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Abstract

Background Due to the progressive deterioration of motor, cognitive, and psychological
function, individuals with Huntington’s disease (HD) rely heavily on family caregivers,
including children in the home. This “young carer” role can result in responsibilities that
are inappropriate for the child’s age and abilities. Also referred to as parentification, this
experience can result in both positive and negative outcomes for the child, spanning multi-
ple domains of health and well-being.

Objective To explore the manifestation of parentification among young carers of a parent
with HD.

Method Directed content analysis, guided by a literature-derived framework of parentifi-
cation, was utilized for this qualitative study. Participants included 28 young carers (mean
age of 16.6 (+2.6)) who self-identified as engaging in caregiving activities related to HD
with the majority providing care for 1-3 years (53.6%)- averaging 25.4 h of care per week.
Results Three main themes with subthemes emerged: (1) being a young carer [perceptions
of caregiving, learning to be a caregiver, caregiver burden, coping], (2) living with a new
normal (school and friends, feeling unheard/alone, support system, personal growth), and
(3) facing HD as a young carer (stigma and isolation, parent/child relationship, end of life,
genetic risk).

Conclusions Young carers in the context of HD experience many attributes and conse-
quences of parentification generally present among young carers of ill parents. However,
HD specific findings emerged from this study that can be used to inform clinicians and
direct future research aimed at guiding policy and developing tailored support services.

Keywords Young carers - Parentification - Huntington’s disease - Directed content analysis

Introduction

Huntington’s disease (HD) results in the progressive deterioration of the brain’s nerve
cells, resulting in diminished motor, psychiatric, and cognitive function (Huntington’s Dis-
ease Society of America [HDSA], 2011; Nance et al., 2011). These symptoms progress
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and worsen following clinical diagnosis, until the individual’s death, typically 10-25 years
later. (HDSA, 2011; Nance et al., 2011). There is currently no cure for the disease and chil-
dren of parents with HD have a 50% chance of inheriting the disease themselves (Walker,
2007). In the United States, there are approximately 41,000 people with HD and an addi-
tional 200,000 who are at risk of inheriting it (HDSA, 2011; Rawlins et al., 2016). In the
early stage of HD, individuals remain functional and can continue living independently
(HDSA, 2011; Kirkwood et al., 2001). The symptoms are often minor and include slight
involuntary movements, subtle loss of coordination, and difficulties with complex thought
(Kirkwood et al., 2001; Nance et al., 2011). In the intermediate stage, individuals with HD
are able to continue carrying out activities of daily living (ADLs) with minimal assistance,
but they often require assistance with instrumental activities of daily living (IADLs) due
to worsening symptoms affecting problem solving, balance, coordination, and voluntary
motor movements (HDSA, 2011; Nance et al., 2011). In the late stage of HD, individuals
need assistance with most ADLs and IADLs as symptoms progress to the point that indi-
viduals are often nonverbal and bedridden (Nance et al., 2011).

Caregiving Associated with Huntington’s Disease

As symptoms progress, care needs also increase. Because HD is an illness with debilitating
symptoms that affect the diagnosed individual for many years, it often falls on the family to
provide care in the home (HDSA, 2011; Kirkwood et al., 2001). Diagnosis can occur any-
where from age two to 80, but most frequently occurs between the ages of 30 to 50 (HDSA,
2011). Consequentially, symptoms often manifest at a time when there are children living
in the home (Kavanaugh et al., 2016). While a spouse or other adult is typically the pri-
mary caregiver in these situations, families also rely on the help of secondary caregivers,
such as the children in the home acting as young carers (Blum & Sherman, 2010; McNa-
mara & Rosenwax, 2010). Ultimately, HD affects not just the diagnosed individual, but
also the family, who provide extensive care (HDSA, 2011; Kavanaugh et al., 2016). The
long-term nature of HD, where symptoms progressively worsen for years following diag-
nosis, means that the necessity for caregiving often lasts the entirety of a child’s time living
at home (Kavanaugh et al., 2016). The symptoms are also stigmatizing, which can lead to
feelings of isolation and secrecy for families dealing with HD (Dondanville et al., 2019;
Kavanaugh, 2014). This combination of prolonged disease trajectory, complicated sympto-
mology affecting a variety of functions, and the stigma associated with HD, all contribute
to difficulties in providing care, especially for young carers.

Young Carers

Young carers are largely unacknowledged in the United States (Hendricks et al., 2021b;
National Alliance for Caregiving, 2005). It is estimated that there are more than 5.4 mil-
lion young carers providing care for family members who have a chronic illness, disability,
or other health condition that requires assistance (Armstrong-Carter et al., 2021; AARP
& National Alliance for Caregiving, 2020). While the term “young carer” often refers to
children and adolescents aged 18 and younger, the term can also encompass emerging
young adults up to age 25 (Hendricks et al., 2021b). In addition to variations in age range,
varying terminology for this group also exists, with “young carers” being used most often
internationally and “caregiving youth” or young caregivers” being alternatively used in the
United States. (Hendricks et al., 2021b). But regardless of terminology, these individuals
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adopt a caregiving role while simultaneously dealing with responsibilities related to fam-
ily, school, and work (McGuire et al., 2012). They do this without the education, support,
and/or acknowledgement provided to their adult caregiving counterparts (Hendricks et al.,
2021b). As young carers, these youth provide both instrumental (e.g., cleaning, cooking,
feeding, dressing, administering medications, and/or assisting with transportation/mobil-
ity) and emotional support (e.g., keeping their parent company) (Boumans & Dorant, 2018;
Khafi et al., 2014). The frequency, duration, and type of care varies based on the child
themselves, the family, available resources/support, and the ill parent’s care needs (Blum &
Sherman, 2010; Kavanaugh et al., 2016; McNamara & Rosenwax, 2010). The care needs
may also change due to disease progression and worsening symptoms (HDSA, 2011).

