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Abstract

Objectives. The objective of this study was to describe in the words of child-rearing parents
with incurable cancer, what they had gained or thought about as a result of participating in a
five-session, scripted, telephone-delivered psycho-educational parenting intervention, the
Enhancing Connections Program in Palliative Care.

Methods. A total of 26 parents completed the program. Parents’ responses were audio-
recorded and transcribed verbatim and verified for accuracy. The analysis proceeded through
four steps: unitizing, coding into categories, defining categories, and formation of a core con-
struct that explained parents’ attributed gains. Trustworthiness of study results was protected
by coding to consensus, formal peer debriefing, and maintaining an audit trail.

Results. Although 50% reached or exceeded clinical cutoff scores on anxiety and 42% reached
or exceeded clinical cutoff scores on depressed mood, parents extensively elaborated what they
gained. Results revealed six categories of competencies they attributed to their participation in
the program: (1) being ready for a conversation about my cancer, (2) bringing things out
in the open, (3) listening better to my child, (4) getting my child to open up, (5) not getting
in my child’s way, and (6) changing my parenting.

Conclusions. Despite an extensive symptom burden, parents with incurable cancer attributed
major gains from a brief, fully scripted, cancer parenting communication intervention. A
manualized telephone-delivered educational counseling program for symptomatic parents
with incurable cancer has the potential to augment competencies for parents as they assist
their children manage the cancer experience.

Introduction

Over 380,000 children in the United States were impacted by newly diagnosed parental cancer in
2019, an estimated 20% of whom had parents diagnosed with the non-curable disease (Weaver
et al,, 2010; American Cancer Society, 2019). Parents with advanced cancer must deal with mul-
tiple issues, including coping with the illness and its side effects, treatment, and responding to
both their child’s and their own worries (Nilsson et al., 2009; Bell and Ristovski-Slijepcevic,
2011), even as they experience significantly higher levels of anxiety and depression than non-ill
parents (Nilsson et al., 2009). Parents describe difficulties with how to initiate a conversation
with their child about their cancer, including what to tell their child or how often to raise the
issue (Nelson and While, 2002). Although many parents request services to help them support
their child with their illness, they seldom receive them (Ernst et al., 2013).

There is substantial documentation that both early and late-stage cancer in a parent affect
the psycho-emotional adjustment of their children (Siegel et al., 1992; Stoppelbein et al., 2006;
Rainville et al., 2012; Bylund-Grenklo et al., 2015; Phillips, 2015; Phillips and Lewis, 2015;
Sheehan et al., 2016; Beernaert et al., 2017). Children of a parent with incurable cancer expe-
rience significantly higher levels of depression compared with the general population
(Rainville et al., 2012; Phillips and Lewis, 2015) and frequently have adjustment problems
on standardized measures of behavioral-emotional functioning (Siegel et al., 1992; Rainville
et al,, 2012; Beernaert et al., 2017). Although children may feel confused, sad, or angry as a
result of the parent’s cancer, children are hesitant to raise their concerns with their parent
for fear of causing the parent more distress (Phillips and Lewis, 2015).

Despite the documented distress of parents with advanced cancer and their children, few
studies have been conducted to assist parents manage the toll of incurable parental cancer
on the child. Of the known 10 intervention studies focused on supporting children facing
parental cancer (Ellis et al.,, 2017), only two evaluated the impact of the intervention when
a parent was diagnosed with incurable or stage IV cancer.

Bugge et al. (2009) conducted a qualitative evaluation of the four-session Family Support
Program with six patients. A health-care professional specializing in cancer care met with a
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family when a parent was diagnosed with incurable cancer. The
program was guided by a manual which included information
on the background of the program (including the theoretical
basis), information on the goals for the families, family records
of meetings, and strategies for dealing with specific problems.
The primary aim of the parent-child communication aspect of
the program was to support the parent in telling the child
about their illness by having the facilitators model how to deal
with difficult questions.

A second, small (n=6) qualitative study gathered feedback
from parents, children, and staff about a bereavement support
program offered to families facing and following the death of a
parent from cancer (Kennedy et al., 2008). The program consisted
of individualized family support by a family support worker
(FSW) while the parent was ill and following the death of the par-
ent. The families needed to be seen a minimum of five times to be
eligible to be included in the study. Interventions by the FSW
were tailored to the needs of the family, making the quality of
the program dependent on the skills of the FSW.

