care physician and two nurse researchers) then completed study-
specific training in semantic content analysis using the four interviews and
independently analyzed the remaining interviews. The specific steps in this
analysis were as follows. (1) Each phrase was labeled with a code derived from
the exact and recurring verbiage used by the parents and that represented the
parents’ intended meaning and thus the codes’ meaning. (2) Each individual
coded phrase was repeatedly compared with the actual parent interview quotes
and with all other coded phrases to make sure the parents’ intended meaning
was accurately captured in the label and to assess for overlapping or expanded
meaning among the recurring codes. (3) A conceptual definition was devel-
oped for each code based on the parents’ verbiage and the assessed parents’
meaning. (4) Inter-rater reliability estimates (percent agreement) were com-
puted for each code. (5) Codes with overlapping meaning and that recurred
together frequently were combined to reduce the number of unique codes; as
a result of the combining, a reworking of the code definitions was completed to
include all aspects of the combined codes (now labeled themes) and the
definitions of the themes. (6) All elements of each theme were compared and
extracted to form the overall conceptual definition of being a good parent.

RESULTS

Sixty-two parents (including four couples) of 58 patients participated.
Most parents were mothers (91.4%) and white (44.8%); their ages
were 19.7 to 55.2 years. Only the interview responses from the parents
who identified themselves as the primary caregiver are included in this
analysis to avoid the possibility of duplicative responses from couples
that could inflate frequency rates of findings. The most frequent deci-
sions were about phase I study enrollment (51.7%) and DNR status
(29.3%). Each parent responded to both interview questions; there
were no missing data. Most of the 58 patients were white (65.5%) and
male (56.9%); their ages were 6 months to 21.6 years. Solid tumors

Table 1. Characteristics of the Study Group

Characteristic

Patients (N � 58)

No. %

Primary caregiver
Mother 53 91.4
Father 5 8.6

Sex
Male 33 56.9
Female 25 43.1

Ethnicity
Parent

White 26 44.8
Black 7 12.0
Other 3 5.1
Unknown 22 37.9

Patient
White 38 65.5
Black 12 20.7
Biracial 3 5.2
Asian 1 1.7
Other 4 6.9

Age, years
Parent

Mean 37.6
SD 7.8
Median 38.2
Range 19.7-55.2

Patient
Mean 11.3
SD 6.2
Median 11.4
Range 0.6-21.6

Diagnosis
Solid tumor 30 51.7
Brain tumor 21 36.2
Leukemia 7 12.1

Decision made
Phase I study

Yes 30 51.7
No 0 0.0

DNR
Yes 17 29.3
No 1 1.7

Terminal care
Yes 9 15.5
No 1 1.7

Abbreviations: SD, standard deviation; DNR, do not resuscitate.
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were the most common diagnoses (n � 30; 51.78%; Table 1). All but
two patients are now deceased. Death occurred 3 to 103 days (median,
10 days) after a DNR decision; 3 to 685 days (median, 46 days) after a
terminal care decision; and 39 to 1,508 days (median, 138 days) after a
phase I decision.

Each parent was interviewed once; the mean interview time was
31 minutes (median, 23 minutes). Most interviews (n � 63) occurred
in clinical or domiciliary settings; one parent requested a telephone
interview. Two couples requested that they be interviewed simulta-
neously; all other parents were interviewed singly. Three parents made
minor corrections to the interview transcripts, 57 approved them
without change, and two elaborated on them. Mean inter-rater reli-
ability (% agreement) for each code was 92.6% (median, 75%; range,

50% to 100%) for the first question and 92.0% (median, 75%; range,
50% to 100%) for the second.

Interview question 1: Please share with me your definition of
being a good parent for your child at this point in your child’s life.
Eight themes identified among the 220 meaning codes assigned to
parent responses (Table 2) formed the basis of our definition of being
a good parent. The most frequent theme (in 89.1% of interviews) was
“doing right by my child,” conveying parents’ desire to make deci-
sions in the child’s best interest and meet the child’s basic needs to
the extent possible, in an unselfish manner. The next two most
frequent themes, identified in 48.4% and 42.2% of interviews, respec-
tively, were “being there for my child” and “conveying love to my
child.” Parents felt that it was important to be continually supportive,

Table 2. Parental Definition of “Being a Good Parent to My Dying Child”

Theme (n � 8) Definition

Codes
Parents

Reporting

Sample QuoteNo. % No. %

Doing right by my child Making prudent decisions in best
interest of child (even when parent
would prefer different course) after
weighing all options; meeting basic
needs (eg, clothing, food, education)
in unselfish way that may require
sacrifices

67 30.45 57 89.1 “We tried as much as we could to get her
the best treatment.”