Parentification

Because these young carers are taking on roles and responsibilities typical of an adult,
there is a potential for parentification to occur (Hooper & Doehler, 2012). Parentification
refers to the alteration of the implied and obvious rules/expectations that exist within famil-
ial relationships which occurs when youth take on responsibilities that are inappropriate
for their age and abilities. While parentification results in outcomes that affect multiple
domains of health and well-being, it should not be viewed as purely pathological (Earley
& Cushway, 2002; Hooper & Doehler, 2012; Khafi et al., 2014). There are negative con-
sequences, such as stress, anxiety, poor school performance, and altered peer relationships,
but also positive consequences, such as an increased maturity, confidence, and responsibil-
ity (Hendricks et al., 2021a; Hooper et al., 2008; Kelley et al., 2007; Khafi et al., 2014).
Because of the multidimensional nature of the concept of parentification and its bimodal
outcomes, whether or not parentification occurs and how it manifests varies based on the
individual and their unique context (Hooper et al., 2008; Khafi et al., 2014; McMahon &
Luthar, 2007; Williams & Francis, 2010). Since parentification is more frequently explored
within the contexts of parental neglect, parental substance abuse, and parental mental ill-
ness, less is known about parentification among young carers with chronically ill parents
(Earley & Cushway, 2002). In HD specifically, little is known about the experiences of
young carers and how parentification manifests in this context, where a combination of
degenerative, complicated symptoms occur over a long disease trajectory with a large
genetic component. Research is needed to not only address this gap, but to provide founda-
tional knowledge, which can inform practitioners (clinicians, researchers, social workers,
educators) of the challenges facing children in families affected by HD and direct future
research aimed at guiding policy and developing targeted support services for this vulner-
able population.

Study Objective

The aim of this study was to explore the manifestation of parentification among young
carers of a parent with HD through a secondary qualitative analysis. We hypothesized that
attributes and consequences of parentification generally present among young carers of ill
parents would also be evident in this population of young carers; however, we also hypoth-
esized that the progressive, debilitating symptoms of HD and related caregiving needs,
would result in a manifestation of parentification with emergent components relevant to
youth caring in the context of HD.
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Method

A secondary analysis of qualitative data from a parent study (Kavanaugh et al., 2015) was
conducted using a directed content analysis approach and reported on following the Con-
solidated Criteria for Reporting Qualitative Research (COREQ) (Hsieh & Shannon, 2005;
Tong et al., 2007).

Participant Recruitment

Participants were purposefully recruited from local chapters of the Huntington’s Disease
Society of America (HDSA) representing 18 states (Kavanaugh et al., 2015). The strategy
for recruitment through the HDSA included contacting the HDSA boards in Missouri, Wis-
consin, Iowa, Illinois, Minnesota, and Indiana for permission to advertise for the study. In
addition, chapter social workers were contacted to send flyers and permission was obtained
to advertise at national HDSA conventions (Kavanaugh et al., 2015). After permission was
obtained, (a) flyers were mailed to families on the HDSA list, (b) ads were placed in chap-
ter newsletters and websites, and (c) information about the study was posted to state web-
sites, Facebook, and the national HDSA website (Kavanaugh et al., 2015). A call or email
was then received from the parent or participant if over the age of 18. Further recruitment
details are reported in the parent study (Kavanaugh et al., 2015).

Data Collection

Prior to the start of the interview, parents of children under age 18 and participants over
age 18 signed consent forms, while participants under the age of 18 signed assent forms.
All interviews were conducted with the participants only and were completed in a single
session at a location of the participant’s choice (Kavanaugh et al., 2015). The interviews
lasted between 30 and 55 min and each interview was audiotaped and transcribed verbatim
by a professional transcriptionist. Participants in the study had to be aged 10-20 years old,
have a parent with HD, and self-identify as engaging in caregiving activities (Kavanaugh
et al., 2015).

The in-person interview involved the primary investigator of the parent study asking
youth to respond to items in the investigator created survey, “Child caregivers of a parent
with HD” (Kavanaugh et al., 2015). The questions asked about overall caregiving experi-
ences and tasks, interactions with the parent, impact of caregiving, school, life satisfac-
tion, physical health, depression, and social support (Kavanaugh et al., 2015). The items
included a combination of yes/no and Likert-like scale items, in addition to three open
ended questions (Table 1). These open-ended questions were utilized to gain further
insight into participant experiences that could not be adequately captured with closed-
ended responses and to allow participants an opportunity to voice experiences/concerns
that may not have been addressed in the other items. The interview transcriptions provided
qualitative data through responses to the three open-ended questions, but also elaborated
responses to the closed ended questions. An example of this elaborated response is seen
here where one of the youth responded to a closed ended question with “2=neither agree
or disagree”, but offered further elaboration saying “I didn’t wanna help her that much
because I was a kid and I did wanna go have friends and play outside and stuff.” These
elaborated responses, in addition to the responses of the open-ended questions, were ana-
lyzed using a qualitative directed content analysis approach (Hsieh & Shannon, 2005).
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Study Participants

A sample of 40 individuals participated in the parent study. For the present study, a
subsample of 28 was drawn from the original sample. This subset of 28 participants
included only the participants who consented to audio-recording and transcription of
their interviews. The protocol for the parent study was approved by the University of
Wisconsin-Milwaukee IRB and this secondary analysis was approved by the University
of Alabama at Birmingham IRB.