Both Bugge’s and Kennedy’s studies relied on communication
skills of professionals, rather than on teaching skills to parents to
carry out illness-related discussions with their child. Further, their
focus was largely on addressing a single event in the trajectory of
the illness, rather than equipping the parent with communication
skills for continued conversations with their child.

The purpose of the current study is to describe parents’ attrib-
uted gains in participating in a fully manualized psycho-
educational program whose goals were to add to the parent’s
interactional skills, competencies, and confidence in ongoing
communication with their child about the parent’s incurable can-
cer (Lewis et al., 2020).

Methods
Study sample

After ethics committee approval by the study center’s Human
Subjects Committee, 61 parents with incurable cancer were
recruited through a recruitment letter mailed from site intermedi-
aries or provider referrals from a National Cancer Institute
Comprehensive Cancer Center in the Pacific Northwest. Data
analyzed for the current study were limited to parents’ responses
about their attributed gains in participating in a five-session, fully
manualized telephone-delivered counseling program for parents
with incurable cancer. The data collected are a subset of a larger
study (Lewis et al., 2020).

Study participants were eligible if they had a diagnosis of incur-
able cancer of any type, read and wrote English among their lan-
guages of choice, had an estimated life expectancy of at least 3
months, were not in a hospice program at time of enrollment, had
a child 5-17 years of age living at home at least 50% of the time,
and had been told their parent’s cancer diagnosis. Forty-two of
those recruited enrolled and 26 parents completed the study. The
16 parents who withdrew from the study cited the following reasons:
too sick and not able or wanting to continue (6); experiencing too
much stress, not able to complete the homework with the child,
or feeling the program was not a good fit (5). Parents were with-
drawn from the study due to: not being able to re-contact for subse-
quent sessions (3); parent dying (1); and parent entered hospice (1).

Of the 26 ill parents who completed the study, 5 (19.2%) were
fathers and 21 (80.8%) were mothers who averaged 44.6 (SD 7.8)
years of age and ranged from 25 to 58 years. All 26 of the parent
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Table 1. Demographic characteristics of the sample (n=26)

Characteristic Number Percent
Patient education
Some HS or HS graduate 3 11.5
Some college or college graduate 16 61.5
Masters/Doctorate/MD 7 26.9
Ethnicity
Caucasian 22 84.6
Asian 1 3.8
Native American 1 3.8
More than one race 2 7.7
Employment status
Patient employed full or part time 14 53.9
Spouse employed full or part time 25 96.2

participants were married and averaged 17.2 (SD 6.8) years in
their relationship; range 3-29 years. Children averaged 11.4
(SD 3.3) years of age and ranged from 5 to 17 years: 15 were
female and 11 were male children. Fourteen (53.8%) parents
were diagnosed with breast cancer, 5 (19.2%) had colorectal can-
cer, 2 (7.7%) had sarcoma, 1 (3.8%) had head and neck cancer,
and 4 (15%) were diagnosed with other types of cancer, including
adenoid cystic carcinoma, neuroendocrine carcinoma, thymic
neuroendocrine carcinoma, and pancreatic neuroendocrine can-
cer. The average time since diagnosis was 48.9 (SD 45) months,
ranging from 1 to 206 months since diagnosis. Twenty-two of
the parents (84.6%) had undergone surgery for their cancer,
including 9 (40.9%) mastectomies, 2 (9.1%) lumpectomies, 2
(9.1%) wide excisions, 1 (4.5%) colon resection, and 8 (30.8%)
had other types of surgery, including a sternotomy, removal of
the rear hard pallet, oophorectomy, ileectomy, partial removal
of the pancreas and spleen, surgical reconstruction to create a
new esophageal opening, liver and gallbladder surgery, and one
person had colon, lung, and liver surgeries. Fifteen of the 26
(68.2%) participants had undergone chemotherapy within the
recent 6 months, 2 (9.1%) had received radiation, and 5 (22.7%)
had received both chemotherapy and radiation.

Standardized measures on depressed mood and state anxiety at
baseline revealed that 42% of parents (11) reached or exceeded
clinical cutoff scores on depressed mood and 50% of the parents
(n=13) reached or exceeded clinical cutoff scores on anxiety.
Twenty-four of the 26 (92%) parents reported symptoms or
side effects and 79% of those reporting symptoms were taking
medication to manage them. See Table 1 for additional character-
istics of study participants.

Study procedures

Prior to study participation, the consent form was mailed to
potential subjects after which the patient educator phoned poten-
tial subjects to answer any questions about the study, consistent
with the protocol. The signed consent was then returned by
mail in a pre-stamped addressed envelope.

