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Abstract

Amyotrophic lateral sclerosis (ALS) is a neuro-muscular disease causing progressive paralysis 

and eventual death of the patient. Adolescent children who have a parent with ALS or other 

terminal illnesses have ability to comprehend the course of the disease’s processes, death and the 

suffering of others, which often leads to the teen experiencing existential issues including 

loneliness, meaninglessness, a lack of personal freedom or responsibility, and a fear of death.

The following research paper provides a thorough review of the literature surrounding the effects 

of a parental ALS diagnosis on adolescent development, existential concerns and grief response. 

Suggestions for resolving existential concerns and grief are presented. The knowledge gained 

from the literature review was used to create a web-based resource for adolescent children of 

ALS patients. The application and product portions of this paper contain a thorough description 

of the web-based resource, the information it contains, and ways that it can be useful to 

adolescents and members of their support system.
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A Comprehensive Review of the Literature Surrounding the Adolescent Experience of a Parent’s 

Amyotrophic Lateral Sclerosis or Familial Amyotrophic Lateral Sclerosis Diagnosis 

The psychological effects of a terminal disease is widespread and a predictable stressor 

facing communities, families, and individuals. Grief and loss associated with family and 

community member’s passing away as a result of various types of cancer, autoimmune diseases, 

and illnesses, while predictable and inevitable, pose implications for the mental health of 

adolescents. In the United States, over two million youth under the age of 18 have experienced 

the loss of a parent (Christ, Siegel, & Christ, 2002). One such illness that can claim the life of a 

teen’s loved one is Amyotrophic Lateral Sclerosis (ALS). Not only can this terrible disease cause 

the death of a loved one, but it also has the genetic potential to be passed on to younger 

generations (Hartzfeld et al., 2015; Pfister et al., 2013; Verma, 2014).

Introduction

ALS is a progressive, degenerative, neuromuscular disease that results from genetic 

mutations (Marangi & Traynor, 2014; Padhi, Banerjee, Gomes & Banerjee, 2014; Williams, 

Fitzhenry, Grant, Martyn & Kerr, 2013). The majority of cases are sporadic; however, 5-10% 

have been found to be passed genetically (Hartzfeld et al., 2015; Li et al., 2015; Pfister et al., 

2013; Verma, 2014). Patients are typically diagnosed in adulthood and often succumb to the 

disease within three to five years (Padhi et al., 2014; Pagnini, Phillips, Bosma, Reece & Langer, 

2015; Pfister et al., 2013; Roth-Kauffman & Niebauer, 2012). If the ALS patient has adolescent 

aged children, their diagnosis may prove to be problematic for the teen’s normal development. 

Research has shown that contrary to common misconceptions, teens do in fact have the cognitive 

abilities to comprehend death, disease, and the pain and suffering of others (Faulkner & Davey, 

2002; Phillips, 2014). A higher cognitive ability often leads adolescents to experience several
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negative effects including an increase in struggles with existential concerns such as loneliness, 

lack of meaning and responsibility, and death anxiety which can affect the development of a 

normal identity (Berman, Weems & Stickle, 2006; Brassai, Piko, & Steger, 2013; Carlson, 2003; 

Ens & Bond, 2007; Phillips, 2014; Phillips & Lewis, 2015; Schultz; 2007). Cancer and ALS 

differ greatly in form; however, for the developing adolescent, the effects of losing a parent over 

a prolonged period of time are still applicable.

Available Resources

A thorough review of the literature, electronic resource sources and counseling support 

tools available to support adolescents who have a parent with ALS/FALS revealed limited 

mental health supports for this population. Resource dedicated to helping adolescents understand 

ALS and cope with the loss of their loved one to this disease have yet to be created. 

Electronically, one blog, “Children of ALS” (2011), allows individuals to share their personal 

stories of living with a parent who was affected by ALS. “Children of ALS” does not share any 

grief resources, does not provide research based information regarding the experiences of the 

parent with the disease, or the effects of the disease on the emotional and cognitive development 

of the adolescent. Another blog, “ALS forums” (2015), allows individuals to ask and respond to 

questions about the disease. The authors of this forum discuss ALS/FALS; however, it is not the 

sole focus as other disorders and diseases are also discussed. This site is not informational, nor is 

it designed to cater to adolescent development. Furthermore, it does not provide resources for 

grief and loss. The ALS Association website (2015) provides research-based information on the 

biological and genetic aspects of the disease, and includes updates on the progress that scientists 

are making in finding a cure for the illness. While this information may be helpful to teens, this
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site is not designed to provide resources specifically to teens who are living with a parent with 

the disease.

Purpose of the Literature Review

The guiding questions for the research project is based on adolescent development, what 

do teens experience when facing progressive losses from a parent being diagnosed with 

ALS/FLAS; how do they understand and experience these losses; and what helps them resolve 

the associated grief and loss? Therefore, the purpose of this research project is to (1) provide a 

comprehensive review of the literature surrounding existential issues created in an adolescent 

when their parent is diagnosed with a terminal illness, (2) discover the effects of the progressive 

losses and the parent’s diagnosis on the teen’s cognitive development, and (3) provide methods 

that could assist the adolescent in overcoming those issues. An overview of ALS and the 

cognitive development of adolescents are provided along with descriptions of common reactions 

to death, grief and loss. An in depth review of the literature provided insight into how a parent’s 

ALS/FALS diagnosis and a teen’s cognitive abilities effect the youth’s development and mental 

health. The guiding psychological theory for this project is existentialism, and information will 

be given regarding how a parental diagnosis affects a teen’s existential anxiety in each of the 

four principles of existential theory: loneliness, meaning, freedom and responsibility, and a 

realization of death.

Rationale for an Adolescent Focus with an Existential Approach

According to Piaget’s theory of cognitive development, children enter the final stage of 

development, the formal operations stage, and acquire the ability to think abstractly between the 

ages of 11 and 12 (Parke & Gauvain, 2009). This change in cognitive ability allows for children 

to understand a world that is not confined in reality, create “ideal” circumstances, and consider
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several possible solutions to problems (Parke & Gauvain, 2009; Santrock, 2014). They also 

begin to develop ideas for their future and create meaning, and they are able to think logically 

(Santrock, 2014). Simultaneously, according to Erickson, teens are also attempting to determine 

how they will live their lives, establish their goals, formulate their purpose, and further develop 

their identity (Berman et al., 2012; Santrock, 2014). If adolescents are able to explore their roles 

in a healthy way and create their own identity, they will create appropriate identities and live 

healthy lives (Santrock, 2014).

Teens have been found to have the cognitive abilities to be able to consider their purpose 

in life and understand death (Parke & Guavain, 2009; Santrock, 2014). Prior to this stage of 

development, children are not able to consider existential meaning, loneliness, freedom and 

responsibility or a fear of death because they cannot think abstractly (Santrock, 2014). Similarly, 

unlike younger children, teens are cognitively developed enough to begin creating a purpose and 

identity for themselves, which may lead to existential crises such as a sense of meaninglessness 

or a fear of death (Santrock, 2014). If, for some reason, a teen is unable to create a healthy 

identity, they will be at a greater risk for identity confusion which can potentially have negative 

consequences later in life (Berman et al., 2006; Brassai, Piko & Steger, 2012; Santrock, 2014). A 

terminal illness such as ALS/FALS, of a parent can affect this process (Garrow & Walker, 2001; 

Spillers, 2007). Consequently, this project focuses on adolescents due to their heightened risk for 

the emergence of problems in adulthood that stem from an unresolved existential crisis 

negatively affecting healthy development during this critical period as a result of losing a parent 

to ALS/FALS.

The research is used as a foundation for the creation an electronic, web-based resource 

for adolescents, their healthy parents, and other adults in the community who are working with
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adolescents facing these issues. The website provides developmentally appropriate information 

about ALS/FALS, the existential anxiety felt by both the adolescents and terminally ill parent, as 

well as resources and suggestions to manage and cope with four main existential issues and the 

grief and loss felt before and after their parent dies.

Existential theory has four main principles that are realities all individuals will face: 

loneliness, meaninglessness, freedom and responsibility, and a realization of death (Albinsson & 

Strang, 2003; Frankel, 2006; Garrow & Walker, 2001; Spillers, 2007). Individuals who 

experience existential anxiety, typically do so in one of these four areas as they are some of the 

common issues involved in human life. These concerns usually arise around the age of 13, and if 

not addressed may lead to negative consequences later in life (Berman et al., 2006). Each 

principle can bring about its own struggles which can be exacerbated by the diagnosis of a 

parent’s diagnosis of ALS/FALS.

Amyotrophic Lateral Sclerosis: An Overview

ALS, also known as Lou Gehrig’s disease, is a degenerative neuromuscular disease in 

which motor neurons in the brain, spinal cord and motor cortex slowly die (Marangi & Traynor, 

2014; Padhi et al., 2014; Williams et al., 2013). As a result of this loss, patients experience 

progressive paralysis; dysphonia, a difficulty to speak; and dysphagia, a difficulty swallowing 

(Padhi et al., 2014; Yu et al., 2014; Williams et al., 2013). ALS is considered to be a terminal 

illness. Patients usually suffer from respiratory failure caused by an inability to control and move 

muscles in the diaphragm and chest wall, which eventually causes patients to succumb to 

suffocation (Pagnini et al., 2015; Yu et al., 2014; Williams et al., 2013). While the majority of 

cases are considered to be sporadic in nature, research has found that a small percentage of cases 

are inherited genetically (Hartzfeld et al., 2015; Li et al., 2015; Pfister et al., 2013; Verma, 2014;
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Yu et al., 2014). Currently, there is no cure for the disease. One pharmaceutical, Riluzole, has 

been proven to slow the symptoms and prolong life in individuals with ALS; however, it does 

not reverse the symptoms, and it only extends life by a few months (Padhi et al., 2014; Li et al., 

2015; Roth-Kauffman & Niebauer, 2012; Williams et al., 2013).

Symptoms of ALS

Not all ALS cases will present the same. The disease typically begins to show symptoms 

in one of two ways, limb or bulbar (Roth-Kauffman & Niebauer, 2012; Williams et al., 2013). 

Limb onset is more common than bulbar and accounts for almost 75% of all cases (Roth- 

Kauffman & Niebauer, 2012; Williams et al., 2013).

Limb-onset. Limb-onset of ALS is characterized by weakness developing primarily in 

the hands, arms, feet, or legs (Roth-Kauffman & Niebauer, 2012; Williams et al., 2013). Early 

symptoms may include frequent tripping or falling, muscle spasms, difficulty performing normal 

daily activities such as writing, climbing stairs, or standing up from a chair, stiffness, slowness, 

and a lack of coordination (Roth-Kauffman & Niebauer, 2012). Patients typically note that 

weakness begins in one hand, arm, leg, or foot (Roth-Kauffman & Niebauer, 2012). This initial 

weakness is followed by a loss of strength and control in the rest of the extremities and complete 

immobility (Pagnini et al., 2015; Roth-Kauffman & Niebauer, 2012). Immobility is followed by 

a weakening of the bulbar muscles, which leads to dysphagia, dysarthria, and eventually 

respiratory failure (Pagnini et al., 2015; Roth-Kauffman & Niebauer, 2012; Williams et al., 2013; 

Yu et al., 2014).

The average life span from diagnosis to death of a patient with limb-onset ALS is three to 

five years (Padhi et al., 2014; Pagnini et al., 2015; Pfister et al., 2013; Roth-Kauffman & 

Niebauer, 2012). The average age of onset for this form of ALS is between 55 and 65 (Pagnini
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et al., 2015; Roth-Kauffman & Niebauer, 2012; Turner et al., 2010). Limb-onset ALS/FALS 

occurs in roughly two-thirds of patients (Cistaro et al., 2012).

Bulbar-onset. The second type of ALS onset is bulbar-onset. Instead of beginning in the 

extremities and moving towards the facial muscles, the degeneration of motor neurons begins in 

the bulbar region with the facial muscles (Roth-Kauffman & Niebauer, 2012). Patients typically 

notice a difficulty talking and swallowing initially (Roth-Kauffman & Niebauer, 2012; Williams 

et al., 2013). As the disease progresses, an inability to fully close the eyes and mouth, tongue 

weakness, slurred speech, and drooling is reported (Roth-Kauffman & Niebauer, 2012; Williams 

et al., 2013). With bulbar-onset ALS, there is a heightened risk for choking as chewing and 

swallowing food becomes progressively more difficult (Roth-Kauffman & Niebauer, 2012). As 

with limb-onset, patients with bulbar-onset eventually succumb to respiratory failure as they lose 

control of their diaphragm and chest muscles (Roth-Kauffman & Niebauer, 2012; Williams et al., 

2013). The average age of onset of this form of ALS is 68 (Roth-Kauffman & Niebauer, 2012).

In general, the progression of bulbar-onset ALS is much quicker than limb-onset (Turner 

et al., 2010; Williams et al., 2013). The average prognosis is 33 months, although some patients 

have lived longer than four years (Turner et al., 2010). Research has found that 50% of patients 

with bulbar-onset who lose ambulatory function, will typically reach respiratory failure within 

three months of becoming immobile (Turner et al., 2010). Roughly one third of patients will 

develop bulbar-onset symptoms (Cistaro et al., 2012).

Epidemiology

Roughly 1.5 to 2.7 per 100,000 people are diagnosed with ALS in North America (Roth- 

Kauffman & Niebauer, 2012). Around the world, the prevalence rate is between two and nine 

individuals per 100,000 (Yu et al., 2014). While the disease can affect individuals at any age, it
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most commonly develops between the ages of 55 and 65 (Roth-Kauffman & Niebauer, 2012; 

Williams et al., 2013). The disease has not been found to differentiate across cultures, and there 

is no difference between genders in the familial form (Roth-Kauffman & Niebauer, 2012). When 

the disease is sporadic however, it tends to affect males one and a half times more than females 

(Roth-Kauffman & Niebauer, 2012). Trends within the United States have found an increase of 

incidence with advanced age (Williams et al., 2013).