Guiding Framework

The framework guiding this study was a conceptual framework of parentification among
young carers created by Hendricks et al. (2021a). To date, this is the only conceptual
framework of parentification in the context of youth caring for chronically ill family
members. This conceptual framework provides an overview of the phenomenon includ-
ing its antecedents, attributes, and consequences. According to the framework, the ante-
cedents of parentification among young carers are the development of a dependency
condition by the care receiver and the adoption of a caregiving role by a child due to
care receiver dependency (Hendricks et al., 2021a). This antecedent appears in the con-
text of HD, where youth adopt the young carer role due to their parent’s illness and
related care needs. Concept attributes listed in the framework include the perception of
fairness, felt obligation, resiliency, confidence in performing care tasks, family system
functioning, family resources, the caregiver-care receiver relationship, and awareness by
the care receiver of the young carer’s needs. This framework also reflects the bimodal
outcomes of parentification, listing both positive (responsibility, maturity, coping skills,
empathy, life skills, autonomy) and negative consequences (stress, compulsive caretak-
ing, internalizing problems). This conceptual framework guided the initial coding struc-
ture during data analysis as the manifestation of parentification was explored in the con-
text of HD.

Analysis

A directed concept analysis approach was used to perform a secondary qualitative
analysis of the data (Hsieh & Shannon, 2005). Directed content analysis is a deduc-
tive approach that uses an existing theory or framework as guidance for the initial cod-
ing structure to be expanded upon throughout the coding process (Hsieh & Shannon,
2005). This initial coding structure was outlined in a formative categorization matrix
(Fig. 1) informed by the conceptual framework of parentification among young carers
(Hendricks et al., 2021a). Analysis began with data immersion where transcripts were
read in their entirety by the PI and an audit trail was maintained to record phrases, ideas,
and/or key concepts that occurred while reading (Creswell & Poth, 2016). The data
was then broken down into meaning units (words, phrases, or sentences that contain
some insight) and labeled with codes referenced in the formative categorization matrix
(Bengtsson, 2016; Erlingsson & Brysiewicz, 2017).

This list of initial codes evolved as analysis continued. The resulting themes and sub-
themes were compared to the initial categories (themes) outlined in the categorization
matrix and were either nested within a pre-existing main category or a new category
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Negative Positive

Attributes . Context
[ | | Consequences | Consequences |

How does Support Internalizing Coping Skills Caregiving
parentification | system Problems Requirements
manifest in Responsibility
young carers | Relationship Quality of Life Severity of
of persons with Parent Empathy Parental Illness
with HD? School

Caregiving Other* Family

Confidence Peer Structure

Relationships

Feelings Other*

Regarding Other*

Role

| Other*

Fig. 1 Formative categorization matrix. *Other inductively emergent categories

was created (Assarroudi et al., 2018). Thus, the categorization matrix was continually
being revised and updated based on themes generated from the analysis. Lastly, the
resulting themes and subthemes were compared to the guiding conceptual framework to
determine similarities and differences (Hsieh & Shannon, 2005). It is important to note
that this analysis process allowed for the emergence of new themes and subthemes dur-
ing the coding process that were not initially reflected in the categorization matrix. Data
was analyzed using the qualitative analysis software, NVivo.

Validity and Reliability

Various strategies for ensuring reliability and validity of the study were implemented. Ade-
quate engagement of the researcher was achieved by allowing for the potential emergence
of new categories resulting from analysis of the data, even if the categories were not pre-
sent in the original guiding framework. For the purposes of this study, the researcher’s prior
experience as a young carer could have led to potential biases and assumptions, therefore,
a reflexivity statement was included to address this (See Fig. 2). Peer examination occurred
through meetings scheduled on a regular basis with a small group of impartial researchers
and clinicians with relevant expertise. During these collaborative meetings, methodology,
findings, and interpretations were examined to enhance credibility, ensure validity, and
increase reflexivity (Spall, 1998). An audit trail was also kept which provided a detailed
account of how the study was conducted and provided a running record of the researchers’
interactions with the data. The authors of this study declare no conflict of interest.

Findings

The sample (N =28) had a mean age of 16.6 (£ 2.6). The majority were female (78.6%),
caring for a mother with HD (71.4%), and had been acting as a young carer for 1-3 years
(53.6%) (Table 2). The predominantly female sample reflects the current literature
which indicates that girls in the family, are more likely, just like their adult counterparts,
to adopt a caregiving role (Becker, 2007; Boyle et al., 2023; Revenson et al., 2016).
Participants reported an average of 25.4 h per week providing care and 67.9% reported
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Fig.2 Reflexivity statement

As a child with a parent who had a

terminal illness, 1 somewhat
understand and am aware of the
roles, responsibilities, and

difficulties faced by young carers.
However, I lack understanding as to
what this experience is like in other
disease contexts, such as in HD. I
undertook this study to better
understand what this experience is
like for young carers especially
given the unique symptomology of
HD, the prolonged and worsening
trajectory, and the potential for
genetic transmission of the disease.

Table 2 Demographics and care tasks reported by young carers

Sample Demographics (N=28) N (%) Care Tasks Completed in Last Month N (%)
Caregiver age (years) Clean other rooms in house 26 (92.9)
12-14 7(24.9) Keep parent company 26 (92.9)
15-17 11 (39.3) Do dishes 25 (89.2)
18-20 10 (35.7) Help parent walk/get around 23 (82.2)
Mean age 16.6(x2.62) Cook meals 21 (75)
Gender Laundry 21 (75)
Female 22 (78.6) Grocery shopping 20 (71.5)
Male 6(21.4) Help parent write 16 (57.2)
Help parent with appearance 14 (50)
Parent with Huntington’s Help parent eat 13 (46.4)
Mother 20 (71.4) Work part time 12 (42.9)
Father 8 (28.6) Drive parent places 12 (42.9)
Make phone calls for parent 12 (42.9)
Duration of caregiving Talk to Dr for parents/go to appointments 10 (35.7)
1-3 years 15 (53.6) Help parent undress 10 (35.7)
4-6 years 8 (28.6) Decorate rooms 9(32.1)
7-10 years 5(17.8) Help parent with medication 7 (25)
Who else cares for parent? Watching siblings with another adult around 5 (17.8)
No one 9(32.1) Take siblings to school 4(14.3)
Other parent 14 (50) Help parent toilet 4(14.3)
Sibling 4(14.3) Clean up accidents (incontinence) 4(14.3)
Grandparent 1(3.6) Pay bills 3(10.7)
Receive care education Help parent bathe 3(10.7)
No 20 (71.4) Brush teeth 3(10.7)
Yes 8 (28.6)
Hours per week caring M=254
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that they were not the only person providing care to their parent with HD. The most
frequently reported care tasks were keeping the parent company (92.9%), helping parent
walk/get around (82.2%), cooking (75%), and grocery shopping (71.5%) (Table 2). More
than half of the participants (71.4%) reported that they received no education or instruc-
tion related to their role.