After consenting, eligible parents completed standardized
measures of anxiety, depressed mood, and patient’s reported
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Table 2. Enhancing connections palliative care: session descriptions

Session Description

Session 1: anchoring yourself so you can help your child This session assists the ill parent to distinguish their own experience with the cancer as separate
from their child’s experience. The parent identifies their emotional triggers and offered
strategies to manage their cancer-related emotions, thereby minimizing distress in their child.

Parents are also assisted in adding to their self-care skills.

This session helps the ill parent develop skills to be an attentive listener for their child in order
to hear and validate their child’s thoughts, feelings, concerns or worries, rather than only acting
as a problem solver or teacher.

Session 2: adding to your listening skills

Session 3: building on your listening skills and checking
in with your child about the cancer

Building on the previous session, the parent is assisted in developing additional skills to help
their child further expand and talk about their feelings, worries or concerns related to the
parent’s cancer.

Session 4: being a detective of your child’s coping and
learning what helps your child

This session focuses on raising the parent’s awareness of the child’s coping in relation to the
parent’s cancer. Parents learn from their child what the parent can do to support their child’s
coping.

Session 5: anchoring your listening and detective skills
and celebrating your success

This final session offers the parent an opportunity to reflect on what they have thought about
and gained as a result of participation in the previous sessions related to helping their child with

the parent’s cancer.

symptoms along with demographic, treatment, and background
information. After obtaining baseline measures, ill parents partic-
ipated in five, 30-60 min manualized telephone intervention ses-
sions scheduled at two-week intervals. Each session had an
internal structure that included topic content, in-session skill-
building exercises with debriefings by the patient educator.
Sessions were digitally audio-recorded with subjects’ written con-
sent, and monitored for dosage and fidelity. See Table 2 for
descriptions of the interactive intervention sessions.

The primary goal of the question, what parents had gained
from their participation in the program, was to give the parent
an opportunity to self-reflect on what they had learned from com-
pleting the program. The patient educator was to only listen to
their responses without comment beyond acknowledging the
work the parent had done. All those who completed the five ses-
sions responded to the question. Their descriptions provided the
data that were analyzed for the current study.

Data analytic procedures

Digital audio recordings of the parents’ responses were tran-
scribed verbatim and verified for accuracy by comparing the tran-
script with the audio recording. Inductive coding methods based
on grounded field theory (Krippendorff, 1980; Spradley, 1980)
and extended by others (Lewis and Deal, 1995; Lewis et al,
1996; Zahlis and Lewis, 1998, 2010) were used to perform the
inductive content analysis with each transcript. Units of analysis
were the verbatim statements made by the parent. Statements
were organized and grouped into categories according to their
similarities, labeled, and defined. Definitions included rules of
inclusion for that category in order to prevent overlap among cat-
egories. When possible, category labels were assigned using the
words of the participants. Peer debriefing was carried out
throughout coding and analysis (Krippendorff, 1980; Spradley,
1980). Two coders (MES and EZ) independently unitized the
transcribed interview categories and their category definitions
were created through consensual agreement. Coding disagree-
ments were resolved by referring back to the original transcript
or by refining the definition of the category. Constant compara-
tive analysis was carried out throughout all phases of coding
(FML), thereby protecting the uniqueness of each category.

Results

The data analysis yielded six categories of gains parents attributed
to their participation in the program: being ready for a conversa-
tion about my cancer, bringing things out in the open, listening bet-
ter to my child, getting my child to open up, not getting in my
child’s way, and changing my parenting. See Table 3 for additional
examples of verbatim statements for each category.

Category one: being ready for a conversation about my cancer

Parents identified three strategies they gained from the program
they could use before and during a conversation with their
child about the cancer. Using these strategies assisted parents to
have more satisfying and productive conversations with their
child about the cancer. More specifically, these strategies helped
parents understand they needed to: prepare themselves, even
before starting a conversation; not overwhelm their child with
their own emotions while talking to their child; and enact behav-
iors that contained their emotions if they surfaced during conver-
sations with their child about the cancer.

Parents gained an awareness of the need to attend to their own
self-care in order to put themselves in the best position to have a
conversation. One parent puts it this way, “(focusing on my self-
care) will help ease my emotional reactions ... like resting, jour-
naling and taking hot baths.” Parents also learned to notice
when their own emotions would begin to surface during a conver-
sation and gained an appreciation of how their emotions could
affect their child. Parents felt the program helped them to learn
ways to manage those emotions during a conversation. “I'm grate-
ful for the fact that I am learning how to keep my fears under con-
trol ... when I talk to my kids I need to be calm.”