Etiology

For the most part, the cause of ALS remains unknown. Currently, there are no 

environmental factors that have been found to consistently cause ALS. Proposed risk factors for 

the development of the disease include physical trauma, exposure to solvents and metal vapors, 

and head injury (Pfister et al., 2013). However, there is not conclusive evidence dictating 

whether these environmental factors cause or put individuals at a higher risk for ALS (Pfister et 

al., 2013). Similarly, smoking, exercise, exposure to metals, fertilizers, pesticides, or 

formaldehyde and living next to industry or sewage treatment plants have been linked to several 

case studies, but the research is still inconclusive (Yu et al., 2014).

Although the research surrounding environmental factors remains inconclusive, 

researchers have confirmed that when certain genes mutate, motor neurons will begin to 

progressively degenerate, thus leading to ALS (Harzfeld et al., 2015; Li et al., 2015; Padhi et al., 

2014; Pfister et al., 2013; Verma, 2014). However, the cause of that mutation remains unknown 

(Wu et al., 2012; Yu et al., 2014). Trends have shown two ways in which the disease can emerge. 

The majority of ALS cases are sporadic. On average, 90% - 95% of all individuals who develop 

the disease are the only one in their family to do so (Hartzfeld et al., 2015; Li et al., 2015; Pfister
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et al., 2013; Verma, 2014). However, roughly 5% - 10% of all cases are inherited (Hartzfeld et 

al., 2015; Li et al., 2015; Pfister et al., 2013; Verma, 2014).

Familial ALS (FALS). In one study, Fang and colleagues (2009) examined the cause of 

death of children of roughly 6,671 patients who developed sporadic ALS in Sweden. Their 

results found that the children of these patients were 10 times more likely to develop the disease 

when compared to individuals not related to a sporadic ALS patient. It was noted that the 

younger the patient was when they were diagnosed with a sporadic case, the higher the risk the 

patient had of the case becoming familial (Fang et al., 2009). The average age of onset of the 

original ALS patient was 66, while the average age of onset for siblings was 57, and 54 for the 

children of the sporadic ALS patients. This data is consistent with other studies that also show 

that FALS has an earlier age of onset when ALS is inherited (Hartzfeld et al., 2015; Roth- 

Kauffman & Niebauer, 2012).

Familial ALS occurs when two or more individuals in the same blood line develop the 

disease (Hartzfeld et al., 2015; Pfister et al., 2013; Verma, 2014). Mutations in the SOD1, 

C9orf72, TDP-43, FUS/TLS, matrin 3, and angiogenin genes have been found in patients with 

FALS as well as Sporadic ALS (Li et al., 2015).1 Currently, in the inherited cases, between 15

20% of all cases are linked to SOD1 mutations and roughly 40% are attributed to mutations in 

the C9orf72 gene (Li et al., 2015). The mutation of these genes has been found to be both 

autosomal dominant and autosomal recessive; yet in familial cases, it is most often autosomal 

dominant (Fang et al., 2009; Hartzfeld, 2014; Pfister et al., 2013; Vucic, Nicholson, Chio, & 

Kierman, 2013). The development of the disease may not occur in all family members, and may 

even skip generations (Fang et al., 2009). However, because FALS is typically autosomal
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dominant, there is a 50% chance that a parent with FALS could pass on the mutation to their 

children (Hartzfeld, 2014).

Special Concerns for Adolescents of ALS/FALS Patients

ALS has the potential of becoming a genetically transmitted disease (Fang et al., 2009). 

Although roughly 90% of all cases of ALS are sporadic, 10% of cases become familial 

(Hartzfeld, 2014), and research has found that children of sporadic ALS patients are ten times 

more likely to develop ALS than the general population (Fang et al., 2009). As previously 

mentioned, in the familial form, adolescents have a 50% chance of inheriting a mutated gene 

from their parent and developing the disease later in adulthood (Hartzfeld, 2014). Research has 

shown that children of cancer patients experience a perceived greater risk for developing cancer 

themselves which often leads to chronic stress and depression (Harris & Zakowsky, 2003).

Genetic testing. Genetic testing may help determine the cause of ALS in the family 

(Hartzfeld, 2014). However, this testing is typically performed on an individual who has been 

diagnosed with ALS and only about 50% of individuals with the familial trait will be identified 

(Hartzfeld, 2014). Researchers have not discovered all of the mutations that could lead to FALS; 

therefore if an individual has FALS but the genetic test is negative, the patient likely has a 

mutation that has not been discovered (Chio et al., 2013; Hartzfeld, 2014). Additionally, if  a 

mutation is not discovered, genetic testing of family members would not be useful as the mutated 

gene causing the symptoms is unknown (Hartzfeld, 2014). If a mutation is discovered the 

biological family members who have not been diagnosed can be screened to determine if they 

have also inherited the mutation (Hartzfeld, 2014). Patients should keep in mind that positive test 

results do not determine the age of onset, symptoms of severity or progression rate (Chio et al.,

2013).
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Currently, testing adolescents under the age of 18 is not recommended as symptoms or 

mutations typically do no emerge until later in life (Hartzfeld, 2014). Genetic testing for all 

known FALS genes in an ALS patient costs roughly $6,000 and is not typically covered by 

insurance (Hartzfeld, 2014). Researchers are still discovering genes that when mutated lead to 

ALS. As a result, results of genetic testing are often uncertain. If families decide to move 

forward with genetic testing, counseling is often required for subsequent family members to be 

tested (Hartzfeld, 2014).

Genetic counseling. Genetic counselors assist clients in considering the meaning of a 

positive or negative results and the risks and impact of the diagnosis (Hartzfeld, 2014). Genetic 

counselors should include a discussion of the uncertainties of genetic mutations with ALS, the 

possible presence of multiple mutations and the poor genotype and phenotypic correlation in 

genes (Chio et al., 2013). Additionally, prior to the test being performed, a psychological 

interview that discusses the patient’s motivations for knowing, expectations, and family 

dynamics should be completed as well as personality assessments and screeners for depression, 

suicidal tendency and cognitive function (Chio et al., 2013). Some patients refuse to receive 

genetic testing for a variety of reasons including a fear of the results, inability to live with the 

known risk, and a wish to maintain hope (Chio et al., 2013). Similarly, some patients choose to 

receive testing in order to reduce anxiety, contribute to research, acquire knowledge for the 

benefit of their children, and to assist in future and reproductive planning (Chio et al., 2013). 

Positive results could require an individual to live with the knowledge that they may develop 

ALS in the future, and have the potential to pass the mutation along to their children. Negative 

results do not necessarily mean that an individual will not still develop the disease (Chio et al.,

2013). Serious consideration and thought should take place before deciding to receive testing.
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If their parent believes they may have inherited the disease and decides to receive testing 

the results could yield a number of possibilities. The finding of a genetic mutation still only 

leaves a 50% chance that an ALS patient’s son or daughter will inherit the disease (Hartzfeld,

2014). Similarly, a negative result does not immediately mean that the adolescent will not 

develop the disease later in life, as the mutation of the parent’s gene may not yet be known, or 

the adolescent may not have inherited the trait (Fang et al., 2009; Hartzfeld, 2014). Adults 

working with adolescents of ALS/FALS patients should be aware of the stress an adolescent may 

experience that results from the perception that they are at risk for developing a terminal illness 

(Harris & Zakowsky, 2003). Additionally, if  a parent tests positive for a genetic mutation, a 

youth should be referred to a genetic counselor before being tested themselves (Hartzfeld, 2014).

Because adolescents of sporadic or familial ALS patients have a higher chance of 

developing FALS than the general population, this group must cope with the knowledge that 

they could develop a terminal illness later in life. They may be also simultaneously grieving the 

loss of loved one. Resources need to be made available to help them understand ALS/FALS as 

well as the accompanying emotions of grief and loss.

Cognitive Abilities of Adolescents and Their Reactions to Grief and Loss

Adolescence is a period of development that is characterized by change as young 

individuals begin to strive for and desire independence (Faulkner & Davey, 2002; Phillips,

2014). In addition to their more obvious physical grown, this group also experiences mental 

developments, which typically provide them with the cognitive capabilities and aptitude for 

abstract thought (Faulkner & Davey, 2002; Phillips, 2014). Research has shown that with this 

mental ability, they are able to comprehend the potential future outcomes of terminal diseases 

such as cancer more so than younger children (Phillips, 2014). It has also been found that
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adolescents can understand the physical and emotional pain of another individual and that they 

have the increased cognitive and empathic capacities that allow them to be conscious of losses 

(Phillips, 2014).

Current Research on Teens of Cancer Patients

While minimal research is available to help assess how having a parent with ALS/FALS 

can affect an adolescent, a great deal of information has been found regarding the effects of 

terminal cancer of a parent on a teen. A diagnosis of terminal cancer of a parent may impede 

upon a youth’s normal development as normal tasks may need to be placed on hold while the 

parent is receiving care (Phillips, 2014). Youth who are striving for independence and are 

attempting to form a personal identity are typically trying to pull away from their families 

(Faulkner & Davey, 2002). Yet if  they are simultaneously experiencing the terminal cancer 

diagnosis of a parent, youth have been found to experience a conflict between the desire to 

become independent and the knowledge that they are needed by their families at home both 

physically and emotionally (Faulkner & Davey, 2002). Adolescents are more able to perform 

household tasks than younger children and are usually more physically capable to care for a 

parent. Doing so however, may detract from the time they spend with peers and participating in 

extracurricular activities, both of which support normal development (Faulkner & Davey, 2002; 

Phillips, 2014).

Effects of a Long Term Terminal Illness of a Parent on an Adolescent

The loss of a parent is one of the most stressful events a child or adolescent can 

experience in their life (Brent, Melhem, Masten, Porta & Payne, 2012; Gunther, Crandles, 

Williams & Swain, 1998; Phillips, 2014). In some cases, adolescents will experience the loss of a 

parent that is quick and not prolonged such as in the case of a terminal, progressive disease like

A COMPREHENSIVE RESOURCE FOR ALS 19



cancer or ALS/FALS. In these cases, youth react differently. Youth in these situations are 

considered to be at risk for depression, posttraumatic stress disorder (PTSD), and substance use 

(Brent et al., 2012). Research also indicates that teens who lose their parents suddenly will 

experience a lower peer attachment, diminished desire to pursue or continue an education, and a 

higher sense of hopelessness (Brent et al., 2012). Research indicates that teens who lose a parent 

suddenly will have negative consequences in adulthood if the grief, loss and trauma are not dealt 

with (Brent et al., 2012). Youth who do not receive interventions have a higher risk for bipolar 

disorder, anxiety disorders, depression, behavioral disorders, hopelessness and aggression in 

adulthood than youth who do receive interventions after a sudden loss (Brent et al., 2012). 

Bereaved youth who experience a sudden trauma have a very different experience than youth 

who lose a parent to a long-term terminal illness.

It has been found that teens who lose parents to a long-term illness such as cancer 

experience similar consequences to those teens who lose a parent suddenly (Gunther et al., 1998; 

Phillips, 2014). Youth who are losing a parent to a long-term illness have twice the risk of self

injury and higher instances of PTSD than their non-bereaved peers (Phillips, 2014). Because 

adolescents have the mental capabilities to understand their parent’s cancer and the future 

outcomes, they have been found to experience higher levels of stress and anxiety at the illness of 

a parent than younger children (Faulkner & Davey, 2002; Phillips, 2014). Adolescents have also 

reported feelings of anger, despair, and social isolation during the final stages of their parent’s 

illness (Sheehan et al., 2014). While stress levels have been found to be at their highest during 

the terminal stages of cancer, depression can last up to two years after the parent’s death 

(Phillips, 2014; Sheehan et al., 2014). Research has also found that adolescents feel a sense of
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loss prior to their parent dying from cancer. They report a loss of their healthy parent, of both 

parent’s emotional and physical availability, and a loss of normalcy (Phillips, 2014).

Grief Responses of Adolescents

After a parent dies, adolescents have been found to present similar grief reactions to 

adults including feelings of disbelief, loss and emptiness, disturbed sleep, irritability and feelings 

of anger towards the deceased (Schultz, 2007). Additionally, adolescents who lose a parent have 

been found to have significantly higher levels of depression and anxiety in general, as well as 

higher disturbances in their cognitive and behavioral functioning in adulthood than the rest of the 

population (Schultz, 2007). Studies have shown that children who are in the process of losing a 

parent to the Human Immunodeficiency Virus (HIV) or the more advanced Acquired 

Immunodeficiency Syndrome (AIDS) particularly struggle after their parent is diagnosed. 

Adolescents of HIV/AIDS infected parents must balance the knowledge that their parent will die, 

while simultaneously attempting to live a normal life (Gunther et al., 1998; Zhang et al., 2009). 

The results of the research show that the experience of a loss over time varies greatly from that 

of a sudden loss.

While terminal cancer is a disease that differs greatly from ALS/FALS, adolescents are 

still faced with the loss of a parent and the way of life of which they were accustomed to. Phillips 

and Lewis (2015) interviewed several adolescents who were living with a terminally ill parent 

about their feelings surrounding their situation. Their study revealed several themes. Participants 

reported that they felt the weight of the world on their shoulders, which included loneliness, 

feeling as though their parent’s illness would never end and a constant worrying. They also 

expressed that their parent’s illness changed everything. Adolescents claimed that they had no 

energy, they had to take care of their parent, put up with “a lot”, and had a grim outlook on life
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(Phillips & Lewis, 2015). In addition, adolescents reported that they tried to not think about the 

illness, however when they felt they needed to, talking about their situation helped (Philips & 

Lewis, 2014).

Teens losing a parent to ALS/FALS may be experiencing thoughts and feelings similar to 

adolescents who are losing a parent to terminal cancer. Loneliness, meaninglessness, freedom 

and responsibility, and the realization that all humans will die, are the basic principles of 

existential theory (Garrow & Walker, 2001; Spillers, 2007). These principles can be utilized as 

guidelines when assisting adolescents with their current and future grief and loss as well as with 

other struggles of losing a parent to ALS/FALS.

