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CASE STUDY
Here we present a case of a mother’s struggle, in her own words, about 
defining her new role after her adult son’s cancer diagnosis and the 
importance of practicing family-centered care in this scenario. 

A Mother’s Role
At 27 years old, my son, Stephan, received a diagnosis of testicular 
embryonal carcinoma with metastatic retroperitoneal adenopathy. The 
standard treatment recommended by the guidelines included surgery 
and chemotherapy. It’s different when your child of young adult age is 
diagnosed with cancer. The dreaded words of “It’s cancer” were chal-
lenging for me to hear as his mother. But those limbo years when your 
child is not really a child any longer add to the challenge. They are old 
enough to be in college or to have completed college, yet they are not 
fully independent and perhaps not married or with a family of their 
own yet. Levinson (1976) labeled this 20- to 39-year-old age range 
as “provisional adult,” while Havighurst (1956) used the terms “young 
adult” or “early adulthood.” As a nurse, I use these labels myself to de-
scribe these patients. However, labels cannot change the ambiguous 
nature of your role as you care for your young adult child who has a 
cancer diagnosis.

Stephan had achieved many common milestones set by soci-
ologists that serve as benchmarks in the transition to adulthood: He 
achieved a degree, left his childhood home, was financially indepen-
dent, and was in a long-term relationship. His diagnosis seemed to 
make the world stop. His independence was replaced with agendas 
designed by various health-care providers: appointments that includ-
ed ultrasounds, labs, meetings with specialists, surgery, chest port in-
sertion, and chemotherapy treatments. My role in supporting his inde-
pendence changed, too. I suddenly felt unscripted for the journey of 
this experience. 

Family Strategies 
A sense of ambiguity pervaded our lives. Initially, health-care provid-
ers used words such as “cancer,” “aggressive,” and “tumor,” and they 
weighed heavily in our hearts. We also heard words of hope, such as 
“cure,” and “95%.” Stephan had to make decisions that were uncom-J Adv Pract Oncol 2018;9(6):634–638
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mon for people of his age to make about a prosthetic device, chemotherapy agents, and length 
of treatment. Fundamental to all this turmoil, though, was hope. Providers spoke of hope. Early 
on, I decided our family unit would need to focus on this to keep hope alive in my son’s world. 
During the long and low days ahead and during times when exhaustion prevailed, we conscien-
tiously reminded each other of hope and kept that thought illuminated in my son’s world. 

Early on in Stephan’s journey, I realized that being present in the moment helped him to be 
calm, rally strength, and sometimes even develop a sense of control. I encouraged our family to 
be considerate of being present by disengaging from technology and just being in the moment 
with my son, allowing his priorities to become our priorities. This went beyond sitting with him 
during chemotherapy infusion; it expanded into time off for his girlfriend so she could also relax 
and take a break. To do this, we needed to be honest with each other without judgment. If his 
girlfriend needed a break one evening, I could be there to give her that relief. 

It became apparent as the weeks of treatment turned into months that our ability to be pres-
ent was facilitated by communication. My son’s girlfriend and I promised one another to be open 
and honest in our communication. As his mother, I just wanted to be by his side, caring, cooking, 
and assuring his comfort. Those instinctive urges are powerful yet not realistic. My son’s girlfriend 
and I openly discussed ways I could help: sending over a few meals, assuming responsibility for 
transportation to and from chemotherapy on certain days, and being the key person to keep 
extended family informed. I was surprised at how quickly our honest communication became a 
well-oiled machine of support for my son and their home life. 

After the last round of chemotherapy was completed, I began to reflect on how we had made 
it through the 4-month journey and how I was able to support my son, honoring his indepen-
dence as a young adult and honoring my role as mother of a young adult with cancer. I only had 
one word: courage. For lack of a better explanation, I define courage as being willing and able to 
show up each day, face the challenges no matter how good or bad, and see the day through to 
the end. It takes a healthy dose of courage to be part of the support team for a loved one facing 
cancer treatments. The staff who cared for my son were all excellent, supportive, and informa-
tive. But they stopped short of acknowledging the uniqueness of the parent–young adult roles. I 
had to find my voice and design a new role that was important to me as his mother. This was vital 
for me and for my son. I will never stop being his mother, nor he my son. 