Themes

The qualitative analysis resulted in three main themes, each with four subthemes. The
themes included (1) being a young carer, (2) living with a new normal, and (3) facing
HD as a young carer (See Fig. 3). Pseudonyms are used for reporting of the data, but
reported ages are accurate. Table 3 provides a visualization of variability of subthemes
among participants and the total number of codes for each.

Theme 1: Being A Young Carer

This theme dealt with the thoughts and feelings that a child had about taking on the role
of young carer due to their parent’s diagnosis with HD. There were four subthemes: a)
perceptions of caregiving, b) learning to be a caregiver, c) the burden of caregiving, and
d) coping.

Perceptions of : Stigma and
—> s e —»| School and Friends —>| b
Leaming tobe a Feeling Unheard or Parent/Child
—> > —>
Caregiver Alone Relationship
- Burden of L . Importance of L ) Acknowledging
Caregiving Support System End of Life
—> Coping —»| Personal Growth —> Genetic Risk

Fig.3 Map of qualitative themes and related subthemes
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Table 3 Coding overview

Subthemes Number of partici- Number of
pants references

Perceptions of caregiving 12 24
Learning to be a caregiver 17 21

The burden of caregiving 13 19
Coping with the role 5 6

School and peer relationships 16 32
Feeling unheard and alone 9 12
Importance of social support 16 33
Personal growth 8 20
Stigma and isolation 11 18
Parent—child relationships 11 18
Acknowledging end of life 14 19
Genetic risk 7 8

Bold values subthemes fall under Theme 1: Being a Young Carer,
Italic values subthemes fall under Theme 2: Living with a New Nor-
mal, and Roman values subthemes fall under Theme 3: Facing HD as
a Young Carer

Perceptions of Caregiving

All participants acknowledged that adopting the young carer role was a necessity due
to their parents HD diagnosis, but they differed in their perceptions regarding taking on
the role. Twelve of the 28 participants discussed this at length. For many they saw the
caregiving role as something that was just a part of their life, while others had overtly
positive or negative feelings regarding the role. Most viewed the role of young carer as
a normal part of their life, and for many it had been a part of their life for a number of
years. When asked how he felt about taking care of his parent, Matthew (age 19) said:
“I just try not to make it a huge part of my life.” and “I feel like in every family there’s
always something, you know, that’s not normal or, or just wrong... and Huntington’s
disease is ours.” Alicia (age 20) discussed a similar attitude regarding the role saying:
“I don’t really think about it...I just, I do it.” Others, like Samantha (age 20), viewed
taking on the caregiving role as something positive. She said that she started out doing
things just to make things easier for her mom, but she does not think of it as a chore or
a “bad thing.” Instead, she said, “I’m not upset that I have to do it because I just feel
like, you know, I was a baby, she took care of me. She did everything for me, so it’s
Jjust like giving back what she did for me.” Sarah (age 13) similarly said that “[she] is
happy to do it” because she felt that what she is going through “seems kind of trivial
compared to what [her mother] is going through.” Not all participants viewed taking on
the caregiving role this way. For some, taking on the role proved to be a difficult experi-
ence. Michael (age 17) shed light on the genetic component of HD when he said that
sometimes when he helps his mom, he asks “Why am I fueling what gave the disease to
me?”.
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Learning to Be a Caregiver

Of the 28 youth interviewed, 17 specifically discussed the experience of learning to be a
caregiver. Though 8 (28.6%) of the 28 participants in this study indicated that they had
someone explain to them how to do a specific task(s), none of the participants indicated
that they had every task explained to them. For these unexplained tasks regarding HD
or the caregiving role, they had to learn on their own. Many stated that their caregiving
knowledge came from observation. Erin (age 12), when asked how she knew what to do,
said: “watching I guess.” Similarly, Katie (age 14) said “[she] just learned.” Some of
the youth, used their past experiences to guide them on what to do. Alicia (age 20) said
that she knew what to do from “past experiences helping, just normal things around the
house, and stuff like that.” Alternatively, they learned to be a caregiver through common
sense or intuition. Jennifer (age 16) drew parallels between caring for herself and car-
ing for her mom saying, “helping my mom take showers...it’s just like bathing myself.”
Sarah (age 13) said that she did not know where she learned about what to do. She said:
“I just do. I don’t know. Most of it seems like kind of common sense.” For some, they
were able to sense what needed to be done. Ellie (age 17) learned this way, saying, “I
guess just picking up on little things she needed help with. Noticing.” Jacob (age 15)
also felt this way. He said: “it just seemed like that’s what you should do.” Some, like
Madeline (age 20) felt that it “just came naturally,” while Hallie (age 17) said “you just
know. You know what’s good for people.”

The Burden of Caregiving

Thirteen youth reported that the caregiving role placed a burden on them. This burden
referred to the all-encompassing challenges felt by the participants related to their new role
of being a young carer. For some, simply being around their parent with HD was too much
and they felt like they had to escape home in order to get away. For example, Abigail (age
20), said that “the only time [she] could escape was when [she] had to go to school.” Isa-
belle (age 20) said similarly that she “just didn’t wanna go home, but there was nowhere
else [she] could go.” Mark (age 17) elaborated on this feeling of wanting to get away, say-
ing he “really shouldn’t feel that way because it’s not her fault... It’s just a hard situation
to deal with.” Susan (age 15) also expressed this difficulty saying that it “definitely gets
hard sometimes.” Pairing the negative with the positive, Maria (age 16) stated that while
it made her feel good to help, it also took “a big, big toll.” Ellie (age 17) also spoke to this
idea saying that “as much as [she] loves her mom and loves being able to help her, some
days it’s a little much.” Ellie (age 17) summarized these feelings when she said, “it’s a lot
harder than what people see.”