Existential Theory: Introduction

Existential theory attempts to reframe experiences on an individual level into a universal 

context (Spillers, 2007). Death, for example, is an inescapable, universal event for all human 

beings regardless of resources, genetics or personal choices. While it does emphasize the 

individual experience, this theory is also aimed at showing individuals how their personal life 

experiences and challenges bring them closer to the fundamental realities of the human condition 

(Spillers, 2007). The term ‘existential’ can be used to refer to existence itself, the meaning of that 

existence, and the desire of an individual to give meaning to their existence or their will to 

meaning (Frankel, 2006). Frustrations and neuroses occur in an individual when they discover 

problems in these areas. For example, if  a person were to develop concern or despair over the 

worthwhileness of their life, this concern would be considered an existential distress or 

frustration (Frankel, 2006). Frustrations typically occur throughout the four principles of the 

theory.
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Existential Principles

The four principles defined by existential theory are realities that humans face; 

loneliness, meaninglessness, freedom and responsibility, and death (Albinsson & Strang, 2003 

Frankel, 2006; Garrow & Walker, 2001; Spillers, 2007). In essence, these principles are utilized 

to assist individuals by helping them search for their own truth throughout their lives with an 

open mind (Adams, 2014; Frankel, 2006). While resources in people’s life such as family 

members, friends, or spiritual practices can support them along their journey, they are 

responsible for giving meaning and a purpose to their life, as well as for their attitudes and 

reactions to various challenges (Spillers, 2007).

Existential Anxiety in Adolescents

Existential anxiety (EA) is the way in which thoughts of life and death cause fear or 

concern in an individual (Berman, Weems, & Stickle, 2006; Ens & Bond, 2007). For example, 

people may experience a loss, and question whether their life has any ultimate importance or 

purpose (Berman at al., 2006). Similarly, feeling as though there is no, and will never be any, 

significant importance to existing, as well as a sense of guilt about not living up to personal 

potential can cause EA (Albinsson & Strang, 2003; Berman et al., 2006). When people are 

unsure about meaning in life, their choices and attitude, or if  they fear death, they experience EA, 

which can have negative consequences on their physical and mental health including high levels 

of depression and anxiety as well as a negative view of the self, their future, and the world 

(Berman et al., 2006).

A common assumption is that adolescents do not experience EA because they do not 

have the cognitive capabilities and maturity to do so (Berman et al., 2006; Carlson, 2003). As 

previously noted, it has been found that adolescents do in fact have the cognitive capacity to
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comprehend common life issues, have an insight into mortality, and experience other concerns 

that may lead to other EA such as a lack of meaning (Berman et al., 2006). Research has also 

found that these concerns begin to arise during adolescence becoming notable around the age of 

13, and that fear of death is one of the most commonly reported fears in the age group as a whole 

(Berman et al., 2006).

Existential anxiety and adolescent identity. Forming a clear and personal identity is 

one of the most important developmental tasks youth face in adolescence (Berman et al., 2006; 

Schultz, 2007). The development of an identity is a continuous progress in which people 

establish personal beliefs about the self and perception of how others view them, and integrates 

these beliefs with personal values and a life direction (Schultz, 2007). When developing an 

identity in adolescence, a youth will start to determine their gender role, morals, religious 

preference, and peer group (Berman et al., 2006). Similarly, life goals and a general sense of 

direction are established providing the individual with some sort of meaning (Berman et al.,

2006; Brassai, Piko & Steger, 2013).

Investigators have found that adolescents who are not actively engaged in forming a 

personal identity may experience some EA symptoms (Berman et al., 2006; Braassai et al.,

2013). When adolescents loose a parent during this process, they will struggle in forming and 

maintaining their personal identity because they are not able to pause the process while they 

grieve (Schultz, 2007). The loss of a parent may affect the process as a whole, as parents 

provide both a guiding relationship and examples of an identity that teens can compare and 

contrast with their own (Schultz, 2007). Schultz (2007) found that adult women who lost their 

mothers during adolescence experienced a different perception of themselves before and after the 

loss, a need to replace the connection that was lost, and reported that death became a realistic
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part of their everyday lives. In other words, they experienced an existential loneliness and a 

realization of death.

Existential Anxiety in Adolescents and ALS/FALS

Existentialism emphasizes individual existence, personal meaning, and a freedom and 

responsibility held by each individual (Albinsson & Strang, 2003; Frankel, 2006; Spillers, 2007); 

however, it also recognizes that some aspects of life such as race, family, and gender are 

uncontrollable (Carlson, 2003). Similarly, some situations in life are unavoidable by the 

individual. An adolescent has no control over a parent contracting a terminal illness such as 

ALS/FALS, nor do they have any control over whether or not the disease will be passed to them 

genetically in the future. This lack of control or knowledge can lead to several anxieties and 

cause the adolescent to experience an existential crisis. Spillers (2007) found that when 

experiencing a loss and when realizing that they may be faced with a disorder, adolescents may 

ask questions such as . .why am I the way that I am? What is the purpose of my life? How am I 

to live my life?” (p. 191). These questions can be addressed through an individual’s search for 

meaning and resolution of the existential issues that arise while doing so.

Adolescents have the cognitive abilities to understand the eventual outcome of a terminal 

illness including the losses associated with the parent’s illness progression and eventual death 

(Berman et al., 2006; Keeley, Generous, & Baldwin, 2014; Phillips, 2014). Furthermore, it is 

this cognitive ability that allows them to experience their own EA concerns (Berman et al., 2006; 

Carlson, 2003). Additionally, as a result of their EA experiences, teens are subjected to several 

negative side effects including depression, a lack of personal meaning, anxiety, and an 

incomplete personal identity that can affect them in adulthood (Berman et al., 2006; Cheng, 

Hasche, Huang, & Su, 2015; Phillips, 2014; Schultz, 2007). Therefore, it can be concluded that
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adolescents may benefit from taking an existential approach to resolving crisis in their lives, such 

as the terminal illness of a parent, and the associated stages of grief and loss. This approach lends 

itself well to supporting adolescents through the likely manifestations of loneliness, loss of 

meaning, death anxiety and death avoidance that tend to result from a parent passing away from 

a terminal illness (Buxbaum & Brant, 2001; Carlson, 2003; Ens & Bond, 2007; Kubler-Ross & 

Kessler, 2005; Phillips, 2014; Phillips & Lewis, 2015).

Existential Loneliness

Existential loneliness differs greatly from the normative definition. Loneliness is 

typically meant as lacking connections or relationships or being socially isolated from other 

(Spillers, 2007). Instead, existential loneliness refers to a state of being in a physical body that is 

separate from all other entities (Sand & Strang, 2006; Spillers, 2007). Described as a universal to 

human existence, individuals recognize their loneliness when they realize that their attitudes, 

values, and background differ from other individuals (Mayers & Svartberg, 2001). Existential 

loneliness does not imply a social isolation or disconnection, but instead is a recognition that an 

individual is a separate entity from all other human beings (Spillers, 2007).

Similarly, this loneliness can be the catalyst that causes individuals to seek company and 

relationships with others (Albinsson & Strang, 2003; Sand & Strang, 2006). Existential theorists 

propose that the only certain aspect of life is death (Mayers & Svartberg, 2001). In an effort to 

escape the idea that humans will all die alone, individuals will attempt to distract themselves 

with tasks or relationships (Mayers & Svartberg, 2001). When a loss of one of those 

“distractions” or relationships occurs through either separation or death, loneliness emerges 

because individuals are reminded that they are separate from every other individual (Mayers & 

Svartberg, 2001). This loneliness can have an effect on teens of terminally ill parents.
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Existential Loneliness Experienced by the Parent and Effects on the Teen

Ozanne, Graneheim and Strang (2012) interviewed several ALS patients in depth. They 

found that ALS patients suffer from several existential consequences including loneliness as a 

result of the changes they experience. It is important to note that not all patients will experience 

existential loneliness; however, this population is at a higher risk than the normal population for 

doing so (Ozanne et al., 2012). Some patients felt that they are both physically and existentially 

absent from their family members and the world around them. Simultaneously, patients had an 

intense fear being alone because they were dependent on their family members as caregivers. 

Patients reported that these feelings were especially high when they had children because they 

did not want to leave them when they died. Additionally, patients who came from families who 

found it difficult to talk to each other about the disease reported more feelings of loneliness. As a 

result of these feelings, ALS patients would pull away from their family members (Ozanne et al.,

2012).

In addition to experiencing loneliness, the parent may also be struggling with grief as a 

result of the ALS/FALS diagnosis. The parent may be in denial regarding the situation, 

experience anger and turn it inward for having developed the disease, even though disease 

development was outside of the parent’s control, or become depressed and feel empty (Kubler- 

Ross & Kessler, 2005). If the parent pulls away and becomes emotionally and physically 

unavailable to the teenaged child, the teen may experience feelings of grief, loss and loneliness 

(Buxbaum & Brant, 2001; Kubler-Ross & Kessler, 2005). Being unable to communicate with 

family members, especially teenage children, could have negative consequences for the parent 

and adolescent.
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Adolescent experience of loneliness with a parent’s ALS/FALS. When there is a lack 

of communication about the terminal illness of a parent or the family’s situation itself, research 

has shown that the adolescent struggles to adjust (Sheehan et al., 2014). Authors note that 

depression and anxiety rates increase in adolescents who are not told about a parent’s illness 

because they are not able to discuss their feelings. While this lack of communication is not solely 

the fault of the dying parent or the adolescent, both of whom are likely struggling with their own 

form of existential loneliness, reestablishing communication is crucial if  they are to experience 

togetherness before the parent succumbs to the disease (Sand & Strang, 2006). The desire to be 

acknowledged and respected is a basic human need and can benefit both the ill parent and 

adolescent (Sand & Strang, 2006). A lack of communication about the illness itself or feelings 

surrounding it could cause family members to feel as though they are not being respected or 

acknowledged. As previously mentioned, adolescents will understand that something is wrong; 

however, if they are unable to discuss their feelings, they will experience an increase in anxiety 

and stress (Phillips, 2014; Sheehan et al., 2014). Additionally, teens will likely be conscious of 

their parent’s physical and emotional pain, yet if  they are unable to discuss it they will become 

distressed (Phillips, 2014). If an adolescent is unable to discuss these feelings and concerns, it 

will likely lead to existential loneliness. They will be cognitively aware of their parent’s 

condition and prognosis, which will in turn likely make them aware of their own separateness, 

aloneness, and mortality. These realizations lead to existential loneliness (Spillers, 2007). 

Combating Existential Loneliness in Adolescents

Death is seen by some as the event that symbolizes loneliness in all human beings (Sand 

& Strang, 2006). Death brings to light the inevitable separation from all other individuals and is 

usually when existential loneliness is felt the strongest (Sand & Strang, 2006). However,
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adolescents who experience the death of a parent have reported that they experience loneliness 

while that parent is still alive (Albinsson & Strang, 2003; Phillips & Lewis, 2015). The teen’s 

experience may be due in part to the loneliness the parent feels as a result of their illness which 

causes the parent to pull away from their family members and not discuss their personal feelings. 

It could also stem from the family as a whole not discussing emotions surrounding their situation 

(Albinsson & Strang, 2003; Ozanne et al., 2012).

Families who do not communicate. Teens who come from families that do not typically 

discuss their feelings surrounding death or a terminal illness will need an outlet to help them 

combat their own loneliness and avoid the negative consequences of existential loneliness. 

Research has shown that talking about feelings surrounding a parent’s terminal illness, even if 

there is not much to say, can be beneficial to adolescents (Phillips & Lewis, 2015). The 

adolescent’s social relations, including surviving family members, friends, and community 

members can provide support, understanding and warmth (Muselman & Wiggins, 2012). 

Spending time with and seeking support from others as well as talking about difficult subjects 

that may not be able to be discussed in the home have been found to be beneficial to adolescents 

living with a parent with a terminal illness (Phillips & Lewis, 2015). Adolescents have also 

reported that they found being able to play or participate in normal, enjoyable activities was 

beneficial as well (Phillips & Lewis, 2015). Adolescents may not be able to obtain support from 

family members; yet, if  they are able to discuss their feelings surrounding death and connect with 

supportive individuals, they may be able to combat their own loneliness.

Counseling for ALS/FALS. If the adolescent has the resources to seek professional help, 

counseling has been found to be beneficial in aiding an adolescent by creating a healthy 

environment in which to handle stress and conflicts (Henderson & Thompson, 2011). Teens who
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come from an environment in which a parent has been diagnosed with ALS/FALS, typically 

experience stress. If they are also in an environment that does not allow them to express their 

feelings regarding this illness, they will likely experience even more stress, anxiety and 

existential loneliness. Existential counselors can aid adolescents not only by providing someone 

to listen to and discuss these feelings with them, but also doing so in a genuine manner, and by 

giving them an unconditional positive regard and empathy (Byrd & Erford, 2014). Additionally, 

an existential counselor will assist a teen in becoming attuned to their feelings in the present, 

being aware of their own existence, enhancing their interpersonal relationships with others and 

discover a meaning to life (Byrd & Erford, 2014). This specific help may be able to assist an 

adolescent in combating their own existential loneliness as they are able to become more in 

touch with their existence, separateness, and meaning to life (Byrd & Erford, 2014).

Families who communicate. Not all families struggle with a lack of communication. If a 

teen comes from a family that openly discusses feelings and concerns they have the opportunity 

to avoid some of the anxiety and stress associated with having to remain silent. However, 

terminally ill parents sometimes feel as though they are not receiving support or respect from 

their family members (Ozanne et al., 2012) while simultaneously, their adolescent children are 

becoming aware of their existential loneliness as a loved one dies (Keeley et al., 2014; Mayers & 

Svartberg, 2001; Sand & Strang, 2006). Therefore, if  a family is able to openly communicate 

about their feelings, it is important that they do so in order to avoid and combat the negative 

effects of existential loneliness.

