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Take the Challenge
Strategies to Improve Support for Parents of Chronically Ill Children
Abstract
Parents of children with chronic illnesses experience tremendous burden when caring for their
children at home. There are many challenges that present throughout the course of chronic
illnesses. To provide better care to the family caring for an ill child at home, clinicians must
understand the experiences family members go through on a daily basis. The purpose of this
article is to help clinicians better understand these parental experiences; by increasing clinician’s
awareness, strategies can then be utilized which will improve the outcome for the child, parents
and siblings.

Introduction
Families who have a child with a chronic illness experience day-to-day challenges related to the
illness even when the child’s health is at its best. There is constant worry about what will
happen next, or when will there be an exacerbation. Parents stand on guard in anticipation of the
next challenge. Clinicians can make a difference. While these parents are faced with many
challenges, one of these should not be the preventable frustration with visiting professionals.
Recognizing that this has been a problem is the first step to providing quality care and increasing
support (George et al, 2007). By increasing awareness, strategies can be utilized which will
improve the outcome for the child, parents and siblings. Clinicians are in a unique position to
improve the experiences for these families. Ultimately, the goal for the parents and the
professional is the quality of life for the child, which is enhanced by the coping of the other
family members (Melnyk et al, 2001). “To be able to help a child and his or her family, health
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care professionals must have an understanding of the experiences that the child’s long-term
illness brings into the lives of the family” (Nuutila & Salanterë, 2006, p.153).

Parents of children with chronic illnesses experience tremendous burden when caring for their
children at home. There are many challenges that present throughout the course of chronic
illnesses. To provide better care to the family, clinicians must understand the experiences family
members go through due to the chronic illness. There are various emotions parents experience
but yet they still have to carry on with tasks related to the illness, many of which will not be
readily recognized, like searching out information and coordinating care. In addition, they are
required to care for other children in the home. They will struggle to find normalcy in their lives
and may experience frustration towards clinicians.

Clinicians can improve and eliminate the frustration experienced by parents by using simple
strategies to improve support. Strategies include establishing a partnership with parents and
consider them as an asset to the team regarding the care of the child. Furthermore, visiting
professionals can be sensitive, focus on parents emotional needs, increase support systems and
identify their strengths. Using such strategies will improve the outcome for the child, parent and
siblings. Challenges that are faced by parents will be discussed, and finally strategies to help
parents of children with chronic illness will be addressed.

Background
Chronic illness is any long term illness that "is either not curable or has residual features that
result in limitations in daily living requiring special assistance or adaptation" (Coffey, 2006,
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p.51). Chronic illness not only impacts the child, but the entire family (Shudy et al, 2006). As
clinicians, we not only have the capacity, but the obligation to optimize the health of the family.
Having a child with a chronic illness brings about complicated emotions and often requires
special skills that parents need to learn. Children with chronic illness have individual challenges
related to the illness. The illness will put tremendous burden on the entire family. Fortunately,
once the parents adjust to the care their child requires, all family members will thrive.

Parents often will care for their ill child at home, rather than have them admitted to hospital.
Reasons for this include shorter hospital stays; advances in medicine resulting in longer life
expectancy; and known improvements in the physical health of the child when they are cared for
at home rather than in the hospital setting (Farasat & Hewitt-Taylor, 2007).

Having one person in the family with a chronic illness puts the other family members at risk for
physical and mental health problems (Major, 2003). Regardless of diagnosis, challenges faced
by these families are ongoing, ultimately leading to increased stress and disequilibria within the
family unit (Meleski, 2002).

Challenges
Parents face many challenges related to the illness. They struggle with various emotions
throughout the course of the illness. Two parents can hear a diagnosis about their child but they
may both experience it differently. Similarly, they will learn to cope with it in their own unique
way. It is essential to listen to their experience in the parents’ own words in order to provide
comprehensive, holistic care (Lewis, 2007). Parents may experience shock, disbelief, denial,
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anger, confusion, guilt and frustration (Melnyk, Feinstein, Moldenhouer & Small, 2001). Even
after these initial emotional responses, parents will continue to have mixed feelings related to the
illness. Experiencing these feelings when they are faced with challenges may be a coping
mechanism. These challenges allow parents an opportunity to grieve (Melnyk et al) which is
normal as parents expected to have a healthy child. The grieving is due to a sense of loss of a
healthy child.