Category two: bringing things out in the open

To be eligible for the study, the child had to have been told the
parent’s cancer diagnosis. However, even when the child knew
the parent’s diagnosis, it did not always mean that the parent
had gone beyond disclosing the diagnosis. For some families,
the diagnosis of cancer was not new, but the information that
the cancer was now life-threatening had not been discussed
with the child.
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Table 3. Upping my game as a parent: categories with sample verbatims

Categories Sample verbatims

Category one: getting myself ready to “You really do have to take care of yourself first.”

talk to my child “I will have more energy (if | take care of myself).”
“(Focusing on my self-care) will help ease my emotional reactions ... like resting, journaling and taking hot
baths.”

“l became aware of my own emotions creeping in.”

“Becoming overwhelmed by my own emotions ... can be frightening for my child.”

“(Being aware of) how my child may perceive my own reactions. She sees me tear up, and can misinterpret why
or find a different meaning than what was actually going on for me.”

“If | feel my emotions coming up, leave the room and get a drink of water.”

“I'm learning to gather my calm so | don’t lose it (emotionally), | need to set the tissue roll aside to be a better
listener ... and that’s a big one for me.”

Category two: bringing things out in the “Really think through how I can get those conversations (about my cancer) started with him.”
open “Clarifying what | want to know (from my child) before (starting) the conversation.”
“l learned | really needed to begin with an open-ended question.”
“This has been one of the bigger helps in talking to my kids about what’s going on ... what we’re dealing with
because we’ve been dealing with cancer for years now. It’s just been instrumental in making this transition into
dealing with cancer long-term a hugely easier task.”
“It’s really good for my daughter and me to have a way to talk about (my cancer).”
“My daughter has been easier to talk to.”
“| felt like getting more honest discussion was more appropriate for us.”

Category three: listening better to my “The more | listen, the more she talks.”
child “When | listen and focus on my daughter, | really do get clarity.”
“Unless | listen to her — | don’t know what she’s feeling inside.”
“His input is valuable...my son has a voice during uncomfortable times.”
“It was really good to just hear directly from her, her thoughts and feelings about the cancer.”

Category four: getting my child to open “Opened-ended questions...that will help your child kind of talk to you about what’s going on and what they’re
up feeling.”
“Session three, the biggest thing | got from that was like how to ask cancer-related open-ended question to check
in with him.” “What ideas do you have about....?”
“l would use that information (from son’s response to an initial question) to try to make a new open-ended
question that was a little more specific. | thought that was a good lesson, using what he was telling me, for each
question | could sort of refine it.”

Category five: not getting in my child’s “l think the biggest one for me was the way that | was communicating with him — he’s a quiet kid so | was
way running every conversation... (I need to) allow him enough time to fully explain what he wants to say before ...
... interjecting or telling him what to say.”
What | learned was not to be a teacher during the conversation ... .that helps me gain more insight.”
“I learned that if | want to really listen to my child open up, then it is better to cultivate not being a teacher when
| am trying to listen.”
“Being in a technical background — my typical reactions, scenarios, are to answer any sort of questions and be
the teacher and show him how do things ... putting aside the teacher role, giving up teaching him definitely
helped him.”
“Don’t make up the story of his feelings for him.”
“Where the meaning you attach to your child’s behavior — the meaning that | attach to her behavior — is not
necessarily what the she might be thinking or feeling.”
“Encourage her to come up with her own solutions. That was my take away. In the end, if | listen to her and don’t
try to offer her solutions and acknowledge what she’s feeling ... .. encourage her by asking non yes-no questions
then eventually she works her way to a solution. The automatic knee-jerk reaction is to fix it for your child and the
reality is its better for her to learn how to do this on her own.”

Category six: changing my parenting “| feel like I still have a lot to do (regarding listening skills).” And “I really have to practice open-ended questions.”
“So (asking open-ended questions) ... it’s not terribly difficult, but | have to be very conscientious about doing it.”
“('m) learning how to be more soft and caring.”
“('m learning how to) take time to enjoy the time I have with my children, even in times of stress.”
“l mean they’re just better parenting skills for myself and for my daughter than | had when | started.”
“Like | said, it (the program) forced me, it forced me to up my game.”
“Making sure he is coping by listening and by letting him know what is happening.”
“(I learned) to check in on what her coping skills are and what she is doing to manage her stress.”
“(I learned) how to help my child strengthen and actively cope.”