C ancer affects over 60,000 young adults 
aged 20 to 39 each year (Fidler et al., 
2017). Although uncommon, caring 
for young adults with cancer requires 

addressing their unique and specific concerns. 
Young adulthood is a time of great change in a 
person’s life as he/she tries to establish an identity 
and develop social, emotional, and financial in-
dependence. It is also a challenging time for par-
ents, as their role needs to evolve from that of a 
nurturer, advisor, and protector, to viewing their 
grown children as independent beings who are 
living independent lives. This time becomes more 
challenging when the young adult child receives a 
diagnosis of a serious illness (James, Andershed, 
& Ternestedt, 2007; Van Humbeeck et al., 2015). 
Despite the fact that these patients are no longer 
under the care of their parents, family-centered 
care should still be employed, as studies have 
found that patients’ outcomes improve with its 

utilization (American Hospital Association, 2017; 
Goldfarb, Bibas, Bartlett, Jones, & Khan, 2017). In 
order to successfully implement family-centered 
care in this setting, advanced practitioners must 
first understand that the subtleties of the relation-
ship between parent and adult child can be quite 
distressing in this scenario, as parents are faced 
with decisions about how involved they should be 
in their adult child’s life. 

IMPACT OF A CANCER DIAGNOSIS 
ON PARENTS
The impact of an adult child’s cancer diagnosis on 
the parent is unlike cancer experiences at other 
stages of life. Parents face many challenges, not 
the least of which is renegotiating their relation-
ship with their adult child. At this stage, parents of 
adult children have moved from being responsible 
for the health and welfare of their child to that of 
allowing their child to make their own indepen-
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dent health-related decisions. A cancer diagnosis 
clearly presents a challenge for parents who have 
attempted to facilitate the child’s independence 
and now experience the desire to nurture and pro-
tect their child as if he/she were a minor, creating 
a state of confusion for them (Grinyer, 2008). Par-
ents are forced to transform their role into one of 
the caretaker while accepting their child’s auton-
omy. The ease of the role transformation depends 
heavily on the parents’ working status or social 
relationships, the child’s marital or relationship 
status, the parents’ relationship with the child’s 
significant other, the quality of child–parent com-
munication, and information about their child’s 
illness (Kelly & Gibson, 2008).

PARENTAL ROLE
Initial Feelings
Parents instinctively view themselves as the 
child’s protectors. However, most recognize that 
they cannot care for a sick adult child in the same 
way they would care for a sick minor. As a result, 
they experience a multitude of intense feelings. 
They are completely preoccupied with their adult 
child’s diagnosis, while experiencing uncertainty 
and helplessness (Dean, McClement, Bond, Dae-
ninck, & Nelson, 2005; Raveis, Pretter, & Carrero, 
2010). Contributing to the sense of helplessness 
is the parents’ perception of their child’s suffer-
ing and their own sense of incapacity and insuf-
ficiency. Parents want to play an active role in 
their child’s treatment but feel they lack the skills 
to stop the child’s suffering (Persson & Sundin, 
2008). Parents are also experiencing their own 
emotional suffering as they struggle to find a cause 
for the child’s condition, deal with a sense of in-
justice as they themselves are being spared of the 
disease, or search for the existence of self-blame 
(Raveis et al., 2010).

Honoring Autonomy and Independence
By virtue of their age, adult children are considered 
independent and autonomous patients. This inde-
pendence and autonomy may be problematic for 
parents, as the role of the parent is an enduring one. 
The parents’ need to assist their child or take con-
trol may clash with the principle of honoring the 
child’s autonomy. This issue is further complicated 
if their child has to relinquish their independence 

and autonomy and move in with his/her parents. 
Parents may experience difficulty in allowing their 
child the freedom to maintain or regain their in-
dependence (Grinyer, 2009), as they may perceive 
some of the child’s risky behaviors as exacerbat-
ing his/her illness. Their instinct is to protect their 
child and maximize the chance of survival. The new 
dependence of the child on the parent may also be 
problematic for parents who have established new 
relationships or routines since their child moved 
away from home, leading to tensions between par-
ents and young adults (Grinyer, 2002) 

Loss of Control
Parents of young adults with cancer are faced with 
having little opportunity to influence the choices 
of their children. Moreover, they no longer have 
the right to be informed. They have to rely on ob-
taining information through their child or their 
child’s partner. This uncertainty about the course 
of the disease and the treatment effects on their 
child lead to feelings of helplessness and frustra-
tion (Raveis et al., 2010). As they now lack legiti-
mate reason to be involved in the decision-making 
process, and their child is now a self-sufficient 
adult, parents have to be careful with how they ask 
their child questions about their disease and treat-
ment outcomes (Grinyer, 2012). 

Further loss of control and conflicting emo-
tions are experienced by the parents when the 
adult child has a partner or spouse. While the 
partner or spouse takes on the role of the primary 
caregiver, parents, with their innate need to be the 
child’s caretaker, may feel marginalized or exclud-
ed in these circumstances (Grinyer, 2012). In these 
cases, roles and relationships must be negotiated 
with sensitivity by both parties, as role changes 
can have a negative impact on the patient’s emo-
tional well-being. 