Strong Emotions
There is stress from the time of diagnosis, and sometimes prior to this when there is suspicion
that something is wrong (Melnyk et al, 2001). Parents feelings may include depression, failure,
heartache, isolation, marital discord, decreased confidence, exhaustion, changes in social
networks, guilt, feelings of fear, sadness and anger in addition to feeling overwhelmed,
vulnerable, alone and uncertain about the future (Coffey, 2006; George, Vickers, Wilkes &
Barton, 2007; Major, 2003; Melnyk et al, 2001; Ray, 2002; Sullivan-Bolyai, Sadler, Knafl &
Gilliss, 2003). Furthermore, they worry, which is accepted as a part of their everyday life.
Fortunately, this worry may be what drives them to attend to the increased responsibilities
(Coffey, 2006).

Handling Judgments
The family may experience judgments from extended family members, friends and clinicians. If
a parent continues to work, in spite of the illness, or decides to return to work, health care
professionals need to be cautious to not send messages that could be interpreted as negative.
These parents have many roles and responsibilities at home. Some parents cope better if they are
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working outside of the home because it may be the only relief from the responsibilities related to
the illness, both physically and emotionally. Working outside the home can be a helpful
distraction, increase their self worth, their independence and may increase their support system
(Major, 2003). The many roles and responsibilities faced by parents will change and they will
need to adapt, but they may go through a transition period prior to full adaptation.

Transition Periods
Parents will undergo various emotions at the time of diagnosis, and throughout the illness, which
are referred to as times of transition. Times of transition include the reorganization of roles
within the family, the increased tasks related to the chronic illness, the potential complications,
the developmental milestones that go unmet, and the changes in the course of the chronic illness
(George et al, 2007; Meleski, 2002).

Times of transition remind parents of the illness (Coffey, 2006). It is during these times that
parents have emotional responses, which are not only natural but may be beneficial to the family.
Such emotions may include frustration and anger, which can motivate the parents to increase
their voice as advocate for the child. The parents will then take action to restore the imbalance
and strive to regain normalcy (Meleski, 2002).

Special Consideration Groups
Families who have a child with a chronic illness may achieve a sense of normalcy. There are
some groups who will find this more of a challenge such as single parents or those who have a
second person in the home with a chronic illness. A child with a chronic illness will increase
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care giving tasks, increasing demands on the parents (Nuutila & Salanterë, 2006). Single parents
are undoubtedly challenged even further due to the lack of spousal support. The family has a
greater chance of maintaining family balances if the second parent is actively involved (Morrod,
2004). If there are other health issues in the same family, the effects will be compounded.

Finding Balance
Along with varying degrees of emotions, there may need to be changes made in employment
status (Ray, 2002), while attempting to maintain financial stability (Sullivan-Bolyai et al, 2003).
One parent may need to give up working outside of the home entirely to care for the ill child or
decrease hours or change their hours of work. Some may need to change jobs that would
accommodate their increased care giving tasks. Others will find that they are able to maintain
their employment but require taking more time off for appointments, illness exacerbations or
experience difficulty finding adequate childcare. Trying to balance the many demands may
cause one or both parents to eventually suffer from burnout (Sullivan-Bolyai et al). Some of the
increased tasks will be obvious but there are many tasks that go unnoticed to clinicians.