Parents reported that one of the skills they gained from the  One parent said, “('m) feeling like he (my child) has a better
program was how to initiate a conversation about the cancer  understanding of where we are in the process (with my cancer).
with their child, including how to invite their child to share  And that, you know, he knows death is a part of it. And that just
their thoughts and feelings about the cancer. They often  hadn’t been a conversation we’ve had. So challenging as that is, it
remarked that while initiating a conversation about the cancer  was good to have that conversation as a part of the (session)
with their child was not easy, it had some positive benefits.  practice.”
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Category three: listening better to my child

A centerpiece of the intervention was engaging the parent in ways
to fully attend to their child when their child was speaking and to
lay aside anything that would distract them. The parents’ reality
was often that of continuing responsibilities for childcare, family,
and for some parents, their job while dealing with their own life-
threatening illness. As a result, parents stated that they were “not
always present” when their child was talking. Parents claimed the
program helped them to focus on what their child was saying and
to fully attend to their child’s needs. They learned to stop what
they were doing when their child was talking and to listen atten-
tively. Parents said that they became more aware of the need to
“give them (child) space and time to talk.” One parent stated that
one of the “biggest” learnings from the program was “just slowing
down, listening to them-having a little more patience.” Parents
said that they benefitted by practicing listening skills with their
patient educator to prepare them for listening to their child. “I
thought it was really helpful for me because I hadn’t really
spent time thinking about how to be a good listener as it related
to all this. I always put value on the importance of listening, but
working on how to be a good listener (was helpful).”

Category four: getting my child to open up

The program offered parents strategies to encourage their child to
fully elaborate their thoughts and feelings. The specific skills they
attributed to the program included naming and acknowledging
the child’s feelings, reflecting back the child’s words, giving the
child’s feelings a name, using neutral responses, and using open-
ended questions. Using these skills helped to draw out their
child’s thoughts and feelings and give the parent a deeper under-
standing of their child’s experience with the parent’s cancer.
Parents identified how these skills helped them to respond to
their child’s experience. “What helps me is to reflect back what
my child is saying” and “I just acknowledge her feelings and
what she is thinking.” Another parent spoke about the benefit
of using open-ended questions to help their child further elabo-
rate their thoughts and feelings this way, “opened-ended ques-
tions ... help your child kind of talk to you about what’s going
on and what they’re feeling.”

Category five: not getting in my child’s way

Parents identified how their own behavior before participating in
the program ran counter to the skills they were learning in the
program. These prior behaviors included: reacting too quickly
to what their child was saying; being the “teacher” or jumping
in to try to fix or problem-solve; and making assumptions or
judgments about their child’s behavior. Instead, parent’s described
new behaviors they were learning: taking time to listen to their
child; not interrupting their child when the child was trying to
tell the parent a thought or feeling; remaining open to what
their child was saying; and allowing the child to learn by solving
their own problems. One parent spoke this way about what she
had learned, “encourage her (daughter) to come up with her
own solutions. That was my take away. In the end, if I listen to
her and don’t try to offer her solutions and acknowledge what
she’s feeling ... encourage her by asking non yes-no questions,
then eventually she works her way to a solution. The automatic
knee-jerk reaction is to fix it for your child and the reality is its
better for her to learn how to do this on her own.”

Category six: changing my parenting

As a result of going through the program, parents stated that
while they felt they still needed more practice on the skills from
the program, they felt better about themselves as parents and,
in particular, about their ability to help their child cope with
their cancer. They reported that the program improved their par-
enting by helping them learn from their child new ways to sup-
port and help their child cope with the cancer. “So, asking him
what could I have done better — what could he do when he
feels scared or he feels uncomfortable? I would never have
come up with that one on my own.”

Two other parents spoke about the impact the program had on
their parenting in this way, “You know I have guilt that he’s 15
years old and I was doing it, I don’t wanna say wrong because I
was doing what I thought was ok. But, you know, I have an oppor-
tunity. I can correct that and be a really good listener for him” and
“I feel like a better mom and you know, I think, before I leave this
world, I always wanted to become a better mom.”

Discussion

A fully manualized, brief telephone-delivered educational coun-
seling intervention on listening and support skills between the
ill parent and affected child resulted in parent-reported skills
and competencies. Parents reported that the program helped
them prepare for difficult conversations and initiate and sustain
those conversations to uncover their child’s thoughts and feelings
related to the parents life-threatening cancer diagnosis. Additionally,
parents were able to learn valuable information from their child
about what the child would find helpful and supportive during
this time. No known prior intervention study focused on or
achieved these parent-reported results.