Conversations with a dying loved one have proven to be very important to the 

adolescent’s overall ability to cope with the death of a loved one after they have died (Albinsson 

& Strang, 2003; Keeley & Generous, 2014; Keeley et al., 2014). Through these final
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conversations, individuals are able to embrace death and create comfort and support between the 

dying and surviving family members (Albinsson & Strang, 2003; Keeley et al., 2014). Keely and 

colleagues (2014) interviewed 41 adolescents who had lost a loved one and asked them to 

provide suggestions to other adolescents about their final conversations. Participants 

recommended every day communication with the parent as a way to provide a sense of normalcy 

during the end of life transition. Treasuring the conversations with the parent after they had died 

were also reported to help the participants cope with the loss (Keeley et al., 2014). Some 

participants suggested spending time with the dying parent in order to avoid feelings of guilt and 

regret as a result of not doing so. In addition, teens also suggested expressing love for the dying 

parent through both verbal and nonverbal means. This could include actually telling the dying 

parent that they loved them, hugging or kissing them, or giving gifts or support. Participants in 

the study reported that these aspects of the conversations provided them support while the parent 

was still alive and helped them to adjust to their grief and loss (Keeley et al., 2014).

Being able to communicate about feelings of separateness, concern, and grief are ways in 

which to help combat existential loneliness. However, communicating within a family is not 

always an option for adolescents who are losing a parent to ALS/FALS. Resources such as social 

support, friends, other family members, or professional help have been found to help ease the 

stress and anxiety of not being able to discuss feelings. Existential counselors can aid an 

individual in overcoming these difficulties as well.

Finding Meaning in Life despite the Darkness of ALS/FALS

Frankel (2006) wrote that “He who knows the ‘why’ for his existence, will be able to 

bear almost any how” (p. 101). Existentialism posits that the human desire to find a meaning in 

life is the factor that motivates individuals to find fulfillment and growth (Frankel, 2006;
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Spillers, 2007). Additionally, this driving force to find meaning is unique to each individual and 

allows for coherence and purpose (Richer & Ezer, 2000). Some theorists believe that when faced 

with negative circumstances, an individual will survive only if they are able to rise above those 

circumstances and give their existence a purpose (Carlson, 2003; Frankel, 2006). Existential 

theory proposes that when faced with challenges in life, individuals are tasked with embracing 

and accepting those challenges and finding their own personal meaning to their existence 

(Frankel, 2006; Spillers, 2007; Yalom, 2002). The meaning to existence will vary from person to 

person and from moment to moment (Frankel, 2006).

Suffering provides an opportunity for individuals to search for a purpose powerful 

enough for the individual to make sense of life and their situation (Frankel, 2006; Richer & Ezer,

2000). Outside support such as family, friends, and religion may assist an individual in their 

journey to find meaning; however, the work itself must be done by the individual (Spillers,

2007). Research has shown that those who have a sense of meaning in their lives experience 

more hopefulness, happiness and overall life satisfaction (Cheng et al., 2015). Conversely, a lack 

of personal meaning in one’s life has shown to lead to several negative mental health issues 

severe alcoholism, a poor self-image and identity crises (Berman et al., 2006; Brassai et al.,

2013; Cheng et al., 2015).

Lack of Meaning in an ALS/FALS Parent

Research has found that terminally ill patients occasionally experience a lack of meaning 

in their lives (Albinsson & Strang, 2003; Ozanne et al., 2012). Dementia patients for example, 

have reported a wish to die because they have no personal meaning and no chance to overcome 

their disease (Albinsson & Strang, 2003). ALS/FALS patients are faced with similar 

circumstances. Not all ALS/FALS patients will experience a lack of personal meaning; however,
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they are at a higher risk than the normal population for doing so (Ozanne et al., 2012). Research 

has found that ALS/FALS patients struggle to maintain a purpose to their life after diagnosis 

(Ozanne et al., 2012). Patients report high levels of meaninglessness as well as an inability to 

find a purpose for life. Some patients will focus on the knowledge that their future is unknown, 

and therefore feel a sense of hopelessness, a fear of being a burden to family members, and as 

though there is no point to make any plans or continue relationships (Ozanne et al., 2012). High 

levels of anxiety and fear have also been reported over uncertainty of time remaining in life and 

about what the future will hold (Ozanne et al., 2012). As an ALS/FALS patient is struggling to 

find a meaning in life, their adolescent child may be doing so as well.

Importance of Meaning in the Life of a Teenager

Adolescents begin to construct a personal meaning early in their development and that 

meaning plays a role in the creation of their identity (Brassai et al, 2012; Brassai et al., 2013; 

Carlson, 2003). Research supports the positive correlation between a meaning in life and 

development (Brassai et al., 2012; Brassai et al., 2013; Carlson, 2003; Cheng et al., 2015; 

Frankel, 2006). Studies have found that teens create a meaning by comparing themselves to 

others, which then causes them to enhance, improve, and evaluate themselves (Brassai et al.,

2013). However, research has also shown that those who fail to create a meaning are more likely 

to experience a loss of control and substance abuse in adulthood (Brassai et al., 2013; Cheng et 

al., 2015). In general, when an individual meaning in life is created in adolescence, the individual 

has been found to have a positive quality of life, psychological well-being, and fewer negative 

psychosomatic symptoms (Brassai et al., 2012; Brassai et al., 2013; Cheng et al., 2015; Frankel, 

2006; Yalom, 2002).
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Effects of ALS/FALS on a meaning in life for adolescents. As previously mentioned, 

adolescence is a key time for producing normal development. If a parent contracts a terminal 

illness like ALS/FAS, the teen is more likely to spend time at home because they are able to 

accept and perform household responsibilities such as completing chores, assisting in childcare 

and acting as caregiver, which in turn takes time away from their social interactions (Phillips, 

2014; Zhang et al., 2009). This may affect a teen’s development of a meaning as they are unable 

to compare and contrast themselves with friends and make change for a positive, personal 

meaning (Brassi et al., 2013).

Research has also found that the youth’s parents play a key role in the development of 

meaning (Brassai et al., 2013). Parental support, or the amount the adolescent feels encouraged 

or appreciated has been found to have a positive effect on both male and female teens (Brassi et 

al., 2013). Parental warmth and involvement has been found to be positive in the formation of a 

meaning in both males and females as well, and especially so for girls when the father is being 

responsive (Brassi et al., 2013). Conversely, paternal demandingness for maturity, extreme 

control and over supervision have all been found to negatively affect the development of a 

meaning in girls (Brassi et al., 2013). This information is important for several reasons. If a 

parent of an adolescent is suffering from ALS/FALS, they may seek to maintain their own sense 

of meaning by attempting to overexert control over their families (Ozanne et al., 2012). This type 

of behavior by the parent will likely be seen as being over demanding by the adolescent and 

affect their ability to create meaning (Brassi et al., 2013). Conversely, they may attempt to pull 

away from their family members and isolate themselves as a result of their guilt and shame 

derived from their physical disabilities and need for dependence on others (Ozanne et al., 2012).
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This may appear to the adolescent to be a lack of support which can also affect how they develop 

a personal meaning (Brassi et al., 2013).

The effects of a diagnosis of ALS/FALS of a parent can have an effect on both the 

parent’s and their adolescent child’s meaning of life. Because this is such a crucial time period 

for youth, they may need assistance in creating a meaning. There are a few ways in which to 

provide help to adolescents.

Assisting Youth in Creating Meaning in Life Despite ALS/FALS

There are several ways that youth can work to continue developing meaning in their lives 

despite living with a parent of ALS/FALS or losing them. As previously mentioned, spending 

time with friends and peers and learning from them can aid an adolescent in maintaining 

meaning (Brassai et al., 2013; Zheng et al., 2009). Unfortunately, research has found that if 

family members of a terminally ill individual attempt to ignore their situation, feelings of 

meaninglessness will deepen (Albinsson & Strang, 2003; Sand, Olsson & Strang, 2010; Weisser, 

Bristowe & Jackson, 2015).

Caregiving for ALS/FALS family members. Weisser and colleagues (2015) 

interviewed adults who chose to act as caregivers of family members who had contracted ALS 

and other motor neuron diseases. Participants reported that if  they attempted to ignore their 

family member’s situation, they experienced feelings of guilt for not helping their loved one. 

Conversely, if they chose to care for their family member, participants reported being able to 

build relationships with their loved one, felt as though they were able to live in the moment and 

enjoy life more, and considered the experience to be rewarding. The benefits of being a caregiver 

to their ALS patient was considered to outweigh the negative consequences (Weisser et al.,

2015).

A COMPREHENSIVE RESOURCE FOR ALS 35



Other researchers have looked at family caregivers of patients with other terminal 

illnesses. Sand et al., (2010) interviewed family members of terminally ill cancer patients in 

palliative home care setting to discover their motives for caring for their dying loved ones, 

approximately one third of which were children of the dying individual (Sand et al., 2010). 

Participants reported that caring for their family member allowed them to maintain meaning in 

their lives. They explained that when faced with the impending loss of a loved one, 

meaninglessness stemmed from threats of unfairness and the disintegration of their family. The 

dying loved one’s body, their family unit, autonomy, and basic beliefs about life were realized as 

being taken for granted, and the loss of them was astoundingly unfair. However, the majority of 

participants realized that if  they were to confront the challenges placed before them that they 

would need to take responsibility to find meaning in their situation (Sand et al., 2010).

In an effort to maintain a sense of meaning, participants chose to spend time with their 

dying loved one and give back to them. In doing so they were able to provide comfort by 

maintaining daily routines and hope. They explained that by spending time with their loved one 

they enforced both a sense of togetherness and their personal relationships with the dying. They 

also reported personal growth as they had an opportunity to confront their own fears of death 

(Sand et al., 2010). Research on family members of dementia patients have yielded similar 

results. Meaningless in the adult children of the patient was combated through memories, daily 

routines, responsibility and relationships (Albinsson & Strang, 2003).

Researchers have found that by caring for their dying loved one, family members put 

themselves at risk for reactions such as stress, anger, sadness and pain that were difficult to cope 

with (Albinsson & Strang, 2003; Sand et al., 2010). However it was also noted that if  they were 

unable to spend time with their loved one regularly, whether it be as a result of work, school, or
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not living nearby or not wanting to, they experienced shame, guilt and a strong sense of 

meaninglessness that infiltrated their entire existence (Albinsson & Strang, 2003; Sand et al., 

2010; Weisser et al., 2015). Participants reported that by countering their negative feelings and 

fears of death with feelings and tasks that represented and maintained life such as hope, dignity 

and joy, they were able establish and maintain a personal meaning despite the losses they were 

experiencing (Albinsson & Strang, 2003; Sand et al., 2010; Weisser et al., 2015).

Currently, there is no information on adolescent caregivers who are losing a parent to 

ALS/FALS specifically. However, adolescents who are losing a parent to ALS/FALS may be 

able to find meaning in caring for and spending time with their dying parent. Their relationships 

and sense of family togetherness may strengthen if they assist their ill parent (Albinsson &

Strang, 2003; Sand et al., 2010; Weisser et al., 2015). Similarly, they can find hope in providing 

a normal setting for their loved ones and may find meaning in giving back to their loved one 

(Albinsson & Strang, 2003; Sand et al., 2010; Weisser et al., 2015).

Additional counseling. While options such as spending time with friends or peers, 

learning from a healthy parent or caring for a dying loved one may help an adolescent create and 

maintain meaning in life, they may need additional help. Counseling can also assist a teen find 

meaning (Frankel, 2006; Spillers, 2007). Existential counselors can listen and be present with the 

client and refrain from administering judgement on a teen (Spillers, 2007). An adolescent who is 

losing a parent to ALS/FALS may be struggling with several feelings such as shame, guilt and 

meaningless that stem from helping the dying parent or a similar reaction that comes with the 

stress of assisting a dying parent (Albinsson & Strang, 2003; Sand et al., 2010). Existential 

counselors can also assist adolescents in coping with the unfairness of their situation (Spillers,
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2007). There are many ways in which a teen can combat feelings of meaninglessness. The 

responsibility to do so, lies with the youth.

The Freedom and Responsibility to Confront ALS/FALS

Existential theory proposes that each and every human being has a certain amount of 

freedom to construct their own reality, shape their lives how they please, and fulfill the destiny 

that they have chosen for themselves (Spillers, 2007). According to Yalom (2002) individuals 

create and shape themselves through their choices, actions, and failures to act. This is an 

unavoidable freedom and responsibility (Yalom, 2002). Similarly, existentialism gives each 

individual a responsibility to feel, think, and believe as they so choose, and to shoulder the 

responsibility for those beliefs (Frankel, 2006; Spillers, 2007). Individuals are forced to make 

choices in everyday life about things as minute as what to eat for breakfast, and as life-changing 

as where to live or whether to care for a dying loved one. These decisions are the individual’s to 

make and they must take responsibility for them (Frankel, 2006; Sand et al., 2010). In some 

situations, life presents individuals with challenges and forces them to choose how they will 

react. These challenges give rise to the need for the individual to determine what matters most, 

and therefore help the individual to discover meaning (Frankel, 2006; Sand et al., 2010).

Existentialism does not imply that individuals are at fault for the challenges or struggles 

that happen to them as many life events are outside of one’s control (Frankel, 2006; Spillers, 

2007). While they are not held responsible for what happens, they are accountable for the 

reactions and attitudes that they have towards these negative circumstances (Frankel, 2006; 

Spillers, 2007). Negative reactions or attitudes to an undesirable situation often contribute to the 

individual’s own suffering (Frankel, 2006; Spillers, 2007). For example, if  an individual is faced 

with a negative situation and decides that they will blame others, they will likely wait for
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someone else to rescue them, therefore becoming a spectator to their own problems (Spillers, 

2007). Responsibility for one’s attitudes, reactions, and decisions is critical in any type of change 

(Frankel; 2006; Spillers, 2007; Yalom, 2002).

