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Abstract
Genetic diseases are a family matter, requiring adjustment and management from the family system, particularly when the
diagnosis is recent. Literature has evidenced the importance of the role of older relatives in families dealing with some genetic
diseases; however, knowledge is scarce regarding rare incurable genetic disorders, such as Huntington disease. Therefore, this
exploratory qualitative study aims at describing how adjustment to Huntington disease occurs, from a family perspective,
considering the roles performed by older generations, in the Portuguese context. It adopts the critical incidents technique,
administered based on semi-structured interviews, and comprises 10 participants, aged 28 to 72 years (8 females), from seven
families. Participants reported 130 critical incidents. The interviews were audiotaped, transcribed, and submitted to thematic
analysis. Findings portray participants and their families as “beginners” in understanding and incorporating Huntington disease in
their lives, due to recent diagnosis. In addition, data suggest that older relatives play two relevant roles in the creation of family
narratives: (1) “shaping awareness about HD” (68 critical incidents) and (2) “influencing HD management” (62 critical inci-
dents). Genetic counseling and family-centered interventions aimed at supporting families with a history of hereditary genetic
diseases, should consider a narrative approach involving older relatives, since they have a great influence in sustaining family
stories.
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Introduction

Illnesses may be considered a family matter, what gains a
definite meaning with hereditary diseases. In fact, genetic
information differs from other medical information because
of its familial character. The diagnosis of a genetic disease or
a pre-symptomatic test result may mean that relatives (in-
cluding future offspring) are at-risk of developing the same

disease. It may also mean that the disease existed in the
family beforehand, although sometimes undiagnosed.
Family adjustment to genetic diseases encompasses a
transgenerational process of integrating the illness experi-
ence with genetic knowledge, which influences how the
new information will be lived by the family (McDaniel
2005; Rolland and Williams 2005; Street and Soldan 1998;
Werner-Lin and Gardner 2009).
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Huntington disease (HD) is a rare incurable, autosomal-
dominant neurological disease (Bates et al. 2015). It is ulti-
mately fatal and combines progressive motor (most typically
involuntarymovements), cognitive impairment, and behavior-
al changes (e.g., apathy and blunted affect) (Bates et al. 2015).
Onset occurs usually in mid-life (average age at onset of about
41 years), although juvenile, infantile, and later onset cases
exist (Hayden 1981; Myers et al. 1985). Without effective
treatment or prevention, current management consists of mul-
tidisciplinary interventions to alleviate some symptoms
(Ghosh and Tabrizi 2018). Pre-symptomatic testing (PST) is
available for at-risk individuals from families with known
history of HD. In Portugal, a national PST program was de-
signed in 1996 to offer genetic counseling and psychosocial
support in late-onset neurological diseases (Sequeiros 1996).
The PST program is offered through the medical genetic ser-
vices (Paneque et al. 2015). The profile of Portuguese
consultands undertaking PST is similar to those reported in
other international programs (Paneque et al. 2019). National
psychosocial studies have documented individuals’ represen-
tations of HD (Leite et al. 2016) and the psychological impact
of PST (Lêdo et al. 2018). A recent study using a family-
systems perspective showed how an HD diagnosis opened
up a process of “making sense” about the disease in the fam-
ily, contributing to improved awareness and activating a
transgenerational process to understand it (Oliveira et al.
2020).

Although the molecular diagnosis and PST have been
available for more than two decades, the diagnosis of HD is
frequently delayed (Halpin 2011; Oliveira et al. 2020; Pascu
et al. 2015). The process of obtaining a diagnosis is described
as a long and often painful journey, due to low awareness
about HD (from families and healthcare providers), often
punctuated by a series of inadequate diagnoses (Halpin
2011; Oliveira et al. 2020; Pascu et al. 2015). Even if the
diagnosis is not new, styles of communication about HDwith-
in the family vary and may evolve over family members’ life-
cycle (Brouwer-Dudokdewit et al. 2002).While some families
may communicate openly, there are others for whom this
proves difficult (Klitzman et al. 2007; Mendes et al. 2018;
Etchegary 2006; Forrest et al. 2003). Studies have reported
that HD was kept as a secret from some younger relatives,
while others found out about it unexpectedly (Etchegary
2006; Sobel and Cowan 2000a; Forrest et al. 2003, 2009).