Parents living with advanced cancer are living with symptoms
from treatment and disease (Loveys and Klaich, 1991; Saldinger
et al, 2004; Park et al, 2017) which often included very limited
energy. Despite this symptom burden, parents were able to be on
the telephone for 30-60 min for each of the five telephone sessions.
Secondly, parents were willing and able to set aside time to learn
new skills to assist them in talking with their child about the cancer.
Finally, parents were able to use the skills that led them to uncover
and listen to their child’s concerns about the parent’s cancer.

Symptom burden and incurable disease did not covary with
parent-reported gains from participation in the program. Recall
that 50% of the parents scored above the clinical cutoff score on
depressed mood or anxiety. Ninety-two percent of parents
reported symptoms or side effects and 79% were taking medica-
tion to manage the symptoms. Study results showed that even
symptomatic parents were able to complete five, 30-60 min
telephone-delivered intervention sessions, and found the tele-
phone an acceptable channel for communication.

Given the challenge of learning new skills in the face of compet-
ing demands, it was unknown whether parents would be able to learn
and apply the skills offered in the program and have the courage to
listen to their child’s worries and concerns about the parent’s can-
cer, including answering questions about the cancer (Barnes et al.,
2000). Prior studies showed that some parents choose not to talk
with their child about their illness hoping to minimize distress at
home (Park et al., 2017). In one study (Hailey et al., 2018), roughly
a third of ill participants interviewed expressed that talking with
their child about their illness was stressful. In another study by
Turner’s team of women with recurrent or metastatic breast cancer,
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over half the women interviewed (55.2%) described concerns about
how to discuss the cancer with their children (Turner et al., 2005).
Of particular concern was talking with their child about the
possibility of the parent dying from the cancer (Kennedy and
Lloyd-Williams, 2009; Hailey et al., 2018). Contrary to prior studies
by others (Barnes et al., 2000; Park et al., 2017), parents with cancer
in the current study engaged in the skill training sessions and did
not hold back from talking with their child about the cancer. And,
in their own words, parents offered explicit gains they attributed to
the program that helped them to help their child.

The program helped parents cross a threshold they had never
crossed before. Despite their advanced disease, some parents
reported that they had never before had a conversation with
their child about the seriousness of their cancer. Many parents
reported that the program had changed their interactions with
their child and improved their parenting. Parents, regardless of ill-
ness or symptom state, wanted to be the best parent they could be;
they wanted to “up their game” as a parent.

The results of this pilot study suggest that the Enhancing
Connections Palliative Care Program has the potential to assist
many more parents living with incurable cancer help their children.
There was no need for “tailoring” or relying on a therapist’s astute
observations to assist parents gain these competencies (Kennedy
et al.,, 2008; Bugge et al,, 2009). Instead, the session-specific content
focused material carried the program, not the “competencies” of a
therapist (Kennedy et al., 2008; Bugge et al., 2009). Given that the
program is fully manualized and was delivered successfully by tele-
phone, nurses, social workers, child life specialists, and volunteers
could be trained to deliver this intervention in a cost-efficient man-
ner. In addition, many cancer support organizations in local com-
munities offer family-focused services that could be augmented and
enriched by the Enhancing Connections Palliative Care Program.

Study limitations

There are study limitations. Parents’ responses may be affected by
social desirability or self-enhancement bias. Because the patient
educator who delivered the intervention also conducted the exit
interview, it is always plausible that parents would have reported
different or fewer gains to another person. Responses may be
influenced by the recency with which parents completed the pro-
gram. Recall that all data were obtained at the end of the fifth and
final intervention sessions. Both the number and types of gains
reported immediately at the exit from the program might be dif-
ferent than those reported later. Additionally, the positive orien-
tation of the exit interview question likely skewed study results.
Yet to be known are parents’ views of what the program failed
to help them gain. Finally, the sample is likely biased toward
high functioning parents whose symptom burden was tolerable.
Unknown is the response of parents who declined participation.
Recall that 16 parents who enrolled withdrew from the study
for disease or symptom-related reasons.

Despite study limitations, results suggest that a manualized,
brief, phone-delivered parenting intervention to parents with incur-
able cancer has the potential to positively affect parents’ self-
reported competencies. Further testing is warranted with a more
diverse study sample and data collection methods that are not con-
founded by bias.