Coping with the Role

Coping with the role is also something that was discussed by several of the youth. While
many simply said that they did or did not participate in some form of coping, there were
others who elaborated on what worked best for them. Some, like Mark (age 17), felt that
they “always had to deal with it.” Regardless, he said that “even just getting out sometimes
helps a lot because you don’t always have to be in the midst of HD.” Maria (age 16) also
mentioned that she liked to cope by “going outside a lot” just to be away from her mom
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with her friends. For Ellie (age 17) her main source of coping was singing or journaling; in
addition, she said that she has “people that’ll listen to [her] vent about anything.” In con-
trast, Michael (age 17) felt that he always “dealt with it on his own.”

Theme 2: Living with A New Normal

The second theme, dealing with it, related to the situations that youth have to face after
taking on a caregiving role. This included the four subthemes of (a) school and peer rela-
tionships, (b) feeling unheard and alone, (c) the importance of a support system, and d)
personal growth.

School and Peer Relationships

Sixteen of the participants discussed how HD and their caregiving role impacted their rela-
tionships with their friends and school. For many they had difficulties doing their home-
work at home because of their responsibilities or the behavior of their parent with HD.
Abigail (age 20) said “I'd be trying to do my homework and I'd have to go in my room and
shut the door or go in the basement.” Sometimes, she said she would just “stay at school
in the library” because she would not be able to get her work done at home. Isabelle (age
20) similarly said that she “couldn’t get any of [her] homework done” because her father
always wanted help with what he was doing. For some, school was a place where they
could go to escape the difficulty of their role. This idea was expressed by Isabelle (age
20) who said that at school, “where there’s just kids like you and its normal. You can be
normal.”

Aside from the difficulties related to completing schoolwork, many youth also experi-
enced difficulties making and maintaining friendships with their peers. Hannah (age 20)
said that “it was lonely and alienating in grade school and high school” because she could
“never, ever go to anything.” Katie (age 14) similarly said that it kept her “from doing
other stuff and stuff that [she] wants to do.” Jennifer (age 16) explicitly stated that she did
not want to help her mom as much as she did because she was a kid and she just wanted “to
go have friends and play outside.” She elaborated on this feeling saying: “I kinda missed
out on all the kid things that you normally go through as you're growing up. I was more of,
like, one of the adults at the age of what, like, thirteen?”.

Feeling Unheard and Alone

A third of the youth discussed the fact that they felt alone, unheard, and misunderstood by
their peers, teachers, and family. For many, their friends were unable to relate to their situa-
tion of being a caregiver of a parent with HD. Abigail (age 20) said that none of her friends
had anything like that going on in their life so she “felt like [she] was an outcast.” Jennifer
(age 16) elaborated on this by discussing her belief that they “can’t really fully understand
‘cause they’ve never really been through it.” She said that even when “you’re getting your
feelings out to a friend, deep down you know that they, they’re really not gonna feel the
way you feel and understand it ‘cause they’ve never been through it.” For Susan (age 15)
she also felt that the teachers never understood what was going on, saying, “feachers don’t
know about it and that’s hard just like it is with friends. Because, like, sometimes we expect
adults to know more than the kids do and they don’t.” In response to their feelings of being
unheard, alone, and misunderstood, many discussed the desire to have a supportive friend
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who understood what they were going through. Susan (age 15) said “I kind of need a friend
who supports me more with it because a lot of my best friends just don’t get it and that’s
hard.” Alicia (age 20) said she just “needs someone to talk to.” More broadly speaking they
also discussed the fact that family and outsiders did not understand the impact that being
a young carer had on them. Isabelle (age 20) elaborated by saying that her family asked
about how her mom is doing, but no one asked how she was doing. She said: “What about
me?... I'm dealing with it too.” Many simply wanted recognition and acknowledgement.
Carmen (age 17) said, “just recognize that I do it,” while Isabelle (age 20) got to the root of
the problem saying, “It’s tough... nobody kind of really ever acknowledges that teenagers
are involved or kids.”

Importance of Social Support

Besides finding awareness and understanding for their role, participants also discussed
the type of social support they had and/or the difficulties in getting social support. Six-
teen of the youth discussed social support during the interview. For Abigail (age 20), she
said she asked people for advice but felt like “they didn’t really want to get involved.” She
lamented that people always say they want to help, but it was difficult to accept the help
because “[they] don’t really know how they could help.” Mark (age 17) recalled that he
had “a pretty good support system,” but luckily did not have to use it all that often. Michael
(age 17) said that despite having friends that were pretty understanding, they were “kind
of blankly supportive” because “they can’t really understand’ and they “don’t completely
comprehend everything that is involved.” For some, they had specific people that they
relied on. Jennifer (age 16) recalled a friend who, “didn’t really understand, but [she] took
the time to try to understand.” Wendy (age 15) discussed the fact that her mom tried to
make her life “as normal as it can be.” Sadly, for some, they lacked a good support system
or simply did not know how to ask for what they needed. This was expressed by David (age
13) who said, “I could have asked [for help], but no one seemed to care.”