Visible and Less Visible Tasks
Parents have increased care-giving tasks related to the illness. They are responsible to medicate,
treat and take their child to appointments. It is challenging to find adequate childcare, maintain
employment status, and balance time for other family members. There may be physical therapies
associated with the illness but only the family members know the challenges that are faced.
Parents may not even realize how much responsibility they have because they are so busy doing
these everyday tasks (Ray, 2002). Parents do not hesitate to commit to all of these tasks. Free

7
time can be near absent and self-care may be minimal (Ray). The parent’s primary commitment
is to their sick child before all else.
There are aspects of care giving that are invisible to clinicians (Ray, 2002). Searching out
information, coordinating care and becoming the child's advocate are all tasks that are time
consuming but much less visible. It is a task to monitor their child for changes in their condition
and parents are the ones who have this initial responsibility. Being on guard may leave an
ongoing level of uncertainty, stress and fatigue in parents (Coffey, 2006; Ray).
Frustration with Clinicians
Parents may experience difficult times throughout the course of the illness, which is often when
they interact with clinicians. Parents view clinicians as sources of information, yet they also
experience grief and frustration during some interactions (George et al, 2007). Some parents
report that they have experienced a lack of sensitivity, feeling they were not taken seriously or
not listened to. This lack of support can exacerbate the already stressful situation these parents
face. As clinicians, it is our responsibility to establish rapport and form trusting relationships,
thereby, enhancing the parents’ ability to manage the illness (Melenski, 2002).

Strategies to Improve Parental Support
There are specific strategies that clinicians can utilize to improve the experiences for these
parents. Recognize that these parents will struggle to find normalcy in their lives. Strategies are
related to understanding the experiences of the parents in order to improve care. These include
acknowledging professional boundaries, partnering with the parents regarding disease
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management, increasing sensitivity and support systems, identifying stressors and alleviating
them.

Professional Boundaries
Clinicians working with vulnerable populations need to be cautious to not cross professional
boundaries. We are in unique positions to help patients through difficult times, increasing the
risk of boundaries being blurred. We may have frequent and extended encounters with patients
becoming intimately familiar with families and typically have a high level of involvement
especially in community settings (Bailey, 2010).
It is the responsibility of the clinician to maintain these relationships as professional. We have
the knowledge about the patients that puts us in a position of power (O’Connell, 2008). While it
can be therapeutic to mutually exchange some information, only disclose enough that it will be
of benefit to the patient and family. Patients’ needs can then be met by setting appropriate
boundaries.
A certain amount of self disclosure can help to establish rapport. It can be difficult to know the
limits of these boundaries. Sharing our experiences of therapeutic relationships with patients and
families with colleagues, aids in our knowledge and skill of maintaining appropriate boundaries.
We continue to learn from these experiences. It is the professional boundaries that protect the
patient vulnerability and the clinician (Aylott, 2011). Clinicians who provide health care in the
patient’s home are at particular risk of crossing professional boundaries as they are first set with
good intentions, but yet they are entering into the patients’ own private sanctuary, and they
invest concern for the patients (Aston et al, 2006). Keeping in mind, the majority of violations
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are not deliberate but are actually good intentions trying to benefit the patient (Holder &
Schenthal, 2007).

Establish Partnerships
Parents tend to be initially accepting and deferential to professional expertise. Over time,
however, as their experience and confidence increase, they often desire a greater involvement in
decisions about treatment and care. (Hummelinck & Pollock, 2007).
Providing support and knowledge enhances parental coping, and establishes a trusting
relationship (Hummelinck & Pollock, 2006). This relationship should be a partnership between
the parents and the health care team so the well being of the child will benefit (Franck & Callery,
2004). Parents are an integral part of the health care team and are knowledgeable about their
own families (Major, 2003). They are the experts of their child and should be recognized for
what they contribute (Coffey, 2006; Wheeler, 2005). Acknowledging their expertise increases
their value and self worth, thereby decreasing frustration they may have developed toward
clinicians. (Shudy et al, 2006).