Freedom and Responsibility of a Person with ALS/FALS

ALS/FALS currently has no cure (Li et al., 2015; Padhi et al., 2014; Roth-Kauffman & 

Niebauer, 2012). It is a slowly progressing neuromuscular disease that leaves the patient 

unwillingly dependent on others for survival (Ozanne et al., 2012). Therefore, it is not surprising 

that patients experience a lack of meaning in life and withdraw from their family and friends 

(Ozanne et al., 2012). Although existentialism does not blame the individual for the challenges 

that they must face in life, ALS/FALS patients have been found to experience feelings of guilt, 

shame, meaninglessness and loss, anxiety over death, and a lack of control in areas of everyday 

life (Ozanne et al., 2012). Additionally, patients have been found to experience a loss of religious 

belief, hopelessness because there is no cure, and feelings of bitterness and unfairness about their 

situation (Ozanne et al., 2012). Patients suffering from other terminal illnesses have been found 

to experience similar reactions (Albinsson & Strang, 2003). Dementia patients for example, have 

been found to experience a lack of hope and meaning and some express a wish to die (Albinsson 

& Strang, 2003). According to existentialism, individuals have the freedom to respond this way 

even if it has negatives consequences for those involved (Spillers, 2007). Each individual is 

different and will place a value on different aspects of life that give them meaning. If an 

ALS/FALS patient places value on other aspects of life, they may take on the responsibility to 

change their attitude (Ozanne et al., 2012).

Ozanne et al., (2012) found that despite their diagnosis, physical losses, and feelings of 

meaninglessness, the 19 ALS patients in their study were able to find a meaning to go on living
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life in the time they had left. Researchers credit this change in attitude to a shift in the response 

that patients gave their situation. Patients explained that their choice to change their attitude and 

response to their situation despite their limitations and negative outlook stemmed from the 

meaning, support, happiness and strength they received from their family members and friends, 

especially their children and grandchildren. Patients reported that by simply being present with 

their loved ones, they were not accepting the disease, but accepted that they could make their 

situation they lived in and found happiness and meaning in those moments (Ozanne et al., 2012). 

Albinsson and Strang (2003) discovered that dementia patients were also able to find meaning in 

companionship and relationships. Patients recognized that they could either dwell on their 

anxiety, physical limitations and prognosis, or focus on the things that were most important to 

them (Albinsson & Strang, 2003; Ozanne et al., 2012). In having the freedom to make that 

decision, they were responsible for their own reaction to their situation.

The participants in Ozanne et al.’s (2012) study all had similar responses to their 

diagnosis and situation. It is important to reiterate that not all individuals will be able to find 

meaning as the feelings of guilt, shame, and the desire to be rescued can be very powerful and 

they may become spectators to their own situation (Frankel, 2006; Spillers, 2007). In an effort to 

understand their loved ones situation, teens should recognize that their parent is struggling with 

more than the physical limitations of the disease. Their parent’s withdrawal, bitterness, issues 

with control, and negative outlook are consequences of their parent’s existential struggle and 

reaction to their diagnosis and prognosis (Ozanne et al., 2012). These reactions and attitudes are 

not necessarily directed at the teen or other family members. Depending on their parent’s values 

and meaning to life, they may be able continue to find meaning in life (Spillers, 2007).
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Freedom and Responsibility in Adolescents When a Parent has ALS/FALS

In a similar way to their parents, youth have the freedom and responsibility to choose 

their reaction and attitude to uncontrollable situations. When faced with a parent’s diagnosis of a 

terminal illness, youth experience anxiety, stress, shock, anger, irritability and depression 

(Albinsson & Strang, 2003; Buxbaum & Brant, 2001; Ens & Bond, 2007; Phillips, 2014; 

Rainville, Dumont, Simard, & Savard, 2012). Additionally, they experience existential 

meaninglessness and loneliness (Berman et al., 2006; Carlson, 2003; Phillips, 2014; Phillips & 

Lewis, 2015). Therefore, just as all other individuals have the freedom to control their reactions 

and attitudes, teens must find a way to do so as well.

Examples of freedom and responsibility can be seen in studies by Weisser et al., (2015), 

Sand et al., (2010) and Albinsson and Strang (2003) that were previously discussed. Family 

members of terminally ill patients were faced with a choice of whether or not to provide care to 

their dying loved ones. By being challenged with the knowledge that someone they loved and 

who was important to them was going to die, most of them responded by taking on the 

responsibility to spend time with their loved one and comfort them (Albinsson & Strang, 2003; 

Sand et al., 2010; Weisser et al., 2015). They made this decision despite the knowledge that they 

would likely be exposed to stress, pain, sadness and feelings of obligation and exhaustion yet in 

doing so, were able to protect themselves from negative emotions that would have allowed the 

fear of death and guilt to take over and threaten their existence (Albinsson & Strang, 2003; Sand 

et al., 2010; Weisser et al., 2015). Participants reported that if  they had made the decision to 

ignore their situation and preserve other values such as spending time with friends or doing 

activities they enjoy outside the home, which is entirely within their freedom to do so, that they 

would have then had to battle feelings of guilt, shame, and loneliness (Albinsson & Strang, 2003;
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Sand et al., 2010; Weisser et al., 2015). They chose to respond their situation in a manner that 

aligned with the meaning they gave to life which included loving and caring for family members 

as opposed to allowing that meaningless to take over and consume them (Albinsson & Strang, 

2003; Sand, Olsson & Strang, 2010; Weisser, Bristowe & Jackson, 2015). Some participants 

reported that they decided to do what they did in an effort to help themselves as much as their 

loved ones (Sand et al., 2010).

The decisions described above are one way that teens can react to a parent developing 

ALS/FALS. As Frankel (2006) stated, “Life ultimately means taking responsibility to find the 

right answer to its problems and to fulfill the tasks witch it constantly sets for each individual. 

These tasks, and therefore the meaning of life, differ from man to man and from moment to 

moment” (p. 98). Adolescents have the cognitive ability to understand their situation and, 

although they are still creating their own personal meaning to life, have the freedom to decide 

how they will react to their situation (Spillers, 2007). The feelings of meaninglessness, stress, 

and anxiety can be dealt with by helping and spending time with the dying loved one (Albinsson 

& Strang, 2003; Sand et al., 2010; Weisser et al., 2015), talking to friends or other family 

members (Ozanne et al., 2012; Phillips & Lewis, 2015), or by seeking existential counseling 

(Spillers, 2007; Cheng et al., 2015). Ultimately, it is up to the teen to take that responsibility and 

help themselves.

The Reality of Death

Death is one of the only guaranteed, obvious, and inescapable aspects of life (Spillers, 

2007). According to existential theory however, a realization that death and life are 

interdependent is essential to discovering meaning in one’s life. (Garrow & Walker, 2001). If an 

individual is able to recognize that they are not immortal and that they will one day succumb to
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death, they are then able to live a more authentic life (Albinsson & Strang, 2003; Ens & Bond, 

2007; Garrow & Walker, 2001; Yalom, 2009). Those individuals who avoid a recognition that 

death is a reality have been found to do so by filling their lives with diversions and distractions, 

which causes them to self-alienate and experience anxiety related to their death (Spillers, 2007). 

Yalom (2002) wrote that “though the physicality of death destroys us, the idea of death may save 

us.” (p. 126). This realization has been found to motivate individuals to recognize their freedom 

and responsibility to take advantage of the opportunities of life before they encounter death 

(Albinsson & Strang, 2003; Garrow & Walker, 2001). A fear of death can also interfere with the 

ability to enjoy life (Yalom, 2009). Instead of seeking pleasure, individual’s attempt to avoid 

pain and thoughts of death (Yalom, 2009). Several events can lead to anxiety about death 

including the death of a loved one, contracting a life-threatening illness or experiencing a 

traumatic event such as being raped, fired, or robbed (Yalom, 2009).

In youth, grief has also been found to cause a greater concern for loved ones and 

empathy, a strengthening of communication skills, and tighter emotional bonds with others (Ens 

& Bond, 2007; Keeley & Generous, 2014). Research has found that individuals with a death 

awareness report not taking life, time, or people for granted; rather, they live in the present, and 

have priorities and values that allowing them to have meaning (Albinsson & Strang, 2003; 

Spillers, 2007).

An Adolescent’s Realization of Death as a Result of a Parent’s ALS/FALS

Adolescents recognize that death is permanent and universal early in their development 

(Berman et al., 2006; Ens & Bond, 2007; Yalom, 2009). Youth experience anxiety and stress 

about death as well of feelings of loneliness and meaninglessness as a normal part of their 

development (Berman et al., 2006). While death anxiety has the potential to alter how a youth
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experiences life, research has shown that youth who experience the loss of a parent do not show 

significantly higher levels of death anxiety than youth who are not bereaved (Ens & Bond,

2007). Researchers suggest that teens who experience a familial death learn how to manage their 

negative emotions associated with death, how to use psychosocial resources, and are able to 

comprehend death differently, which lowers anxiety levels (Ens & Bond, 2007). Conversely, 

youth with little or no exposure to death experiences have been found to have higher levels of 

death anxiety compared to youth who have experienced loss (Ens & Bond, 2007).

Although teens of ALS patients are familiar with death, they may still experience death 

anxiety. ALS is a disease that progresses slowly, and death anxiety in teens may emerge during 

the early stages of their parent’s illness if the teen has not experienced, previously, the death of a 

significant person in their lives. Yalom (2009) suggests finding meaning, living without regrets 

and creating meaningful relationships in order to overcome a fear of death. Utilizing personal 

freedom and responsibility to live according to priorities and appreciating life is happening 

instead of “asking why life is happening” has also proven to be helpful (Yalom, 2009).

ALS/FALS is an incurable, slowly progressing, terminal neuromuscular disease (Marangi 

& Traynor, 2014; Padhi et al., 2014). Patients who contract the disease may only survive one and 

a half years with bulbar-onset (Turner et al., 2010), or may have as many as five years with limb- 

onset (Padhi et al., 2014; Pagnini et al., 2015; Pfister et al., 2013; Roth-Kauffman & Niebauer, 

2012). Therefore, over an extended period of time, children of ALS/FALS patients are likely to 

be living with a dying loved one for an extended period of time and are experiencing the gradual 

loss of normalcy including their parent’s physical self, the support that was offered by the parent, 

and their time with friends (Ens & Bond, 2007). It is possible, that similarly to teens who live 

with a parent with advanced cancer, teens of ALS/FALS patients find ways in which to manage
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their death anxiety and come to grips with the reality of death. Instead of succumbing to self

alienation and the anxiety associated with the realization of death, they become aware of its 

reality and find meaning in their lives. As a result, youth do not necessarily need assistance with 

accepting death as a part of life. Rather, they may require resources in handling their grief after 

their loved one has died.

Grief and Loss in Adolescents

Unfortunately, ALS/FALS is a terminal illness. Eventually, the adolescent will lose the 

parent to the disease. Research has shown that children and adolescents will react to a loss in 

similar ways to adults around them (Schultz, 2007; Walters, 2008). However, in the Western 

world, the majority of cultures still attempt to deny death and avoid the grief associated with it 

(Spillers, 2007; Walters, 2008). As a result, many individuals grow up sheltered from the pain of 

a loss (Walters, 2008). While youth of ALS/FALS patients have been found to recognize the 

reality of death in their home, the world around them may not be ready to accept their grief 

(Walters, 2008).

Studies have found that the loss of able-bodiedness can produce the same fear, avoidance 

and realization of death as the actual loss of life (Buxbaum & Brant, 2001; Spillers, 2007). 

Parents suffering from a disabling, terminal illness may be unable to be physically and 

emotionally available to adolescents (Buxbaum & Brant, 2001). ALS/FALS patients lose their 

“old-self’ when they lose mobility and ability to function independently. Simultaneously, the 

parent may be struggling with existential loneliness and a lack of meaning, which may cause 

them to withdraw from their family members (Ozanne et al., 2012). The “new” parent will take 

the “old” parent’s place and cause several changes in an adolescent’s life, which may include a 

lack of physical and emotional support (Buxbaum & Brant, 2001; Spillers, 2007). With this type
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of change, the grieving process for the teen of an ALS/FALS parent may begin years before the 

actual death of their parent. In addition, grief for the future may be felt as well (Spillers, 2007). 

Following a physical loss, adolescents have been found to grieve a loss of support, a change in 

living a “normal” situation, and decreased family income (Ens & Bond, 2007).

Stages of Grief

Kubler-Ross and Kessler (2005) discuss several stages of grief and loss that teens may 

experience after their parent dies. Initially, teens who are losing a parent to a terminal illness may 

be in the denial stage, and they may move through their life denying that their loved one is going 

to die. Once the loved one dies; however, teens may continue to experience denial and a disbelief 

that they will not see their parent again. Once individuals are able to accept the reality of their 

loss, they move into the second stage and become angry. Individuals may direct their anger at the 

family member who died or toward themselves for being unable to prevent the death. If 

individuals are able to recognize and manage their anger, they can overcome these difficult 

circumstances (Kubler-Ross & Kessler, 2005).

After recognizing feelings of anger, a person may move into the bargaining stage. Before 

the death, this stage may look like prayer asking for the loved one’s life to be spared. After the 

loss, this grief process may turn into “what i f ’ statements, which are often accompanied by 

feelings of guilt. For example, a teen who has lost a parent to ALS may experience guilt and ask, 

“What if  I had spent more time with them before they died?” Similarly, people may attempt to 

“bargain” away the pain, and they may be willing to try anything to remove feelings of hurt 

(Kubler-Ross & Kessler, 2005).

After attempting to bargain, individuals typically shift their focus to the present and 

experience the fourth stage: depression. This stage may feel as though it lasts forever, and it is
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characterized by feelings of emptiness, withdrawal, and meaninglessness. This stage is natural. 

Authors note that the loss of a loved one is very depressing, especially after realizing that they 

will not come back and will not get better. Depression is often considered to be unhealthy. 

However, if  depression is recognized as part of the healing process and the feelings of sadness 

and emptiness are used to help explore the loss completely, the depression will eventually ease as 

the individual gets stronger (Kubler-Ross & Kessler, 2014).