Families often reorganize their patterns of communication
and roles after genetic testing (Sobel and Cowan 2000b). This
experience may be most intense for support persons, often
extending to their caregiving role (Williams et al. 2000).
Different relatives may take up different roles, such as “the
messenger of the news” or “the first utilizer” (Brouwer-
Dudokdewit et al. 2002).

The role of older generations in families with genetic con-
ditions has been studied mostly in hereditary cancers (Ashida

et al. 2011; Koehly et al. 2009), familial amyloid
polyneuropathy (Oliveira et al. 2017a, b), cardiovascular dis-
ease, and diabetes (Ashida et al. 2010). They are described as
performing roles of “health leaders” (Pantaleao et al. 2019),
who provide information, support, and encourage younger
relatives’ engagement in strategies for health promotion and
surveillance behaviors (Ashida et al. 2011; Ashida and
Schafer 2015; Ashida et al. 2010; Koehly et al. 2009;
Oliveira et al. 2017a, b). Older family members play an im-
portant role in family’s health management, since they act as
“keepers of the family medical history,” for their privileged
access to health information and kinship (Koehly et al. 2009;
Mendes 2012).

Roles of older family members may also include withhold-
ing and controlling information, mainly through secrecy,
about the family disease and non-disclosure of testing results
(Delliaux et al. 2008; Forrest et al. 2009; Holt 2006; Oliveira
et al. 2017a; Sobel and Cowan 2000a). Other studies reported
that some older relatives may discourage younger members to
undertake PST (Oliveira et al. 2017a; Klitzman et al. 2007).

Literature is scarce, however, regarding older members’
roles in families affected by incurable, highly incapacitating,
late-onset genetic diseases, such as HD, particularly when the
diagnosis is recent in the family. Therefore, this exploratory
qualitative study aims at describing how adjustment to HD
occurs, from a family perspective, considering the roles per-
formed by older generations, in the Portuguese context.

Methods

This paper draws on empirical data from a qualitative study
exploring inter- and intra-generational management of genetic
diseases, within Portuguese families, including HD (Oliveira
et al., 2020; Oliveira et al. 2017a, b). It describes the roles
performed by older family members in relation to the process
of adjustment to the family disease. Data were collected using
the critical incidents technique (CIT), which allows for gath-
ering meaningful events from the participants (key informants
who experienced critical incidents) (Flanagan 1954;
Kemppainen 2000). An incident is an observable major hu-
man activity that typically includes a detailed description of a
situation, key players, and outcomes. This technique has been
used in health contexts (Sousa et al. 2011; Sousa and Ribeiro
2013) and family studies (Sousa et al. 2010).

Procedure

This study was presented to the national HD patients’ associ-
ation who then circulated it among its members. Eligible par-
ticipants included members from HD families, 18 years or
over, and able to consent. Those interested contacted the main
researcher (CRO), by telephone or email, who explained the
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study in detail and required collaboration. After agreement,
informed consent was obtained and interviews were sched-
uled according to participants’ convenience (including how
those would be conducted, i.e., in person, via telephone, or
video call). This process was complemented by snowball sam-
pling (Silverman 2000). Data collection occurred between
August and November 2018. Institutional ethical approval
was obtained (UICISA: E-Ref. AD P595-5/2019).

Instrument

Semi-structured interviews were conducted with 10 partici-
pants via telephone (8), Skype (1), or in person (1). Average
duration was 41.5 min [20–67]. During the interviews, partic-
ipants were invited to recall situations (CI) involving an older
family member that were significant and meaningful, and that
had influenced how the family adjusted, managed, and lived
with the HD. Participants were asked to think about events
they remembered clearly and to describe them in detail (e.g.,
what impressed them most, who participated, who did what,
how did it end). The following data was then collected from
participants and from older and younger protagonists: social
and demographic (age, gender, and education), disease status
(affected, at risk, non-carrier, pre-symptomatic carrier, non-
biological family member), and kinship. Participants reported
130 CI (range 3–27).

Participants

The study included 10 participants (narrators), from seven
families. Eight were females aged 28 to 60 years (mean age
40), and two were male aged 67 and 72. Two participants had
5–9, three had 10–12 years of schooling, and five had a uni-
versity degree. Two were non-carriers, two were pre-symp-
tomatic-carriers, and six were non-biological family members
(spouse, in-law, or aunt/uncle).