“This is simple—doing what is best for
your child.”

Being there for my child Always at child’s side and supportive
regardless of challenges; knowing
at all times which activities child is
engaged in and with whom

50 22.7 31 48.4 “Always being at her side.”
“Being with her every step of the way.”

Conveying love to my child Demonstrating to child by actions and
words how cherished child is, even
under difficult circumstances;
focusing on child’s quality of life
and happiness

30 13.0 27 42.2 “Most of all, giving him the love that I
have.”

“Tell them you love them every day, and
never take anything for granted.”

Being a good life example Trying to live life that teaches child to
behave in positive ways, know right
and wrong, make good choices, be
respectful of others, and show
sympathy to others

17 7.7 13 20.3 “Training your child to make good
choices.”

“Doing things that will make the child be
a better person rather than slipping
through life.”

“Sympathy—make sure your kids learn
sympathy for others.”

Being an advocate for my child Knowing what child wants and alerting
staff to those wants; involving staff
in care that parent is unable to
perform; trying to stay focused on
meeting child’s needs at all times

14 6.4 14 21.9 “We try to tell the staff if it is something
we can’t do.”

“For a while, I felt like I was a bad person
because I’m honoring his wish, but I
told myself to go on and be the bad
person because you are doing what
your child wants.”

Letting the lord lead Bringing child up to know God and
find comfort in his constant
presence; letting child know that
parent prays for child every day

14 6.4 11 17.2 “To provide a Christian home, to bring
them up in a Christian home learning
about God and knowing how important
that is.”

“Pray every day for yourself, your children,
and others. And let your kids know that
you do this.”

Not allowing suffering Trying to prevent care that causes
child to suffer but may not benefit
child; wanting child to be able to die
with dignity

21 9.54 12 18.8 “Making her as comfortable as we can—
little things like what type of saline—
the purple top—doesn’t make her
nauseous.”

“A good parent is also to let her leave this
world with dignity that she entered it
with and not with someone beating on
her chest.”

Making my child healthy Helping child to be as healthy as
possible and to function as normally
as possible for as long as possible

7 3.2 6 9.4 “Do everything you can to help your child
live longer and healthier.”

“To help him be as functional as he can
be for as long as he can be.”

Being a Good Parent
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to remain at the side of their child, and to convey their love to the child.
Additional themes in descending frequency included “being a good
life example,” “being an advocate for my child,” “letting the Lord
lead,” “not allowing suffering,” and “making my child healthy.” The
qualitatively derived definition of being a good parent to a child with
incurable cancer is: The good parent makes informed, unselfish deci-
sions in the child’s best interest; provides the basics of food, shelter,
and clothing; remains at the child’s side regardless of the circum-
stances; shows the child that he or she is cherished; tries to prevent
suffering and protect health; teaches the child to make good choices, to
respect and have sympathy for others, and to know God; advocates for
the child with staff; and promotes the child’s health.

Although not all eight themes were represented in every parent’s
responses, all themes were represented across each of the three types
of decisions.

Interview Question 2: Please describe for me the actions from
staff that would help you in your efforts to be a good parent to your
child now. From a total of 210 codes assigned to the parent responses,
15 themes were identified (Table 3). The most frequent theme (“all
that can be done is being done”) represented the foremost importance
of knowing that the child and family were receiving the best possible
clinical care. Of the remaining themes, five (“staff respect me and my
decisions,” “staff know our special needs,” “staff like our child,” “staff
tell us we are good parents,” and “staff give us time to decide”)
represented supportive, positive clinician behaviors consistently expe-
rienced by parents. Nine themes (“continue to comfort my child and
me,” “be pleasant,” “coordinate care,” “ask about our faith,” “give us
the facts,” “don’t quit on us,” “don’t forget us,” “keep including my
child,” and “provide more material items and support options”) rep-
resented clinician behaviors that parents desired to see increased
or initiated.