The last stage of grief and loss is acceptance. Instead of being completely “alright” 

individuals are able to accept their new reality without their loved ones. A person may never be 

“ok” with the loss of a loved one and will not like the new reality; however, they will learn to 

live with it. With this realization, individuals are able to begin to heal and adjust, realize that it 

was the loved one’s time to die, and that life continues to move forward (Kubler-Ross & Kessler, 

2005).

Stages of grief and loss in teens with parents diagnosed with ALS/FALS. Teens of 

ALS/FALS patients are in a unique situation. As they progressively lose aspects of their parent, 

they may experience the stages of grief and loss multiple times before their parent dies 

(Buxbaum & Brant, 2001). If feelings of depression, meaninglessness, and loneliness arise, teens 

will need to overcome them in order to continue with healthy development later in life (Berman 

et al., 2006; Cheng, Hasche, Huang, & Su, 2015; Phillips, 2014; Schultz, 2007). The stages are 

important to keep in mind after the final loss of the parent’s life, as well as normal and abnormal 

grief responses.

Normal Grief Responses

In teens, a ‘normal’ grief response typically includes feelings of sadness, anger, shock, 

and numbness, emptiness, disbelief, depression, and confusion (Buxbaum & Brant, 2001; Ens &
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Bond, 2007; Schultz, 2007). Changes in behavior as a result of a loss may include a lack of 

interest in school or activities, sleep disturbances, decreased appetite and keeping concerns inside 

(Buxbaum & Brant, 2001). Additionally, teens may experience difficulty sleeping, 

hallucinations, changes in study habits and a fear of intimacy (Ens & Bond, 2007). Teens often 

are under the impression that they are expected to act like adults; however, in the case of a loss 

they may feel frightened, powerless and dependent which can cause them to act out (Buxbaum & 

Brant, 2001). Teens may display anger at the loss, which may in turn lead to depression and 

punishment of the self or others (Buxbaum & Brant, 2001). Feelings of guilt may also lead to 

withdrawal, depression and poor behavior (Buxbaum & Brant, 2001). These responses may last 

days or a few weeks (Buxbaum & Brant, 2001).

Abnormal Grief Responses

If these symptoms last more than a few weeks and extend several months, the individual 

may be experiencing something more serious than a typical grief experience. Major depressive 

disorder (MDD) occurs when an individual experiences five of the following, daily for more than 

two weeks: depressed mood, lower levels of interest or pleasure, weight loss, insomnia, fatigue, 

worthlessness, thoughts or behaviors of suicide or a lower ability to concentrate or think 

(American Psychological Association, 2013). Dysthymia occurs when a depressed mood occurs 

for most of the day for more than a year in adolescents (APA, 2013). Along with the depressed 

mood at least two of the following must be present: poor appetite, insomnia, low energy, low 

self-esteem, poor concentration, or hopelessness (APA, 2013). The symptoms for both MDD and 

dysthymia become problematic and affect the individual’s normal functioning (APA, 2013). 

Additionally, if the adolescent develops a fear of death, they may experience negative stress, 

anxiety and meaningless (Ens & Bond, 2007). If interventions are not put in place to assist the
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teen with their unresolved grief in adolescence, disturbances may continue into adulthood 

(Buxbaum & Brant, 2001).

When distinguishing between grief and depression there are several differences to keep in 

mind. Grief typically involves emptiness and loss; whereas, a depressive episode involves a lack 

of happiness or pleasure (ALS Association, 2007; APA, 2013). Grief will also decrease over 

time and slowly present in waves as opposed to daily symptoms (APA, 2013). Unlike MDD or 

dysthymia, grief and the pain of a loss is often also accompanied with happiness and humor in 

between waves of sadness (APA, 2013). Additionally, depression disorders may include suicidal 

thoughts while bereaved individuals will likely only focus on the deceased (APA, 2013).

Interventions for Youth 

The loss of a parent often creates a void in the world of a teen that is not easily filled 

(ALS Association, 2007; Buxbaum & Brant, 2001). When assisting youth in coping with and 

managing their grief and loss, research provides several suggestions. Open communication with 

the surviving parent has been found to positively impact the youth’s ability to adjust to the loss 

and changes they have experienced (Buxbaum & Brant, 2001; Keeley et al., 2014; Muselman & 

Wiggins, 2012). In providing support, the surviving parent should also ensure that the child is 

aware that that they are cared for and knows that they have someone to listen to them (ALS 

Associaion, 2007; Buxbaum & Brant, 2001; Muselman & Wiggins, 2012). Providing routine 

activities, ways to remember the deceased loved ones, and helping teens to feel important and 

involved has also proven to be beneficial to youth (Muselman &Wiggins, 2012).

Support from Parents, Adults and Grief Groups

If the surviving parent is unavailable to provide support for the teen, other adults may be 

able to take their place. Nurturing teachers or counselors in a school setting or other individuals
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that the adolescent trusts and feels comfortable with can provide significant support to teens 

when they are outside of the home (Buxbaum & Brant, 2001). Teens need to know they are cared 

for, have someone to listen to them and to feel that they are important (Muselman & Wiggins, 

2012). They may seek this support from individuals outside of the family if their surviving parent 

is unable to fill this need (Buxbaum & Brant, 2001). Bereavement practices and manifestation of 

grief may vary within cultures (Hardy-Bougere, 2008). A failure to utilize cultural practices after 

death may lead to unresolved feelings of loss (Hardy-Bougere, 2008). As a result, teens may 

benefit by connecting and receiving support from elders, family members, or community 

members, who are aware of cultural practices surrounding grief and loss, to bolster resiliency and 

healing within their cultural context.

If the family receives care from hospice, formal grief groups may be available to the child 

(Buxbaum & Brant, 2001). Additionally, individual or group counseling at school with the 

school counselor has been found to be a positive intervention for grief (Buxbaum & Brant,

2001). In general, group counseling for the loss of a parent has been found to allow individuals 

to share their experiences, reduce isolation, utilize an opportunity to express grief, normalize 

their experience and feelings and increase communication with family members, all of which are 

positive in assisting bereaved youth (Buxbaum & Brant, 2001; Hung & Rabin, 2009). Grief 

groups also provide a perceived sense of empathy and a surrogate support system for adolescents 

who may be lacking support from family members (Hung & Rabin 2009). Social support has 

proven to promote positive outcomes for bereaved youth (Hung & Rabin, 2009).

Family Therapy

Family therapy assists family members by prioritizing the family unit, helps to enhance 

communication and works to bring about the family’s recognition of the emotional needs of its
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individual members (Schuler et al., 2012). If a family is faced with a parent’s diagnosis of 

ALS/FALS and individual members are struggling with overcoming the grief experienced as the 

ill parent loses physical and emotional availability, family therapy can help members overcome 

the negative complications of grief (Schuler et al., 2012). Family therapy with members of 

terminal cancer patients has shown to increase communication, decrease levels of stress and 

depression, and increased family functioning (Schuler et al., 2012). Family therapy can be 

administered within a number of theoretical orientations (Schuler et al., 2012). An existential 

family therapist may be able to assist family members with maintaining meaning, overcoming 

loneliness, or recognizing personal freedom and responsibility.

Dignity therapy. A more specific form of existential family therapy, that has shown to 

be beneficial before the ill parent dies, is dignity therapy. Dignity therapy involves the terminally 

ill patient, and it attempts decrease suffering by maintaining meaning, dignity and purpose 

(McClement et al., 2007). The sessions are recorded and given to family members after their 

loved one’s death, and research indicates that these recorded sessions have been found to be 

helpful with overcoming grief and provide a source of comfort (McClement et al., 2007).

Dignity therapy assists dying parents with their existential issues by helping them cope with their 

loneliness, finding meaning, and overcome their fear of death. As a result, pain and suffering is 

lessened (Mcclement et al., 2007). Family members and friends may also partake in dignity 

therapy by providing support and comfort during the therapy sessions (Bentley, O ’Connor,

Breen, & Kane, 2014). Although these interventions were found to decrease anxiety and 

depression, the emotional burden of caregiving was not relieved completely but was somewhat 

lessened (Bentley et al., 2014).
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Creating Memories of the Deceased

Research has found that providing a youth with memories or keepsakes of a deceased 

parent can help them cope with grief and loss in a healthy way (Albinsson & Strang, 2003; 

Buxbaum & Brant, 2001; Henderson & Thompson, 2011; Hung & Rabin, 2009). An important 

aspect of the grieving process for children is to maintain a relationship with the lost parent by 

incorporating positive aspects of the parent into their own self-concept (Henderson & Thompson, 

2011; Hung & Rabin, 2009). Creating a memory book or scrapbook with pictures of the 

deceased can aid the youth in remembering positive memories before the onset of the terminal 

illness (Buxbaum & Brant, 2001; Henderson & Thompson, 2011; Hung & Rabin, 2009). Studies 

have found that 60% of adolescents who were at risk for hospitalization from negative effects of 

their grief such as suicidal ideation, anger, withdrawal or depression were able to avoid being 

admitted through the use of a memory book (Buxbaum & Brant, 2001). Additionally, having the 

surviving parent assist the adolescent with memorializing activities such as talking about the 

deceased or passing on the deceased objects to the adolescent have proven to be helpful as well 

(Hung & Rabin, 2009). In a similar way, journaling about and writing letters to the deceased 

have found to be helpful as well (Musleman & Wiggins, 2012).

Another method that has proven helpful to youth attempting to cope with the loss of a 

parent is to have the dying parent become involved in the process. The dying parent could write 

letters or journals or record messages for their youth (Buxbaum & Brant, 2001). These could 

either be given to the youth immediately after the parent dies, or on an important day such as 

their graduation or wedding day (Buxbaum & Brant, 2001). In these messages, the parent may be 

able to explain their personal hardships and growth that resulted from their illness. For example, 

the parent could describe the loneliness and lack of meaning they experienced, how much they
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loved their child, or give them advice for their future. These explanations have been found to be 

healing for adolescents (Buxbaum & Brant, 2001).

Seeking Professional Assistance

Existential counselors can assist adolescents after they have lost a parent. By providing a 

positive regard, genuineness, and empathy, a counselor could fill the role of a listener and build a 

relationship with the youth (Byrd & Erford, 2014). The counselor could assist an individual in 

making sense of the death by finding meaning in all that has happened and to see the positives of 

the situation (Muselman & Wiggins, 2012). Existential counselors will also focus on love, 

suffering, anxiety and death, which may assist the youth in becoming self-determining (Byrd & 

Erford, 2014). Doing so can in turn help them find meaning and allow them to take responsibility 

for themselves and their reactions (Byrd & Erford, 2014). Counselors can assist youth by 

encouraging them to be sensitive to their existence, attending to their feelings in the moment and 

enhancing relationships with loved ones and friends who are still alive (Byrd & Erford, 2014). In 

the situation of a loss, this may help youth to confront their feelings instead of avoiding them, 

and to overcome persistent feelings of anger, depression and guilt that may have serious 

consequences if not addressed (Buxbaum & Brant, 2001).

Some specific techniques that existential counselors may use include role playing, during 

which the client and therapist may act out different individuals (Byrd & Erford, 2014). 

Counselors may also use the empty chair technique, during which the client imagines someone 

they wish to speak with is sitting in the counseling session and can say what they need to and 

brainstorm different reactions the individual may have (Byrd & Erford, 2014). Spiritual 

discussions are not uncommon in existential settings and have also been found to assist 

adolescents in evaluating existence and meaning after a loss (Muselman & Wiggins, 2012).
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Counselors can also assist adolescents in art therapy, which includes utilizing music, song lyrics, 

and creating self-portraits or pictures to overcome a loss (Muselman & Wiggins, 2012).

Existential counselors can provide several specific interventions that can assist an 

adolescent in overcoming their grief and loss. Frankel (2006) an existential theorist, developed 

logotherapy, a form of existential counseling that focuses on the meaning of existence and assists 

clients in finding their own meaning. Frankel believed that in situations with the absolute worst 

conditions, an individual may find the will to survive if they have a meaning and purpose to their 

existence, and that finding and fulfilling meaning is the primary motivation in an individual’s life 

(Frankel, 2006). Logotherapy is designed to assists clients in recognizing the formation of 

vicious-cycles that lead to neuroses, shift their focus from self-centeredness to a larger meaning, 

and finding that meaning in work, in loving another person (Frankel, 2006). If an individual is 

struggling to find meaning, logotherapy can be used to remind them of the meaning they have 

given to their existence (Frankel, 2006). Instead of living without hardships and tension, Frankel 

proposed that logotherapy attempts to make the individual fully aware of their responsibility to 

what, for what, or to whom they deem themselves responsible (Frankel, 2006). The more an 

individual can forget themselves and dedicate their energy to a cause or a loved one, the more 

they can actualize themselves (Frankel, 2006). Although existential counseling typically works 

well within cultures because it focuses on universal experiences (Byrd & Erford, 2014), 

counselors must ensure that they are cultural competent before working with a particular ethnic 

group. Different ethnic groups may experience grief or loss uniquely and counselors should be 

prepared to assist in an appropriate way (Cowles, 1996; Hardy-Bougere, 2008).
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Application of the Literature: An ALS/FALS Website

ALS/FALS is a disease that leads an individual to slowly lose all voluntary physical 

control of their body and eventually succumb to suffocation (Marangi & Traynor, 2014; Padhi et 

al., 2014; Pagnini et al., 2015). In the process, patients are likely to experience existential 

consequences such as loneliness, death anxiety, a lack of responsibility and sense of freedom, 

and a loss of meaning (Ozanne et al., 2012). Information from a review of current literature 

indicates that while the patient is combating these psychological struggles, their adolescent 

children are also likely to be experiencing similar existential problems that derive from their 

situation and their own personal development (Berman et al., 2006; Brassai et al., 2013; Carlson, 

2003; Ens & Bond, 2007; Phillips & Lewis, 2015; Schultz, 2007; Walters, 2008). Because 

adolescents have the ability to cognitively understand the implications of ALS/FALS and are 

simultaneously attempting to develop cognitively and create an identity, adolescents will likely 

experience an increase in existential problems (Berman et al., 2006; Carlson, 2003; Ens & Bond, 

2007; Phillips, 2014). Through combining information about youth development and existential 

concerns, coping techniques and methods for overcoming grief and loss, an online resource for 

adolescents was created. (http://alsforteens.weebly.com/)

The online resource provides information about ALS/FALS, the different onsets, its 

etiology and epidemiology, the sporadic versus familial types, and its implications for the 

patient. The literature review yielded research that supports sharing information with youth about 

a parent’s illness, and it indicates open communication proves to be positive for an adolescent’s 

mental health (Sheehan et al., 2014). Therefore, providing a resource for adolescents to gain 

knowledge about their situation will assist them in maintaining healthy development.
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The online website also discusses existential problems that may arise in the adolescent as 

a result of their situation. Four tabs lead to information about loneliness, freedom and 

responsibility, meaning and the reality of death. Within these sections, the adolescents gain 

insight into the existential problems that their ill parent is facing. Additionally, teens are also 

provided with explanations for the root of some of their own existential problems and the 

potential effects on them. The research notes that teens experience existential issues in typical 

development situations when a parent is not diagnosed with ALS/FALS (Berman et al., 2006; 

Brassai et al., 2013). Moreover, studies also indicate that existential problems can be exacerbated 

by the terminal illness of a parent, which can affect a teen’s mental health and in turn, normal 

identity development (Ens & Bond, 2007; Phillips & Lewis, 2015; Sand et al., 2012; Schultz, 

2007). Suggestions for overcoming these existential issues are provided in each section. 