Personal Growth

A third of the participants reported experiencing some sort of personal growth as a result
of their caregiving experience, whether through an increase in maturity, responsibility, self-
confidence, or fortitude. Brenda (age 18) said it “made [her] a lot more mature” because
she “pretty much raised [herself]” since the eighth grade. She said: “I'm strong enough I
guess to, like, take care of her and also, like, grow from it.” Jennifer (age 16) felt like what
happened to her “made [her] stronger” and that she could “do more things” and “had more
confidence.” Mark (age 17) believed he “matured at a super early age because of Hunting-
ton’s disease” so he has already learned to “cope and deal with this kind of stuff and other
people haven’t” and Jennifer (age 16) said it “made [her] more responsible” because she
“became more of an adult at a younger age” and “had to be responsible and stuff.” She
therefore said she had “grown up faster than the normal person.” Others more broadly
discussed their personal growth. Isabelle (age 20) said that her experience as a young carer
“molded [her] into the person [she] is today” and Alicia (age 20) said it “inspired [her] to
keep going no matter what life throws at you.” She said: “you keep going, and you take it,
and you use it, and you go on.” Halle (age 17) believed that there was always something to
be positive about, saying: “it’s hard, but there’s always something to smile about.” Some
of the youth also discussed the experience in a reflective capacity, looking back on who
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they used to be. Michael (age 17) said that when he was a young child, he “always thought
his life would be better off had [his] mom not had Huntington’s disease, so [he] could have
been a normal kid,” but “without that experience...[he] definitely wouldn’t be the person
that [he is] today.” Holly (age 16) offered a similar sentiment saying that “it definitely
makes you grow up.”

Theme 3: Facing HD as a Young Carer

The third theme dealt with the specifics of being a young carer to a person with HD. The
subthemes were a) the stigma and isolation surrounding HD, b) the difficulty in dealing
with the prognosis and progression of HD, and c) facing the risk of inheriting HD.

Stigma and Isolation

Eleven participants in the study discussed embarrassing situations or feelings of awkward-
ness related to their parent having HD. Isabelle (age 20) recalled the time that a neighbor
saw her father “get the mail in his underwear” and that she was “never allowed to play
[with the neighbor’s child] again.” Jennifer (age 16) recalled the time that they went out to
eat and everyone “was laughing at [her mom] and it made [her] really mad.” For some,
they learned to cope with the embarrassment and are now less worried about it. Mark (age
17) said that when he was younger “it was kind of embarrassing” but now most of his
friends know about it and “they’re not judgmental or anything.” Many, like Sarah (age 13)
stated the fact that they just wanted to be treated normally. She said that when it comes
to her mom “don’t treat her like an alien... just act like she’s a normal person.” Alicia
(age 20) similarly said “Were just a normal family. There’s nothing different about us than
the family next-door; we just have different issues to deal with.” Some of the youth also
expressed the desire for people to better understand what was going on for them. Abigail
(age 20) said that “no one knows exactly what to do with Huntington’s disease ‘cause it’s
so different for everybody” and Wendy (age 15) simply requested that people “just try to
understand how it is with Huntington’s.”

Parent-Child Relationships

Eleven of the 28 interviewed youth discussed their relationship with their parents. For
some, they never got to have a relationship with their parents before they became sympto-
matic and for others the relationship changed dramatically after diagnosis. Many discussed
the fact that they treated their parent more like a child than an adult. Isabelle (age 20)
said that her family treated her father “like a little brother” because “he’s like a child.”
Maria (age 20) also said that talking to her mother was “like talking to a seven-year-old
sometimes.” Alicia (age 20) offered a unique perspective saying that while she “treats [her
father] more like a child now”, their relationship has gotten closer since diagnosis because
“he has a lot more fun with them.... he just kind of really just gets to be himself.” For
many they felt that they never got to have a relationship with their parent because of HD
and wish that they could have. Abigail (age 20) said that her and her dad never really talk
and that “he [isn’t], like a father figure” Mark (age 17) said: “I can’t remember my mom
before Huntington’s disease at all,” and Mathew (age 19) similarly said: “I can only kind
of remember her beforehand.” Caitlin (age 18) discussed the difficulty with this lack of
relationship when she said: “It’s just been hard for me because I never really had that
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emotional bond or connection towards her.” She said that “if I would have had a relation-
ship with her to bond it would be easier to take care of her.” Wendy (age 16) similarly
discussed difficulties with not having a relationship with her mom when she said that her
mom “doesn’t understand [her]” likely because she never got to know her and her siblings
before she became symptomatic.

Acknowledging End of Life

The fact that HD is incurable and has a long prognosis with increasingly worsening symp-
toms is something that was discussed in different ways by 14 participants in the study. For
some, like Erin (age 12) they “don’t always like to talk about that ‘cause sometimes [they]
Jjust don’t like to think about it.” Samantha (age 20) tried not to “picture [her mom] getting
super sick and terrible” because she “[doesn’t] like picturing it” and she does not “really
like to think about it”. Alicia (20) said that she just “doesn’t like focusing on [her dad’s
disease progression].” In addition to the progression of the illness, many also discussed
the future death of their parent due to HD. For some, like Jennifer (age 16), they expressed
understanding the fact that their parent would die, even though they felt upset about the
outcome. She reported that she knows everybody is going to die but said: “my mom is
gonna die more than likely way before the average person... knowing that each day she’s,
like, getting worse and worse...it just...It makes me upset.” Susan (age 15) felt similarly
and said: “It’s hard knowing that I'm almost powerless and that I can’t do much to help her
because there is no cure...she’s still going to die.” Others discussed the situation in a way
that framed their parent’s death as something that just goes with dealing with HD, even
though they are sad about it. Mark (age 17) said “[he’s] pretty much come to accept it.”
He recalled that “it was emotional but not overwhelming” and that it was just “part of the
whole thing of accepting Huntington’s disease.” Matthew (age 19) similarly said that even
though “sometimes it can be depressing... you can’t avoid it so it’s not something to worry
about.” He said: “I realize my mom’s probably going to die I don’t know, within a couple
years,” but “that’s what Huntington’s does.”