Clinicians who work in partnership with parents in pediatric settings are encouraged to base
nursing intervention decisions on mutually defined priorities and goals (Graves & Hayes, 1996).
Parents often need ongoing support and information throughout the illness. However, clinicians
are the outsiders in the lives of the family, while parents are the ones with privileged information
about their child (Hummelinck & Pollock, 2006). It is important for visiting professionals to
determine the level of support that the parents are comfortable with, at the outset and during
regular intervals. Some parents are comfortable coordinating community resources; whereas
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others benefit from the community navigation a professional can provide. Specifically, clinicians
need to be cognizant of a parent’s fluctuating level of involvement. Using freely available
resources such as those available from the National Dissemination Center for Children with
Disabilities can help clinicians provide parents support.
Increase Support
Health care providers are not always sensitive to the burden of care that these families face on a
day-to-day basis (Sullivan-Bolyai et al, 2003). By allowing parents to be emotional during times
of transition, rapport is built. This emphasizes that it is common for parents to experience many
emotions when they have a child with a chronic illness. Parents should feel comfortable to
express these emotions to clinicians. It’s also important for health-care providers to be
empathetic to parents. Even when efforts fall short, parents are dedicating a major chunk of their
lives to managing their child’s illness (Leis-Newman, 2011). Ask parents what they need. Even
if they are not sure, educate them about the supports and resources available (Sullivan-Bolyai,
Knafl, Sadler, & Gilliss, 2004). Condition or disease specific support resources need to be
sourced by the clinician. Continuing to educate the parents on community or national programs
is crucial. Some needs may be psychological and being involved in a support group could be
beneficial (Shudy et al, 2006). Eliciting the parents’ concerns cannot be underestimated
(Hummelinck & Pollock, 2006) because it is through this process that the relationship between
parents and clinicians is made stronger. Parents may not have the energy to seek out help, even if
they recognize that there are services that would be beneficial to their family (Ray, 2002). As
practitioners, we can be proactive and increase awareness that resources such as those found
within the Canadian Pediatric Society and the American Academy of Pediatrics. Increase
parents’ awareness that burnout is a common risk in these situations and be proactive by

11
addressing resources before burnout occurs (Sullivan-Bolyai et al, 2003). Providing parents with
this knowledge is part of being supportive.

Caring for the Other Children in the Family

Parents may not give the same attention to the other healthy children in the family (Ray, 2002).
The other children may be treated differently by their parents and may experience feelings of
worry, jealousy or being ignored. They are aware of the increased needs of their brother or
sister, and they recognize that they receive less attention from their parents (Shudy et al, 2006).
This is certainly not intentional but nonetheless, the parent may need assistance in finding ways
to meet the needs of all family members. It is common for parents to become overprotective of
the ill child, and inevitably less time is spent with other children in the family because of the
time and energy that is consumed in managing or treating the illness (Coffey, 2006).
There are relatively few intervention studies aimed at helping siblings adjust to life with a
chronically ill sibling. In addition, although there have been some educational programs
developed aimed at the ill child and parents, there are few aimed at the sibling. Even though
evidence supports the concept that sibling and parental adjustment are intertwined, few studies
actually incorporate parents into the sibling intervention programs that do exist (Lobato & Kao,
2002). One such intervention study was published in 2002 and included one parent for each
child with a 90 minute psycho-educational program entitled “SibLink”. The outcomes measured
in this study were sibling knowledge of illness, sibling adjustment to illness, sibling
connectedness, sibling behavioral functioning and parental satisfaction with the program (Lobato
& Kao).

12
Simply asking the parents about healthy sibling adjustments can initiate the discussion. If the
parents seem open to discussing how their healthy children are being impacted, the nurse can
then provide them with information and suggestions that are pertinent to the topic (Newcome,
2004).

Assess Sources of Stress
Encourage parents to describe challenges in their own words. Their needs may differ from what
we, as clinicians, think. Assess their supports at home, which may be lacking (Melnyk et al,
2001). In addition, there may be other stressors in the home, like financial stress,
communication difficulties or a strained relationship. The process of retrieving this information
helps to affirm concern and will provide information that can be useful in helping them.
Furthermore, this process may identify strengths such as keeping their child medicated,
balancing time with the other children or maintaining employment. It can be empowering for
parents to hear their strengths and positive attributes they have developed despite the illness.
Encourage some alone time each week for each parent (Meleski, 2002) but recognize they may
not want this.