Acknowledgments. The authors gratefully acknowledge the support of the
physicians and staff at the Seattle Cancer Care Alliance who made this research
possible by referring their most vulnerable patients and families to participate

Ellen H. Zahlis et al.

in the study, Kristin A. Griffith, statistician, and Zainab Alzawad, PhD. We
also thank our fellow patient educator, Taryn Oestreich. Above all, we thank
the families who participated in this research.

Funding. This research was supported by a grant from the Safeway
Foundation, and by donations to the Thoracic, Head and Neck Oncology
Research Program of the Seattle Cancer Care Alliance.

Conflict of interest. The content of the manuscript is solely the responsibil-
ity of the authors and does not represent the official views of the National
Institutes of Health.

References

American Cancer Society (2019) Cancer facts and figures, 2019. Retrieved from
https://www.cancer.org/research/cancer-facts-statistics/all-cancer-facts-figures/
cancer-facts-figures-2019.html

Barnes J, Kroll L, Burke O, et al. (2000) Qualitative interview study of com-
munication between parents and children about maternal breast cancer.
British Medical Journal 173, 479-481.

Beernaert K, Kreicbergs U, Furst CJ, et al. (2017) Distrust in the end-of-life
care provided to a parent and long-term negative outcomes among bereaved
adolescents: A population-based survey study. Journal of Clinical Oncology
35, 3136-3142. doi:10.1200/jc0.2017.72.9814

Bell K and Ristovski-Slijepcevic § (2011) Metastatic cancer and mothering:
Being a mother in the face of a contracted future. Medical Anthropology
30, 629-649.

Bugge KE, Helseth S and Darbyshire P (2009) Parents’ experiences of a fam-
ily support program when a parent has incurable cancer. Journal of Clinical
Nursing 18, 3480-3488. doi:10.1111/.1365-2702.2009.02871.x

Bylund-Grenklo T, Kreicbergs U, Uggla C, et al. (2015) Teenagers want to be
told when a parent’s death is near: A nationwide study of cancer-bereaved
youths’ opinions and experiences. Acta Oncologica 54(6), 944-950.
doi:10.3109/0284186x.2014.978891

Ellis SJ, Wakefield CS, Antill Gl, et al. (2017) Supporting children facing a
parent's cancer diagnosis: A systematic review of children's psychosocial
needs and existing interventions. European Journal of Cancer Care 26, 1-
22. doi:10.1111/ecc.12432

Ernst J, Gotze H, Krauel K, et al. (2013) Psychological distress in cancer
patients with underage children: Gender-specific differences. Psychooncology
2, 823-828.

Hailey CE, Yopp JM, Deal AM, et al. (2018) Communication with children
about a parent's advanced cancer and measures of parental anxiety and
depression: A cross-sectional mixed-methods study. Supportive Care
Cancer 26(10), 287-295. doi:10.1007/s00520-017-3847-9

Kennedy V and Lloyd-Williams M (2009) Information and communication
when a parent has advanced cancer. Journal of Affective Disorders 114,
149-155.

Kennedy C, McIntyre R, Worth A, et al. (2008) Supporting children and
families facing the death of a parent: Part 2. International Journal of
Palliative Nursing 14, 230-237. doi:10.12968/ijpn.2008.14.5.29490

Krippendorff K (1980) Content Analysis: An Introduction to Its Methodology.
Beverly Hills: SAGE.

Lewis FM and Deal LW (1995) Balancing our lives: A study of the married
couple’s experience with breast cancer recurrence. Oncology Nursing
Forum 22, 943-953.

Lewis FM, Loggers ET, Phillips F, et al. (2020) Enhancing connec-
tions-palliative care: A quasi-experimental pilot feasiblity study of a cancer
parenting program. Journal of Palliative Medicine 23(2), 211-219.
doi:10.1089/jpm.2019.0163

Lewis FM, Zahlis EH, Shands ME, et al. (1996) The functioning of single
women with breast cancer and their school-aged children. Cancer Practice
4, 15-24.

Loveys B and Klaich K (1991) Breast cancer: Demands of illness. Oncology
Nursing Forum 18(1), 75-80.

Nelson E and While D (2002) Children’s of adjustment during the first year of
a parent’s cancer diagnosis. Journal of Psychosocial Oncology 20(1), 15-36.