Genetic Risk

While also struggling with the progression and prognosis of their parents’ diagnoses, they
also worried about their own genetic risk and whether they wanted to be tested. Some are
always worrying about HD like Abigail (age 20) who said: “I worry about, like, you know,
having kids and, like, my job — like, how far can I get before something happens.” She
discussed the fact that despite “always worrying about having Huntington’s” she still felt
apprehensive about being tested because “it’s too much to think about right now.” For Isa-
belle (age 20) she wants to get tested “so [she] can plan [her] life out,” but shared that that
was not always her feeling regarding testing. She said that thinking about it used to make
her “really depressed,” but now she says “I wanna know how much time I have left.” Mark
(age 17) said he planned to get tested after high school, but now he is “not so sure” after
finding out his brother tested positive, but “[he] still wants to know.” Matthew (age 19)
similarly said he wants to get tested because it would “let [him] know how [he’s] gonna
plan [his] future.” He said that if he gets tested and has Huntington’s it “will just let [him]
know that [he] has to live [his] life out to the fullest before then.” Jennifer (age 16) simply
stated: “Sometimes I think about what it’s gonna be like if I have it. And how my life is
gonna change.”

@ Springer



864 Child & Youth Care Forum (2024) 53:849-870

Discussion

Multiple components of the guiding framework of parentification among young carers
were reflected in this study in addition to new components specific to HD that emerged
from the data. As the original framework relates to parentification among young carers in
a broad sense and is not disease specific, this study provides a clearer picture of the unique
manifestation of parentification among young carers in the context of HD and shows how
the original framework can be expanded upon for different disease contexts.

Components Reflected in Guiding Framework

The components of the guiding framework of parentification among young carers (Hen-
dricks et al., 2021a) that were discussed among participants in this study included confi-
dence in performing care tasks, the effect on school and peer relationships, importance of a
good support system, coping, and positive outcomes of the role. Most of the youth reported
having little to no education regarding their caregiving role and the majority said that they
learned from observation or intuition. Kavanaugh et al. (2019) discussed similar findings
in their study which showed that many young carers did not receive specific training, but
instead relied on the care recipient for guidance and learned through watching and observ-
ing, common sense, or trial and error. The participants in this study also reported a desire
to better understand HD in order to help care for it. In 2015, Kavanaugh and colleagues
similarly found that youth wanted more information and advice about HD (Kavanaugh
et al., 2015).

With regards to coping, similar to the feelings related to taking on the caregiving role,
many felt that it was just something they had to deal with and did not discuss specific cop-
ing mechanisms or difficulties with coping. While there were some who discussed specific
coping methods, the majority felt that it was just something that they had to get through.
This may be indicative of avoidance or a felt obligation to take on the role. McDougall
et al. (2018) discussed a similar finding saying they found young carers managed the role
primarily with solitude. This may also be tied to caregiving burden. While caregiving bur-
den was not something that was presented in the original framework for parentification
among young carers, it is likely a component that should be considered in the future as it
was very prevalent among the youth interviewed. McMahon and Luther (2007) found that
child caretaking burden was positively correlated with psychological distress among young
carers and Williams et al. (2009) similarly found that caregiving caused a burden for young
carers in the form of emotional distress, social restrictions, and financial concerns. In the
present study the burden of caring was also discussed by participants related to emotional
distress and social restrictions. This may be due to their feelings related to just “getting
through” the experience and potential avoidance or felt obligation.

The impact of the young carer role was discussed at length by the participants. With
regards to school and friends, many discussed the idea that they were unable to complete
their schoolwork at home because of the behavior of their parent with HD or their caregiv-
ing responsibilities. This finding was something similarly discussed by Kavanaugh et al.
(2014) who found that there was a relationship between the parent with HD being difficult
to get along with and school problems. Assaf et al. (2016) likewise found that caregiving
youth made personal and academic sacrifices to act as caregivers. Participants in this study
also discussed the impact of caregiving on their relationships with friends. They felt that
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they were unable to bring their friends to their home or were unable to go out with their
friends due to their parent having HD. They felt a disconnect with their friends, because
they were unable to fully understand their unique situation. These feelings of loneliness
and being unheard were also reported in other studies. McDougall et al. (2018) found that
young carers felt lost in the system and Kavanaugh et al. (2015) reported that youth said
they needed friends who understood their caregiving situation.

Some participants felt they had a good support system even though the people in their
support system did not know how to help or the family was unsure of asking for the help
they needed. There were participants, however, that felt that they did not have a good sup-
port system or that the support being provided to them was not effective. The importance
of a good support system for young carers was discussed by Keenan et al. (2007) who
found that a good support system and strong relationships were protective against nega-
tive outcomes. Participants in this study reported that they wished people would acknowl-
edge them and their role. Kavanaugh et al. (2015) similarly found that youth needed to be
asked how they are doing, not just about how their parent is doing, while Rothing et al.
(2014) found that youth felt their own needs were put aside for their parent’s. This idea
is summed up by Van Parys et al. (2013) who reported that the participants in their study
simply longed for recognition and permission regarding their role. Participants in this study
also discussed the positive side of taking on the role of young carer in their discussions of
personal growth. For many, they felt that they had experienced increased maturity and self-
confidence related to the caregiving role and that their experience in the role did ultimately
have a positive impact on their life. This idea of personal growth and positive experiences
is also reflected in the study by McDougall et al. (2018) who found that some carers expe-
rienced positives from their role and by Hooper et al. (2008) and Keigher et al. (2005)
who both found that parentification among young carers is not always a purely negative
experience.

Emergent Components

With regards to the young carer experience as it relates specifically to HD, some themes
and subthemes arose from the data that were not reflected in the original framework includ-
ing stigma and isolation surrounding the illness, parent—child relationship changes, end of
life, and genetic risk. These emergent components would be beneficial to include in future
iterations of the framework as they are reflected in the experience of young carers in the
context of HD, but may also be evident in other disease processes.