DISCUSSION

To the best of our knowledge, this is the first study to explicate the
meaning of being a good parent to a child with incurable cancer. The
definition reflects parents’ perceived obligation to make beneficial
medical decisions for their child and remain at the child’s side despite
difficult circumstances. Certain components of this semantically
derived definition confirm the findings of others. Making well-
informed, unselfish decisions, having the courage to pursue favorable
outcomes for the child, and facing difficult treatment decisions were
the leading values of parents of neonates with life-limiting congenital
abnormalities.12 Parents’ desire to uphold their responsibilities to-
ward their critically ill or dying child13-16 was reflected in our themes of
“being there for my child” and “being an advocate for my child.” In
addition, using a phenomenological method to describe the transition
experience of 28 bereaved parents through the death of their child,
Woodgate17 labeled aspects of that experience as being a good parent.
These aspects included preventing suffering and ensuring happiness
for their child, being physically present, and providing emotional
support to their child. These aspects are reflected in our themes of
“being there for my child,“ “conveying love to my child,” “being an
advocate for my child” and “not allowing suffering.” The emergence
of similar parental meaning across different infant, child, and adoles-
cent age patients and through different research methods further

supports the existence of the concept of being a good parent to a
seriously ill child.

Our themes of ”making my child healthy,“ “being a good life
example,” and “letting the Lord lead” were not identified in previous
studies. The differences between our findings and those of Rushton12

and Woodgate17 may reflect medical circumstances or the status of the
ill child (deceased v living). Parents of a child with cancer typically
pursue potentially curative treatment until cure is no longer a medical
possibility, whereas curative options were unavailable for the neo-
nates12 or the children who died of sudden infant death.17

Although every theme identified in our parent interviews was
reflected in all three decision types, not every parent interview con-
tained all of the identified themes. This may be related to differing
parental perceptions of what it means to be a good parent and to
different clinical contexts, including parents’ perceptions of care goals
and of the seriousness of their child’s clinical situation. In one recent
study, spouses reported perceiving the primary treatment goal for
their child differently (palliative care v curative therapy).18 In another
study, most of the parents of 24 children who had died of cancer
perceived the goal of palliative care as comfort, but several desired
broader goals (eg, activities to engage their child in daily life).16 Clini-
cians mindful of possible differences in parental perceptions may
help parents increase their understanding of their child’s clinical
status and achieve their definition of being a good parent by provid-
ing opportunities to discuss care goals. Parents’ intellectual and emo-
tional awareness of their child’s incurable disease appears to be
influenced by the type and amount of information provided to them
by their child’s clinicians.19,20

Clinician strategies that help parents fulfill their definition of a
good parent appear to fall into three categories: strategies that parents
currently benefit from and want to see continued (“staff like our
child”), those that the parents want increased (“ask about our faith,”
“give us the facts”), and those the parents want initiated (“don’t forget
us”). Clinicians may directly query parents about the clinician behav-
iors they would like to see continued, increased, or initiated. The
theme “staff like our child” reflects the importance of positive relation-
ships in end-of-life care1,21 and the comfort parents derive from clini-
cians’ positive regard for their child; this regard is effectively conveyed
when clinicians show emotion about the child’s clinical situation.22

The theme “give us the facts” represents parents’ desire for accurate,
clear, understandable information about their child’s condition. Oth-
ers have reported that parents of children dying of cancer want clear,
understandable, concise, complete, accurate, and compassionately
delivered information2,16,22,23; this strategy is included in the end-of-
life care recommendations of professional associations24-26 and in
evidence-based guidelines from a multisite study.3 Our findings also
indicate that parents benefit from their child’s clinicians telling them
that they are good parents.

A faith-related theme in the good-parent definition (“let the Lord
lead”) and among the helpful clinician strategies (“ask about our
faith”) highlights parents’ perceived responsibility to guide their child
spiritually and their reliance on personal faith. The theme “ask about
our faith” conveys parents’ desire that clinicians know about and
respect their religious beliefs and practices. Among parents whose
child died in a pediatric intensive care unit, 73% identified faith-based
sources of comfort at the end of their child’s life.5 Four religious
themes were identified: prayer, faith, access to clergy, and belief that
the parent-child relationship endures beyond death. Other studies of
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Table 3. Clinical Care Strategies Parents Reported Would Support Their Efforts to Be Good Parents to Their Dying Child

Theme (n � 15) Definition

Codes
Parents

Reporting

Sample QuoteNo. % No. %

All that can be done is
being done

Parent suggests no change to current care
or atmosphere; parent satisfied with
warmth of staff and openness of staff
to family seeking additional opinions

50 23.8 41 64.1 “They do it all well here.”
“Everything has been done well for us here.