Downloaded from https://www.cambridge.org/core. Univ of Washington, on 12 May 2020 at 02:28:21, subject to the Cambridge Core terms of use, available at https://www.cambridge.org/core/terms.
https://doi.org/10.1017/51478951520000103


https://www.cancer.org/research/cancer-facts-statistics/all-cancer-facts-figures/cancer-facts-figures-2019.html
https://www.cancer.org/research/cancer-facts-statistics/all-cancer-facts-figures/cancer-facts-figures-2019.html
https://www.cancer.org/research/cancer-facts-statistics/all-cancer-facts-figures/cancer-facts-figures-2019.html
https://doi.org/10.1017/S1478951520000103
https://www.cambridge.org/core
https://www.cambridge.org/core/terms

Palliative and Supportive Care

Nilsson ME, Maciejewski PK, Zhang B, et al. (2009) Mental health,
treatment preferences, advance care planning, location, and quality of
death in advanced cancer patients with dependent children. Cancer 115,
399-409.

Park EM, Check DK, Song M, et al. (2017) Parenting while living with
advanced cancer: A qualitative study. Palliative Medicine 31(3), 231-238.
doi:10.1177/0269216316661686

Phillips F (2015) The experience of adolescents who have a parent with
advanced cancer: A phenomenological inquiry. Palliative Supportive Care
13, 1057-1069. doi:10.1017/s1478951514001023

Phillips F and Lewis FM (2015) The adolescent’s experience when a parent
has advanced cancer: A qualitative inquiry. Palliative Medicine 29(9),
851-858. doi:10.1177/0269216315578989

Rainville F, Dumont S, Simard S, et al. (2012) Psychological distress among
adolescents living with a parent with advanced cancer. Journal of
Psychosocial Oncology 30(5), 519-534. doi:10.1080/07347332.2012.703765

Saldinger A, Cain AC, Porterfield K, et al. (2004) Facilitating attachment
between school-aged children and a dying parent. Death Studies 28(10),
915-940. doi:10.1080/07481180490511993

Sheehan DK, Mayo MM, Christ GH, et al. (2016) Two worlds: Adolescents’
strategies for managing life with a parent in hospice. Palliative Supportive
Care 14(3), 177-186. doi:10.1017/s1478951515000735

Siegel K, Mesagno FP, Karus D, et al. (1992) Psychosocial adjustment of
children with a terminally ill parent. Journal of the American Academy of
Child and Adolescent Psychiatry 31(2), 327-333. doi:10.1097/00004583-
199203000-00022

Spradley JP (1980) Participant Observations. New York, London: Holt
Rinehart and Winston.

Stoppelbein LA, Greening L and Elkin TD (2006) Risk of posttraumatic
stress symptoms: A comparison of child survivors of pediatric cancer and
parental bereavement. Journal of Pediatric Psychology 31(4), 367-376.
doi:10.1093/jpepsy/jsj055

Turner J, Kelly B, Swanson C, et al. (2005) Psychosocial impact of newly
diagnosed advanced breast cancer. Psycho-Oncology 14, 396-407.

Weaver KE, Rowland JH, Alfano CM, et al. (2010) Parental cancer and the
family: A population-based estimate of the number of US cancer survivors
residing with their minor children. Cancer 116(18), 4395-4401.
doi:10.1002/cncr.25368

Zahlis EH and Lewis FM (1998) Mothers’ stories of the school-age child’s
experience with the mother’s breast cancer. Journal of Psychosocial
Oncology 16(2), 25-43.

Zahlis EH and Lewis FM (2010) Coming to grips with breast cancer: The
spouse’s experience with his wife’s first six months. Journal of
Psychosocial Oncology 28(1), 79-97. doi:10.1080/07347330903438974

Downloaded from https://www.cambridge.org/core. Univ of Washington, on 12 May 2020 at 02:28:21, subject to the Cambridge Core terms of use, available at https://www.cambridge.org/core/terms.
https://doi.org/10.1017/51478951520000103


https://doi.org/10.1017/S1478951520000103
https://www.cambridge.org/core
https://www.cambridge.org/core/terms

	Upping my game as a parent: Attributed gains in participating in a cancer parenting program for child-rearing parents with advanced cancer
	Introduction
	Methods
	Study sample
	Study procedures
	Data analytic procedures

	Results
	Category one: being ready for a conversation about my cancer
	Category two: bringing things out in the open
	Category three: listening better to my child
	Category four: getting my child to open up
	Category five: not getting in my child's way
	Category six: changing my parenting

	Discussion
	Study limitations

	Acknowledgments
	References