Existential Loneliness

The section on loneliness defines and provides an explanation of existential loneliness 

and its effect on teens. Research has shown that communication with both family members and 

friends along with counseling can assist individuals in overcoming existential loneliness (Keeley 

et al., 2014; Sand & Strang, 2006; Sheehan et al., 2014). These coping methods will be discussed 

in an effort to provide teens with methods to manage their loneliness.

Finding Meaning

Information on the importance of giving meaning to life is presented. Youth will learn 

how a lack of meaning can affect their development, and methods to assist teens in finding 

meaning are given. Suggestions include spending time with and learning from friends, learning 

from a healthy parent or adult, assisting in caring for and spending time with their ill parent,
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finding a meaningful project or area of work, and seeking professional help from an existential 

counselor (Brassai et al., 2013; Frankel, 2006; Sand et al., 2010; Zhang et al., 2009).

Freedom and Responsibility

A discussion on freedom and responsibility is provided for teens, which includes 

information about how attitudes and reactions to uncontrollable situations, such as a parent’s 

illness, can affect a youth’s mental health and overall meaning of life. Teens will be informed of 

their freedom to make their own decisions and to choose their own attitudes and reactions; 

however, they will also be made aware that their actions will have consequences. Research 

suggests the importance of teens not ignoring their situation and, instead, encourages that they 

respond in a way that does not lead them to experience guilt, shame, and death anxiety 

(Albinsson & Strang, 2003; Sand et al., 2010). The literature posits that a healthy response 

allows them to discover and enhance their meaning of life. Research has found that caring for 

and spending time with an ill parent and assisting in caring for them can help teens to recognize 

their own freedom and responsibility (Sand et al., 2010). This discussion and the various 

suggestions along with the associated rationales are presented on the website.

Reality of Death

A review of the literature found that within their normal development, teens will often 

develop death anxiety as they recognize that they, someday, will die (Berman et al., 2006; Ens & 

Bond, 2007; Spillers, 2007). Youth who experience the death of a parent have been found to 

have lower levels of death anxiety than non-bereaved youth, and it is suggested that these 

individuals have learned to use coping methods and psychosocial resources to understand death 

differently, which in turn, lowers their anxiety (Ens & Bond, 2007). Therefore, research suggests 

that teens who experience the death of a parent are already aware of death, and they are not at an
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increased risk for death anxiety. Based on these findings, information about grief and loss is 

provided for teens.

Grief and Loss in Teens

In addition to information about existential crises, teens can also find information on grief 

and loss, and the five stages of grief. The normal grief response in teenagers, which includes 

difficulty sleeping, sadness, disbelief, anger, confusion, depression, hallucinations, fear of 

intimacy, and loneliness, will be presented, as well as information about the typical time frame 

for when these responses may begin. In cases of ALS/FALS, the teen may begin to experience 

the loss of their parent before they actually die, as the parent will be going through major 

physical changes. The teen may also begin to grieve the loss of what the future may have held 

and a loss of support they once received. Research suggests several methods that have proven 

successful in combating grief and loss including support from adults, the healthy parent, and 

grief groups as well as creating memories of the deceased and seeking professional assistance. 

These methods are presented to teens as resources that can be utilized as needed throughout their 

parent’s illness and after their death.

Special Considerations for Adolescents of ALS/FALS Patients

Information is presented on genetic counseling for adolescents of ALS/FALS patients. 

Although it is not recommended that individuals under the age of 18 obtain genetic testing, youth 

may have concerns about their chances of inheriting the disease. A review of the literature found 

that genetic testing for ALS/FALS is not always accurate and that genetic counseling is 

recommended for any individual who is interested in pursuing testing. This section is solely 

informational.
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Distributing the Website

Upon completion of this project, the website was distributed through several methods.

The website was broadcasted through several social media outlets including Facebook,

Instagram, and Twitter. In addition, it was distributed to the ALS Association, specifically the 

Evergreen chapter which supports the most northern area of the Northwest United States, 

including Alaska, Washington, Idaho, and Montana for possible inclusion on their websites. 

Lastly, the information was released to the Counselor Education and Supervision Network 

Listserv (CESNET) for the dissemination to counseling professionals, faculty and the students 

via their website.

The website provides information about ALS/FALS and existential issues, youth 

development and coping methods for teens in one resource. This site can assist the youth in 

handling the feelings associated with their situation. This particular website could also assist the 

healthy parent or other significant adults in the adolescent’s life in understanding the teen’s 

developmental and emotional experiences. The website as a whole reflects the information found 

by reviewing the literature and provides a comprehensive resource for adolescents experiencing 

existential problems that result from a parent suffering from ALS/FALS.

Conclusion

The loss of a parent is one of the most stressful events an adolescent will encounter. This 

literature review has found that if  a loss of a parent to a progressive disease such as ALS/FALS 

occurs at such a crucial time for human development, the adolescent may be at risk for future 

negative consequences in adulthood. In normal situations, teens are already being confronted by 

existential issues such as managing their loneliness, recognizing their own freedom and 

responsibility in life, developing a sense of meaning and understanding the reality of death. If
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they are attempting to cope with the diagnosis of ALS/FALS in a parent as well, these issues 

could be worsened by the knowledge of their parent’s prognosis which in turn if not addressed, 

can lead to negative consequences later in life. The information in this literature review and 

comprehensive website can be useful to teens as it provides them with easily accessible 

information about their parent’s illness, insight into their own cognitive development and 

existential issues, as well as resources to help resolve those concerns and cope with their grief 

and loss.

Frankel (2006) once wrote that “ultimately, man should not ask what the meaning of his 

life is, but rather he must recognize that it is he who is asked” (p. 131). A teen who is faced with 

successfully managing the diagnosis of ALS/FALS in their parent and inevitable death of their 

loved one is ultimately responsible for doing so. They have the freedom to determine what their 

existence will be (Frankel, 2006; Yalom, 2002). If they decide to alienate themselves, ignore 

death, and fail to find a purpose for themselves, they are within their right; to do so however, 

they will suffer the consequences of their decisions. If that youth is able to maintain a healthy 

attitude, find meaning, overcome their death anxiety and maintain healthy relationships, they will 

reap the rewards of a positive development and outlook in spite of their situation. By creating a 

meaning to their existence, adolescents may find peace in knowing they have found a means by 

which to live despite knowledge that their world will one day fade (Yalom, 2002). A person may 

find bliss in the face of suffering and desolation by seeking comfort in their loved ones; both real 

and lost (Frankel, 2006).
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Footnotes

1 Although technical information on genetic transferred disease is beyond the scope of 

this paper (and the author’s personal expertise), it is added as an aid for those whose expertise 

requires more specific information.
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Appendix

A review of the literature found that teens have the cognitive ability to comprehend 

death, illness, and the suffering of others (Faulkner & Davey 2002; Phillips, 2014). Research also 

supports providing information about a parent’s illness and the surounding existential concerns 

to adolescents (Phillips, 2014; Sheehan et al., 2014). Therefore, the information gleaned from the 

review of the literature surounding a teen’s experience of a parent’s ALS/FALS diagnosis was 

used to create a web-based, existential resource. In this documen, screenshots of the various 

pages within the website are provided along with a brief description of the rationale for the 

included information.
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Screenshot: Navigation Tabs
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A B O U T ALS A N D  FALS >

EX ISTEN TIA LISM  >

G R IEF A N D  LO SS

AMYOTROPHIC LATERAL

A B O U T  A L S  A N D  F A L S

E F F E C T S  O F  A L S  O N  Y O U  
A N D  Y O U R  P A R E N T

EXISTENTIALISM

BEATING LONELINESS

FINDING MEANING DESPITE 
ALS

RECOGNIZING FREEDOM 
AND RESPONSIBILITY

OVERCOMING THE FEAR OF 
DEATH



Rationale: Breakdown of Navigation Tabs

By clicking on the three parallel lines in the upper left hand corner, teens can access the 

navigation tabs and the various pages within the website. For example, by clicking on the “About 

ALS and FALS” tab, the teen can find information about the disease, the “Effects of ALS on 

You and Your Parent”, and the “FALS” pages. Similarly, by clicking on the “Existentialism” tab, 

visitors can find the various pages about overcoming existential concerns.
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Screenshot: Home Page

W H A T ' S I N S I D E
T h is  w e b s ite  is a research based, e x iste n tia l resource fo r  te e n s  w h o  learn a p a re n t is d ia g n o se d  w ith  a m y o tro p h ic  lateral sclerosis (A L S )

o r  fa m ilia l a m y o tro p h ic  lateral sclerosis (F A L S ).

Learning about a parent's diagnosis o f ALS or FALS can lead to a number o f different responses that are perfectly normal. As the disease 

progresses in yo ur parent, you m ay experience other concerns such as loneliness; a lack o f meaning, freedom  or responsibility; and a fear of 

death. These feelings are not uncom m on am ong adolescents who are in sim ilar situations. However, if  not dealt with, these concerns may

lead to more serious consequences in adulthood.

Th is site provides inform ation about how ALS and FALS w ill affect your parent physically and em otionally. It also provides explanations for 

some em otional reactions you m ay experience and suggestions for overcom ing them . Inform ation about grief, loss and coping strategies

that m ay help you are also provided.

Dedicated to the m emory o f Lloyd A. Johnson 
19 5 8 -2 0 14  

“I love you more"

Created by:

Em ily R. Johnson 

In Partial fulfillm ent o f the Requirements o f the Degree of 

M asters o f Education in Counseling 

U niversity o f Alaska Fairbanks 

M ay 2016



Rationale: Information Included on the Home Page

The home page of the website provides the title of the website as well as a brief 

description of the information found in the website. A user will be able to navigate using various 

tabs with specific information based on broad topics. The tabs appear in the upper left hand 

corner of the page and include the headings of “About ALS and FALS,” “Existentialism” and 

“Grief and Loss.” Specific information on the home page includes its title and a brief description 

of the information provided. The author’s information and a brief dedicaiton are included as 

well.
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Screenshot: About ALS

ABOUT AMYOTROPHIC LATERAL SCLEROSIS



Rationale: Information Included on “About ALS” Page

The “About ALS” page provides teens with information about the disease itself. A 

general description of the disease and its progression are provided as well as descriptions of the 

various types: sporadic, familial, bulbar-onset and limb-onset. Additionally, the epidemiology 

and etiology of the disease are provided. This page is meant to provide an overview of the 

disease. The literature review supports sharing information about a parent’s terminal illness with 

youth and indicates open communication proves to be positive for an adolescent’s health 

(Phillips, 2014; Sheehan et al., 2014).
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Screenshot: Effects of ALS on Your Parent and You
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E M O T I D N A L E F F E C T S O F A L S O N Y O U R  P AR EN T  AND YOU 

YOUR PA REN T S E X P E R I E N C E  HOW A L S  CAN A F F E C T  YOU
When people are diagnosed with a terminal illness a number of 

reactions may occur. It is not uncommon to experience a sense of 
denial, a lack of optimism or a sense of bitterness and unfairness. 

ALS patients may develop a fear of being alone as they loose 
physical mobility.

Some ALS patients experience several negative feelings. Anger and 

bitterness may result from the diagnosis itself and knowledge of 
future loss of life. Guilt may occur if  they feel that they are the 

cause of their family's suffering. Feelings of shame may lead to 
isolation. Although they may fear being alone once they lose 

physical control of their bodies, ALS patients may try to make things 
easier for their loved ones by isolating in an attempt to cope with 
these feelings

Death anxiety is not uncommon in ALS patients. Knowing that ALS 

has no cure and that they will die regardless may cause feelings of 
hopelessness. Because the future is unknown, your parent may feel 

that it is meaningless to make plans and relationships with others 
may be affected.

The loss o f a parent may be one of the most stressful events of your 

teenage years. Stress and anxiety are not uncommon in teens who 
are losing a parent to a long term illness. Other reactions may 

include:

• Post Traumatic Stress Disorder (PTSD)

• Anger

• Despair

• Social Isolation

• Depression

• A Sense of Loss After Your Parent's Death

• A Sense of Loss Before Your Parent's Death

• Loss of a Healthy Parent's Physical and Emotional Availability

• Loss of support

• Loss of normalcy

• Grief

In addition to the above, it is common to experience existential 
concerns including loneliness, meaninglessness, a lack of freedom 

and a fear of death.