The support they give you for one.”

Staff respect me and
my decisions

Clinicians respect and support parent’s
wishes, decisions, and efforts to
advocate for ill child, thus allowing
parent to retain full parental role at end
of child’s life

25 11.9 21 32.8 “I like how everyone listens to us.”
“For staff to continue to respect his feelings

and preferences, even if they come at 4
[SCAP]AM [R].”

Staff continue to
comfort my child
and me

Staff show emotion about child’s clinical
situation, allow parent to vent, and
show sincere care for child and parent

22 10.5 17 26.6 “They showed us how they care about all
of us.”

“It is hard for me when she [daughter] has
these mood swings…[I want staff] to pull me
to the side and let me vent sometimes
without her around. That helps me deal
with her.”

Staff know our special
needs

Skilled and experienced staff provide care
tailored to unique aspects of child and
family and do so in caring and
professional manner

21 10.0 17 26.6 “She [clinic nurse] was really good at putting
my mind at ease. We went right through my
list of questions and she said to me, ’It’s
going to be okay. We’ll get through this.’”

“We have been given the information we
needed to make the choices.”

Staff like our child Staff openly convey affection and positive
regard for ill child; staff show humor
with child

20 9.5 19 29.7 “Here staff want to make a difference in her
life.”

“The care she is getting here—the way the
staff treat her—talking to her sweetly—I like
that, and I hope she can hear them.”

Staff are pleasant Clinicians are consistently positive, caring,
understanding of patient/parent mood
swings, affectionate, and playful

14 6.7 14 21.9 “Everyone here is so excellent and so
supportive, but if you have a day without a
smile, just explain why there is no smile…It
is important to know that not having a smile
is just because of a bad day or something.”

“This is the warmest place we have ever been.”
Staff coordinate care Staff initiate smooth transition between

different clinical teams/units; share all
relevant clinical information with
different clinical teams/units so families
do not need to repeat it

10 4.8 8 12.5 “The staff in the other clinic didn’t seem to
know we were on the same team. That was
kind of a let down.”

“To keep explaining our situation to new people
is very hard…It just helps not to have to
keep explaining to new people what is
going on.”

Staff ask about our faith Parents prefer that clinicians convey
respect for parental religious beliefs,
make spiritual materials (eg, Bibles,
movies) readily available, and ask
parents about beliefs

8 3.8 8 21.5 “Ask people about their faith, and put us in
touch with a counselor or someone who can
support you in your faith.”

“I miss Bibles being in the patient rooms. To
come in a room here, there ought to be
spiritual literature.”

Give us the facts Clinicians provide accurate information
about child’s clinical situation and viable
care options in way that is not
confusing

8 3.8 7 10.9 “Having too many options got confusing.”
“I wish there was a way that someone like me

could hear what needs to be said more
detailed and straightforward.”

Staff tell us we are
good parents

Clinicians tell parents that they have made
reasonable care decisions and recognize
and respect their role as parents

8 3.8 6 9.4 “Because she said I was the best mom.”
“They talk to us like we are the parents.”

Do not quit on us Clinicians continue to convey hope and
have positive demeanor; provide
excellent care until child dies

8 3.8 8 12.5 “When you are searching for something
positive, you watch the staff demeanor,
voice, how they hold themselves. They are
our information life line, and if they are
negative—then there is no hope.”

“I want them to know why I do not want him
on machines. Maybe they don’t understand
the decision I made, but I do…yet I do not
want them to think just because I don’t want
all those machines, they need to push me
out of the door.”