SHARED DECISION-MAKING
Family members play an important role when de-
cisions about cancer care are being made and, in 
most cases, they serve as the caretakers. Patients 
may rely on their family members not only for 
physical and emotional support, but also for their 
input on the treatment recommendations. Studies 
show that nearly half of patients diagnosed with 
cancer involve family members in their treatment 
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decisions (Hobbs et al., 2015). In addition, stud-
ies suggest that family involvement in the deci-
sion-making process is associated with improved 
outcomes, patient satisfaction, and treatment 
adherence (Wolff & Roter, 2008). However, con-
temporary bioethics place an emphasis on patient 
autonomy and confidentiality. As family members 
become more involved in the decision-making 
process, they view themselves as partners with the 
physician in the care of the patient (Glasser, Pro-
haska, & Gravdal, 2001). In these situations, there 
is a risk that communication about the patient’s 
treatment will shift to the family member, which 
is in violation of the current bioethics laws. Given 
the importance of the family members in the care 
and decision-making process, health-care provid-
ers must recognize the need for a family-centered 
approach, all while maintaining the dignity and 
autonomy of their patients. 

FAMILY-CENTERED CARE
Young adults with cancer require complex care 
delivered with the ongoing involvement of oncol-
ogists or hematologists. This type of care requires 
a team approach that includes not only the patient 
and the health-care team, but also the patient’s 
family. This type of care, termed family-centered 
care, recognizes the importance of the family 
in the patient’s life. Its goal is to create partner-
ships among health-care practitioners, patients, 
and families that will lead to the best outcomes 
and enhance the quality and safety of health care 
(American Hospital Association, 2017). There are 
four principles that guide family-centered care: 
dignity and respect, information sharing, partici-
pation, and collaboration. 

Dignity and Respect
Treating patients and families with respect entails 
listening to and honoring their perspectives and 
choices. Decisions regarding treatment should be 
based on patient and family knowledge about can-
cer and incorporate their values, beliefs, and cul-
tural background (American Hospital Association, 
2017; Mazanec, Flocke, & Daly, 2015). 

Information Sharing
The exchange of information among patients, 
doctors, and family members should be open, ob-

jective, and unbiased. All team members must re-
ceive timely, complete, and accurate information 
during the entire care process (American Hospital 
Association, 2017).

Participation
Patients and their families should be encouraged 
to participate in making care decisions during 
treatment. Participation will lead to determining 
medically appropriate decisions that best fit the 
needs, strengths, values, and abilities of the pa-
tient (American Hospital Association, 2017). 

Collaboration
Patients, families, health-care providers, and lead-
ership at institutions should work together to de-
velop policies, programs, and evaluation strategies 
that make patient care delivery services more ef-
fective. Patients and family members should be 
encouraged to participate in advisory councils 
that shape hospital policies and practices. With-
out their participation, the health-care system 
may fail to respond to the real needs of patients 
(American Health Association, 2017). 

IMPLICATIONS FOR PRACTICE
As this case study highlights, family-centered 
care needs to address the gap created when a 
young adult is diagnosed with cancer. The four 
principles that guide family-centered care are 
undoubtedly important and contribute to best 
practices. Family-centered care has a direction 
of flow toward the patient, achieving positive 
outcomes. However, this may necessitate reflec-
tion on roles and relationships within the family 
unit. This can be achieved by knowing-in-action 
or reflection on practice on the part of health-
care providers. 

Parents of young adults may exhibit a high 
degree of emotional pain, feel a sense of injustice, 
and experience a loss of control. Alleviating these 
feelings comes through the empowering of par-
ents to seek roles that allow them to still parent 
while honoring the young adult’s independence. 
Defining the parenting role will require practitio-
ners to engage in conversation about the ambigu-
ity of the situation. Assisting parents in exploring 
their feelings can inspire them to feel less helpless 
and more enabled. 
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CONCLUSION
Family-centered care is an important and neces-
sary element of cancer care. In order to successful-
ly integrate family-centered care into the cancer 
care of a young adult, the advanced practitioner 
must first acknowledge and understand the par-
ents’ roles in the patient’s life and potentially em-
power the parents to redefine their role in order to 
better assist with the care of their child. Given the 
benefits of family-centered care, oncology and he-
matology advanced practitioners should embrace 
this philosophy and incorporate it into their daily 
practice and in all appropriate standards and poli-
cies for cancer care. l

Dedication
This article is dedicated to Stephan, a young man 
whose desire to survive and overcome adversity 
has carried him through a second occurrence of 
testicular cancer. May practitioners embrace a 
family-centered approach to care, regardless of 
the patient’s age.
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