The first pertains to the idea of stigma and isolation related to HD. Multiple youth dis-
cussed experiences of embarrassment when they were out in public with their parent that
resulted in other people laughing or looking with disdain upon their parent. They discuss
their desire to have people treat them as a normal family. Kavanaugh and colleagues (2015)
also found this desire among young carers of a parent with HD.

Another component of being a caregiver of a person with HD is the fact that the par-
ent—child relationship changes as a result of the illness or is in fact something that has
never formed because of the parent’s diagnosis occurring so early in the child’s life. For
many, they discuss the fact that they never really knew their parents before HD and their
parent likewise never got to know them. As a result, they felt they did not have a strong
relationship with their parent, and many wished that they had the opportunity. The impor-
tance of the relationship these children are lacking was highlighted by Bauman et al. (2006)
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who reported that an important predictor of child mental health was a strong parent—child
relationship.

Discussions regarding disease progression and end of life were found to be especially
pertinent to the experience of being a young carer to a parent with HD. These youth dis-
cussed that it was hard to watch their parent deteriorate due to the illness, but many also
expressed, that despite their realization that their parent would die and that even though it
is hard, it was something that they understood and acknowledged. Kavanaugh et al. (2016)
discussed a lack of knowledge surrounding end of life in young carers of a parent with HD.
While participants in this study stated that they understood that their parent was going to
die, further discussions/education surrounding end of life may have been beneficial.

Lastly, a large component of caring for a person with HD that was discussed by par-
ticipants is the potential genetic risk. The difficulty in caring for someone with the same
illness that you are potentially at risk for and the need to plan for the future was reported
frequently by participants. Many wanted to know whether or not they were positive for HD
so that they could plan out their future with regards to loved ones, school, and careers. But
many also discussed feeling apprehensive about being tested. Similar results were found by
Williams et al. (2009) and Keenan et al. (2007) who reported that young carers were wor-
ried about getting HD. Dondanville et al. (2019) also found the genetic risk compounded
the emotional distress felt by young carers.

Implications

This study provides foundational knowledge to inform practitioners (clinicians, research-
ers, social worker, educators) of the challenges facing children in families affected by
HD, which can help guide their decision making when interacting with this population.
Knowing how challenging caregiving can be in the context of HD, especially for youth,
and knowing the specifics of that caregiving experience, can enable practitioners to ensure
that families are receiving adequate support when available. It is important for practitioners
working with people diagnosed with HD to inquire about the children and family at home
and take steps to promote their well-being. Furthermore, children should be included in
the conversation, not just the patient. This whole family approach allows practitioners can
engage with children and provide them with available support to meet their specific needs.

However, there is a lack of targeted interventions for young carers, especially in spe-
cific disease contexts such as HD. Compared to other developed countries’ awareness and
support for young carers, the United States is behind, as there is little public awareness,
a limited research base, no specific legal rights, and few dedicated services or interven-
tions (Leu & Becker, 2017). Young carers in the United States remain an understudied and
under resourced population, both in policy and research. Compared to the research being
done for adult caregivers, there is very little being done for the population under age 18
(Hendricks et al., 2021b; Kavanaugh et al., 2016). This is true not only for HD, but for all
families who are dealing with serious illness and have a child who may potentially be tak-
ing on a caregiving role. In the future this may be even more important as there will likely
be more of a need for children to adopt the role of young carer due to a declining caregiver
support ratio (Reinhard et al., 2015). It is important for healthcare providers, researchers,
and educators to acknowledge that young carers do exist and make a point to include them
in future research, policy, and support services. They must also engage with HD clinics
and organizations to ensure these targeted services and programs are being developed with
implementation in mind.
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Lastly, this work provides a foundation from which future research can be built upon.
The guiding framework of parentification among young carers can be expanded upon to
reflect caregiving in different disease contexts. Findings from this research indicated that
there are some framework components that could be added to the existing framework that
also reflect the experience of caregiving of young carers outside of HD. Future research is
needed which focuses on young carers in different disease contexts, the long-term impact
of the role through longitudinal work, more diverse studies to explore the impact of culture
and SES on the role, and work to develop targeted interventions for young carers.

Limitations

Limitations of the present study primarily deal with the fact that secondary data was uti-
lized. Because the data was collected at an earlier timepoint, it is possible that the findings
of the current study do not reflect of the context surrounding participants in the present day
(Ruggiano & Perry, 2019). Perhaps the greatest limitation of secondary data analysis is
that because the data was previously collected, questions pertaining specifically to paren-
tification were not asked of participants, so the exploration of this concept in the analysis
is done through questions addressing similar topics. While attempts were made to include
a diverse sample reflecting all races and ethnicities, only one participant identified as other
than white, thus limiting our understanding of the potential differences by race or ethnic-
ity. While HD predominately affects people of European descent, it can affect people of all
races/ and ethnicities; therefore, including a more diverse sample and exploring differences
based on these factors is an important focus for future research of young carers who care
for a parent with HD.

Conclusion

A HD diagnosis affects not only the individual diagnosed, but the entire family. In families
with children, they may need to take on the role of young carer and aid in providing care
for their ill parent. This role can conflict with other family, home, work, and school related
responsibilities and can result in potential consequences such as parentification. Using
directed content analysis to explore the manifestation of parentification among young car-
ers of a parent with HD, we found that many of the components reflected in the original
guiding framework were also reflected in this HD-specific sample. However, HD specific
themes and subthemes also emerged from the analysis and presented new categories that
were not reflected in this original framework. Therefore, these new components of the
young carer experience should also be considered when addressing young carers of per-
sons with HD. The findings of this study are supported by similar findings from previously
conducted studies exploring young carer experiences and outcomes. In providing further
knowledge related to the experience of young carers and the manifestation of parentifica-
tion in the context of HD, the intention is that this study will inform future studies that will
increase research, policy, and support for these unacknowledged and underserved children.
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