Rationale: Information Included on “Effects of ALS on Your Parent and You” Page

The “Effects of ALS on Your Parent and You” page provides information about possible 

emotional reactions that both the parent and teen may experience. The purpose of this page is to 

provide youth with knowledge about typical emotional reponses of a parent after being 

diagnosed. It is also meant to give the youth an insight to some of the “normal” emotional 

reactions they may be experiencing. Research supports providing youth with information about 

their parent’s illness and experiences (Phillips, 2014; Sheehan et al., 2014).

A COMPREHENSIVE RESOURCE FOR ALS 79



A COMPREHENSIVE RESOURCE FOR ALS 80

Screenshot: FALS

FALS
For the majority of cases, ALS develops randomly. Researchers do not know why genes mutate to cause disease. However, 5 -10 %  of cases 

are passed genetically from parent to child. Some genetic mutations can be detected through genetic testing.

GENETIC TESTING Genetic testing is typically performed on patients who already have a diagnosis o f ALS or FALS.
Researchers are still trying to determine which genes mutate leading to sporadic ALS and FALS. If a 
patient has been diagnosed with FALS, some genetic testing is available to see which gene is mutating 

and causing symptoms. However, because not all of the genetic mutations have been found, a person 
with FALS may receive test results that do not show any mutations at all.

If your parent has ALS or FALS and you want to be tested to see if  you will inherited FALS, your ill 

parent needs to be tested first, and a mutation must be found. If a mutation is not found in a parent, 

it will be difficult to find a mutation in you because geneticists will not know which genetic tests to 

perform. If a mutation is found in your parent, only a 5 0 %  chance exists that you will also develop the 

disease. If the you are tested and a mutation is found, there is no way to determine the when 

symptoms will start to appear or how fast the disease will progress.

Genetic testing is not recommended for adolescents under the age o f 18 as mutations in genes 

typically do not appear until later in life. Testing for all known FALS and ALS genes is expensive and 

usually costs around $6,000. Because o f the uncertainty o f testing for this disease, counseling is 

typically required.

GENETICCOUNSELING Prior to genetic tests being performed, counseling is usually required to discuss your motivations for
knowing, expectations of your family, and screen for depression and suicidal tendencies. A 

conversation about the uncertainty of genetic testing for ALS or FALS and about what positive or 

negative results may mean typically occurs.

As a result of counseling you may decide against genetic testing. You may decide they do not want to 

know if you have the mutation, do not want to live with a positive result or want to maintain hope. 

Some people decide to receive testing to reduce anxiety, contribute to research, or use the 
information to benefit their children. If a you test positive for ALS or FALS before you have children, 

you may use the information when deciding whether or not you will have children in the future.



Rationale: Information Included on the “FALS” Page

The “FALS” page provides specific information about the familial form of the disease. 

Information about genetic testing and counseling is provided. The literature review indicates that 

youth who lose a parent to a terminal illnessnes experience a greater perceived risk for 

developing the disease themselves which can lead to chronic stress and depression (Harris & 

Zakowsky, 2003). This page is meant to be informational for youth who may be concerned about 

developing or inheriting the disease themselves.

A COMPREHENSIVE RESOURCE FOR ALS 81



A COMPREHENSIVE RESOURCE FOR ALS

Screenshot Existentialism
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Rationale: Information Included on the “Existentialism” Page

The “Existentialism” page provides an overview of existential theory and the four 

existential concerns that can arise in a teen from a parent’s ALS/FALS diagnosis. Research has 

found that teens experience existential concerns throughout the course of normal development; 

however, these concerns can be exacerbated by the terminal illness of a parent and, if  not dealt 

with, can cause serious problems later in life (Berman, Weems & Stickle, 2006; Phillips, 2014; 

Schultz, 2007). This theoretical approach has been found to be beneficial in aiding adolescents in 

resolving crises in their lives that arise when a parent is diagnosed with a terminal illness 

(Buxbaum & Brant, 2001; Carlson, 2003; Ens & Bond, 2007; Phillips, 2014; Phillips & Lewis, 

2015). Brief descriptions of existential loneliness, the importance of finding meaning, realizing 

freedom and responsibility, and overcoming a fear of death are presented for introductory 

purposes. Teens can click directly on the buttons to be taken to the other pages which provide 

more in depth descriptions of the four different areas, explanations for how these existential 

concerns can be affected by a parent’s ALS diagnosis and ways to overcome the possible 

existential concerns.
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Screenshot: Beating Loneliness

BEATING LONELINESS

I F N O T D E A L T W I T H . . .
Avoiding communication about feelings o f loneliness of a parent's ALS diagnosis can have 

negative consequences. Depression, stress, anxiety and feelings of disrespect may arise if  

loneliness is not discussed. If not dealt with, you may be at risk for substance abuse, guilt, and 
depression in adulthood. There are several ways to overcome loneliness and the side effects that

come with it.

HOW TO BEAT L O N E L I N E S S

TALK ABOUT IT

If you are unable to discuss feelings and 

concerns at home, talk to people close to 

you about your feelings of loneliness and 

feelings surrounding your parent's disease. 

Friends, community members and other 
fam ily members can provide support, 

understanding, comfort and warmth.

DISCDSS IT WITH FAMILY

Some families will have open 

communication about a parent's ALS 

diagnosis and associated loneliness. If this 

is the case in your life, talk with your dying 

parent. Conversations with dying loved 
ones are beneficial to both you and your 

parent, by providing a sense of normalcy 

and support while lessening guilt and anger. 

Talking may make it easier to cope with the 
loss as opposed to remaining silent.

SEEICIHB PROFESSIONAL HELP

Counseling can also be beneficial in 

resolving these losses. Existential 

counseling can provide a supportive person 

to listen and talk to you about the feelings 

of loneliness and concerns regarding your 

parent's illness. They will also have specific 

skills to help you overcome loneliness and 

cope with the loss you are experiencing.



Rationale: Information Included on the “Beating Loneliness” Page

The “Beating Loneliness” page provides an explanation for the possible feelings of 

loneliness that both a parent diagnosed with ALS and teen may be feeling. Information supported 

by research about the importance of overcoming loneliness is provided as well as suggestions for 

overcoming it (Keeley & Generous, 2014; Muselman & Wiggins; 2012; Phillips & Lewis, 2015). 

For example, communicating with family members and discussing feelings with others are two 

of the strategies provided.
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Screenshot: Finding Meaning Despite ALS



Rationale: Information Included on the “Finding Meaning Despite ALS” Page

The “Finding Meaning Despite ALS” page provides information on the importance of 

making meaning as well as the consequences of meaninglessness in life. The research showed 

that failing to spend time with dying family members had negative consequences (Brassai, Piko 

& Steger, 2013; Sand, Olsson & Strang, 2010; Weisser, Bristowe & Jackson, 2015). The 

literature also strongly supported caregiving as a way in which to find and maintain meaning 

during a parent’s terminal illness (Brassai et al., 2013; Sand et al., 2010; Weisser et al., 2015). 

Both the benefits and possible negative side effects of caregiving are presented. The purpose of 

including the negative side effects is to be as transparent as possible with the youth, because 

research supports communication about a parent’s illness with teens (Sheehan et al., 2014). Other 

suggestions for finding meaning are provided as well.
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Screenshot: Recognizing Freedom and Responsibility



Rationale: Information Included on the “Recognizing Freedom and Responsibility Page

The “Recognizing Freedom and Responsibility” page provides a more in-depth 

explanation about the importance of recognizing personal freedom and responsibility. A quote by 

Irvin Yalom is presented to demonstrate this information as well. This page reminds teens that 

their parent’s illness is uncontrollable and that they have the power to choose their reaction and 

attitude toward their situation. A reminder of positive methods that can help overcome negative 

emotions associated with a parent’s ALS diagnosis are provided to prompt teens to make healthy 

decisions.
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Screenshot: Overcoming the Fear of Death

I
OVERCOMING THE FEAR OF DEATH

FEAR OF DEATH

A fear o f death interferes with the 

enjoyment of life. Instead of focusing on 
positive aspects of life and seeking 

pleasure, individuals are focused on 
avoiding pain and loss.

Several experiences can invoke a fear of 
death. The death o f a loved one, serious 

illness, and threat to personal safety can all 

lead to anxiety and fear o f dying.

WAYS TO OVERCOME A FEAR OF DEATH

• Realize the difference between 
focusing on h o w  life is and 

appreciating that I ife is

• Instead o f  being concerned with life 

not being perfect, appreciate th at life Is 

happening

• Recognize your freedom and 

responsibility

• Live according to your priorities

• Use you r freedom to d o o r not do w hat 

you wish

• Find meaning in life

• Create meaningful relationships

• Live with no regrets

IFY00VEEXPEHIENCE0AL0SS

If your parent is diagnosed with ALS or you 

have lost a loved one, you have experienced 
death. G rief during teenage years can lead 

to a greater empathy and concern for 

others, stronger emotional bonds, and 
better communication skills. Teens who 

experience a loss also are less likely to take 
life for granted.

W hile you may not experience a fear of 
death, there is a chance that you may still 

face feelings of grief and loss.



Rationale: Information Provided on the “Overcoming the Fear of Death” Page

The “Overcoming the Fear of Death” page provides an explanation about the different 

effects of realizing versus avoiding death on an individual. A quote by Irvin Yalom is presented 

to demonstrate this idea as well. A description of how a fear of death can occur and affect a 

teen’s life is presented as ways for overcoming that fear (Yalom, 2009). Research has found that 

teens who experience the loss of a loved one are less likely to experience death anxiety (Ens & 

Bond, 2007). This information is presented as well with a reminder that while death anxiety may 

not be an issue, grief and loss will still need to be dealt with. The purpose of providing this 

information, as supported by the literature review, is to continue to make teens aware of what 

they may be feeling as a result of their parent’s illness (Phillips 2014; Sheehan et al., 2014).
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Screenshot: Grief and Loss

S T A G E S Q F G R I E F
As your parent progresses through their illness and you experience losses, you may move through the five stages of grief and loss before and 

after your parent dies.

1. Denial: In this stage, you are likely aware that your parent is dead; however, you may feel as though they are missing in your life and 
not really gone.

2. Anger: Once you recognize that your loved one is not coming back, you may experience anger at your parent, yourself or others for not 
being able to stop the illness. This anger is normal, and your realization of it can help you overcome your circumstances.

3. Bargaining: In the bargaining stage, you may ask questions such as "what if...' or you may feel guilty. You may think "if only I could be 

rid of my pain I will feel better." This thought process is natural.

4. Depression: After focusing on bargaining and thinking about the past you will likely shift your focus to the present, which can lead to 
emptiness and meaninglessness. These feelings are normal. Losing a loved one and attempting to live a life without them is depressing. 

If you recognize your depression and embrace these feelings, they will eventually ease.

5. Acceptance: Losing a loved one is never easy. It may never feel as though your world is "right." However, learning to live a life without 

your loved one is a necessary step in adjusting and healing. Not doing so may lead to problems later in life.

Failing to move through these steps and obtaining acceptance may lead to problems later in life. See the suggestions below for overcoming 
grief and loss in a healthy way.
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S U P P O R T F R O M D T H E R S

• Talk with your 

healthy parent 
about your 

feelings and 

about your loss

• Discuss 

happy 

memories 

of your 

deceased 
parent

• Talk with friends

• Talk with other 
adults that you 

are comfortable 

with such as 
mentors, 

coaches, 
religious 

members or 

teachers
• Connect with 

elders or fam ily 

members within 

your culture for 

com fort advice, 

guidance, and 

support as you 

grieve these 

losses

SU G G E ST IO NS TO  AIDIN OVERCOMING GRIEF A N D L O S S

G RIEF  GRO UPS FAM ILY T H ER A P Y

• Allow members * Can help

to share similar strengthen
feelings and communication

express grief .  May assist in

• Reduce feelings recognizing the

o f isolation emotional needs

• Provide a space members

to share * Gives support to
experiences ill parent and

• Serve as a fam ily members

support system • Decreases

depression, 

stress and 
anxiety

M A K I N G  M E M O R I E S  C O U N S E L I N G

Make a memory • Seek support

or photo book from school or
o f your parent existential

before their counselors who

death can provide

Keep a few of genuineness,

your deceased empathy and

parent's understanding

possessions as • May help make
keepsakes sense of death

Ask your ill by finding

parent to write meaning in the

letters or record situation

messages for • Can assist you in

you before they processing

die that can be feelings and
opened or heard enhancing

later in life relationships



Rationale: Included Information on the “Grief and Loss” Page

The “Grief and Loss” page provides information on the grief response for teenagers and a 

brief overview of the five stages of grief (Kubler-Ross & Kessler, 2005). Research shows that 

when losing a parent to a terminal illness, the grief process may begin before the parent dies 

(Buxbaum & Brant, 2001; Ens & Bond, 2007; Spillers, 2007). The loss of physical and 

emotional support of the parent as well as normalcy can lead to feelings of grief and loss 

throughout the progression of the disease (Buxbaum & Brant, 2001; Ens & Bond, 2007; Schuler, 

Zaider & Kisane, 2012; Spillers, 2007). Descriptions of normal and abnormal grief response are 

given so teens know what to expect and when to be concerned. The suggestions provided by the 

research for overcoming grief and loss are presented (Buxbaum & Brant, 2001; Byrd & Erford, 

2014; Frankel, 2006; Hung & Rabin, 2009; McClement et al., 2007; Muselman & Wiggins, 

2012). By providing teens with information about grief responses and ways to overcome them, 

an adolescent’s ability to avoid sucumbing to abnormal grief responses that may have more 

severe consequences may be strengthened (American Psychological Association, 2013;

Buxbaum & Brant, 2001; Ens & Bond, 2007).
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Conclusion

The website provides information about ALS/FALS, existential issues, and coping 

methods for teens in one comprehensive resource. This site provides resources and suggestions 

that can assist the youth in overcoming the feelings associated with their situation. The website 

as a whole reflects the information found by reviewing the literature on ALS/FALS, adolescent 

development, grief and loss, and existential psychology. It provides a comprehensive resource 

for adolescents experiencing existential problems that result from a parent suffering with 

ALS/FALS.
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