As clinicians it is important to assess each parent’s ability to cope with stress. In addition to
assessing parental responses to the child's chronic illness, it is important to assess each parent's
strengths and positive coping outcomes. Evidence indicates that parents, nurses, and other health
care professionals identify and prioritize parental needs and significant stressors differently
(Graves & Hayes, 1996). One tool that is freely available is the Coping-Health Inventory for
Parents (CHIP); it is an instrument designed to measure parents’ response to management of
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family like when they have a child who is seriously ill (McCubbin, McCubbin, Patterson.,
Cauble, Wilson, and Warwick, 1983).

Alleviate Stress
As health care professionals, we attend to the physical needs of the child readily but we are not
as diligent with meeting the emotional needs of the parents. In addition to targeted supports, it is
important to recognize that social support has long been recognized as a buffer in decreasing
stress associated with childhood illness and hospitalization (Melnyk et al, 2001). We need to be
compassionate in considering the parents’ needs. Parental anxieties tend to get conveyed to the
children (Wheeler, 2005). Keeping anxieties to a minimum may keep the family structure
maintained. "With greater coordination, consistency, family centeredness, and access to
information, they would be able to properly focus time and energy on parenting their child and
minimizing the consequences for the rest of the family” (Ray, 2002, p.435). Encourage
normalcy by having them keep a routine as best they can (Lewis, 2007). It is common for the
family to abandon interests that they once had, so it is essential to aid family members to develop
strategies to help them emotionally, despite the demands of the illness (Gustafsson, 2005).

A study from the University of Alberta (Minor, Carlson, Mackenzie, Zernicke, and Jones, 2006)
concluded that a targeted program for caregivers of chronically ill children was successful in
significantly decreasing substantial stress symptoms and mood disturbances. The authors used
the established Mindfulness-Based stress Reduction (MBSR) program (Minor et al, 2006). This
is an example of a strategy that clinicians can use to assist families in their care to decrease
stress.
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Another concrete strategy that can be incorporated with home nursing agencies is the COPE
program (Coping Health Inventory for Parents). It has been reported in the literature as an
intervention aimed at promoting opportunities for parental empowerment (Melnyk et al., 2004).
Extensively used throughout the world, this program is an educational-behavioral skills-building
program that prepares parents for their own personal and their child’s adjustment to critical
illness and hospitalization. Randomized controlled trials using the COPE program have reported
significantly less parental stress, depression, anxiety, and fewer posttraumatic stress symptoms
during and up to 12 months following hospitalization (Melnyk et al., 1997, 2004).
Conclusion
Caring for a child with a chronic illness at home is an emotionally taxing experience. Mutual
goals of practitioners and families are to improve parental coping and improve child outcomes.
Clinicians who are privileged to participate in their care need to be aware of the demands and
challenges these parents face. Utilizing effective strategies to decrease stressors will enable the
entire family unit to thrive in the face of challenge.
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Online Resources
Boundaries:
Expectations for Nurse-Client Relationships:
http://www.crnns.ca/documents/professionalboundaries.pdf
Guide to Importance of Appropriate Professional Boundaries:
https://www.ncsbn.org/Professional_Boundaries_2007_Web.pdf
Establish Partnerships and Family Dynamics:
Parental Involvement Resources: www.parenting-ed.org/parent-involvement-resources.asp
SibLink Connect Brothers and Sisters of Children with Disabilities:
http://www.lifespan.org/hch/services/siblink/
Increase Support:
Kids Health: www.kidshealth.org
National Dissemination Center for Children with Disabilities: http://nichcy.org/
Canadian Paediatric Society: www.cps.ca, www.caringforkids.cps.ca
Caring for Chronically Ill Children and Their Families CEU:
http://www.ceufast.com/courses/viewcourse.asp?id=145
Johns Hopkins Children's Center
www.hopkinschildrens.org
American Academy of Pediatrics
www.aap.org
Assessment Tools:
Coping Health Inventory for Parents:
http://www.apa.org/pi/about/publications/caregivers/practice-settings/assessment/tools/copinghealth.aspx
Alleviate Stress:
COPE program: http://www.aannet.org/files/public/COPE_template.pdf
Mindfulness-Based Stress Reduction (MBSR): www.mindfullivingprograms.com
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