(continued on following page)

Being a Good Parent
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parents and clinicians of children dying in intensive care15,27-30 and
hospice settings31,32 also demonstrated the importance of spiritual
beliefs. Because faith is important to some parents at this point in their
child’s care, clinicians can support parents’ faith-related practices by
asking about parents’ beliefs, religious symbols, or practices and ask-
ing how clinicians can best show their respect. The American
Academy of Pediatrics position article on palliative care acknowl-
edges the essential inclusion of spirituality, including access to spir-
itual advisors.33

Clinician behaviors reported by parents to help them make the
studied decisions have striking similarities to those identified in
other studies. The theme we identified as “not allowing suffering”
is comparable to that of avoiding negative outcomes for the ill
child.1,15 Additional similarities include staff emotional supportive-
ness and comforting of parents,22,34 keeping parents well-informed
about their child’s status,22 including the child in discussions and
decisions to the extent possible,24-26 continuing to convey hope and
have a positive demeanor,13 allowing parents time to make end-of-life
decisions,15 and being direct and forthcoming with information even
if it is distressing.22,34 These similarities indicate that certain clinician
behaviors help parents make end-of-life decisions and fulfill the good
parent role in general.

Four supportive clinician behaviors identified in this study were
not associated with end-of-life decision making but were identified as
helping parents feel that they were “good parents”: “staff tell us we are
good parents,” “don’t forget us,” “provide more material items and
support options,” and “coordinate care.” These four behaviors appear
related to parents’ desire to maintain a personal association with the
child’s clinicians. The remarkable nature of this relationship is a com-
fort to parents. In sum, although behaviors that help parents make
end-of-life decisions and fulfill their definition of a good parent have
similarities, some helpful clinician behaviors are unique to the latter
effort. Clinicians will benefit from knowing which behaviors are most
helpful to parents in both of these clinical situations.

Components of the definition of a good parent (contributing to
the child’s moral, physical, and emotional well being) meet social
expectations of all parents. Our findings and others1,16 indicate that
the parents of seriously ill children remain concerned about the child’s
development; clinicians need to anticipate these concerns. The ab-
sence of missing data for either interview question indicates that all
participating parents, including several first-time parents, were able to
articulate their personal definition of a good parent. It is possible that
some parents may not be aware of this personal definition until asked
about it by a clinician. Helping the parent to explore his or her defini-
tion of a good parent may offer parents and clinicians insight into
parent choices and preferences for the child with progressed cancer.

Our study was limited by the predominance of mothers and of
white male patients, and by being conducted at a single site. It is also
possible that the wording used in our interview query (“…we learned
that the parents made their decision to benefit their child in some
way…”) may have influenced the parents’ responses by framing the
question. Our findings do not represent all parents involved in these
three decisions for a child with incurable cancer, given that some
parents were not approached for this study because of clinician con-
cern that it would be too burdensome. Some aspects of the definition
of being a good parent do not apply equally to all parents (eg, “to know
God”) or to children of all ages (eg, “teaching the child to have sym-
pathy for others”), as conveyed by the number of parents represented
by each code or theme. Therefore, clinicians may find it more helpful
to select from among themes rather than attempt to apply the entire
definition in every clinical situation related to the three studied deci-
sions. Finally, some aspects of care that may influence parents’ defini-
tion of a good parent may differ with cancer versus other clinical
conditions. The information provided here may help to guide clini-
cians’ care of children with advanced cancer, optimize support for the
studied decisions, and allow grieving parents the comfort of having
been a good parent.

Table 3. Clinical Care Strategies Parents Reported Would Support Their Efforts to Be Good Parents to Their Dying Child (continued)

Theme (n � 15) Definition

Codes
Parents

Reporting

Sample QuoteNo. % No. %

Do not forget us Clinicians in care setting stay in touch with
bereaved parents after they have
returned home

4 2.0 4 6.2 “It’s important to me that staff not forget us.”
“Don’t forget us—see how we are without us

have to call. I pray that Dr X, Dr Y, and some
of the nurses will call.”

Keep including our child Clinicians continue to speak directly to
child and involve child in discussions
and procedures

4 2.0 4 6.2 “Allowing him to be a part of the procedures.”
“Include us both in conversations about her

treatment.”
Provide more material

items and support
options

Provide additional financial resources for
family needs and trusted staff to remain
with ill child while parent participates in
self-help activities

4 2.0 4 6.2 “Give us anything. I would help.”
“Financial resources for families without social

security.”

Staff give us time to
decide

Parents are given protocols to take away
to review before making decision or are
given time to consult with others,
including family members and other
clinicians, before making decision

3 1.4 2 3.1 “They gave me the protocols in advance; let me
take them home with me to study; I came
back with my questions.”

“That was when I called my family—called my
mom and told her I was packing to come
home because I needed my family’s help. I
couldn’t detach emotionally enough to read
each protocol. I needed to get help with
that.”

Hinds et al
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