Data analysis

Interviews were audiotaped, transcribed, and submitted to the-
matic analysis. Our analysis was informed by the family sys-
tems theory (Galvin and Young 2010; McDaniel et al. 2006),
which describes the family as an interactive social system,
influenced by the ongoing development of family members
and their evolving relationships with each other. We drew
particular attention to the interdependency of family mem-
bers’ roles in how they interpret and manage interactions
about HD (Rolland and Williams 2005). Data analysis
consisted of a process of successive refinement, involving
two independent judges/authors (LS + CRO) and, when need-
ed, a third one (AM), and was centered on roles played by
older relatives towards younger ones. The process was as fol-
lows: (i) LS and CRO read all the CI, in order to remove non-

related material (one incident was eliminated); (ii) afterwards,
they independently created a system of categories and subcat-
egories; (iii) then, they met and discussed these systems, and
doubts arising were discussed with AM; (iv) the process was
repeated until an agreement was reached; and lastly, (v) all CI
were classified into the categorization system.

Results

Older family members involved in CI are mainly a parent,
grandparent, or uncle/aunt. Participants reported 130 CI
(Table 1) and tended to be the younger (83) or older protago-
nist (36), or an independent witness (11 CI). Data analysis
showed two main roles (categories) (Table 1): “shaping
awareness about HD” and “influencing HD management.”

Shaping awareness about HD

This role (68 CI out of 130) is framed by the little awareness
in these families about HD, due to a recent diagnosis in a
family member (usually obtained in the last 5–15 years).
Members of older generations performed this role either by
promoting (56 CI) or hampering (12 CI) awareness about
HD in the family.

Promoting awareness is performed by being an “awareness
trigger,” “living transmitter of the disease,” allowing a “re-
trieved testimony,” or “provide information about HD.”

The older generations acted as an “awareness trigger” (6
CI) when an older undiagnosed affected relative began show-
ing odd signs or behaviors (involuntary movements, aggres-
siveness). This led younger members to look for medical help
to obtain a diagnosis, which came along with awareness of
hereditary risk and the possibility of other relatives being af-
fected (“a big shock”). Older relatives are “living transmitters
of the disease” (23 CI) when younger relatives witness onset
and progression of symptoms in older affected family mem-
bers. This includes involuntary movements, cognitive (e.g.,
not recognizing daily objects), and behavioral changes (e.g.,
eating excessively, cursing, aggressiveness); or deterioration
and suffering (“became a bag of bones,” “screaming and
moaning,” “choking”). The “retrieved testimony” (13 CI) oc-
curs due to a recent diagnosis and the need to understand the
disease in the family. It occurs in two ways: (i) younger mem-
bers go back to their memories of older relatives that they now
think had HD but were not diagnosed; or (ii) older members
narrate cases about deceased relatives they now believe had
HD. This process allowed members to identify the affected
family side, and to recognize and learn about HD symptoms
(“someone who was always speeding up,” “often disoriented
and falling constantly,” “dropping things,” “choked to
death”). In addition, participants may reframe their relatives’
behavior that they could not have understood until the
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diagnosis of HD was established (e.g., detachment, apathy,
aggression, instances where affected relatives were named as
“weird,” “bipolar,” “possessed by witchcraft”). Older rela-
tives “provide information about HD” (14 CI) when they carry
out efforts to obtain knowledge about the disease, by
contacting the patients’ association, health professionals, read-
ing recent research, and/or attending conferences. They share

this information with younger relatives by instructing them on
symptoms, genetic risk and reproductive options, and
updating them on the latest research: “My mother went to
the patients’ association, tried to talk to the best doctors, to
get access to all the research on HD.”

Hampering awareness involves denial or silence. Some
older family members “deny” the existence of HD in the

Table 1 Roles performed by the older relatives in families with HD

Categories and subcategories (CI) N=130 Interviews excerpts

1. Shaping awareness about HD (68)

1.1 Promoting awareness (56)

Awareness trigger (6) My father-in-law used to come home with those choreic movements and people started saying he had been
drinking. Then I tried to see what he was doing and in fact (…) there was nothing that justified those
movements. Then the symptoms got worse, and Dr. [name of doctor] went to see him and he
immediately diagnosed Huntington disease. (Man, 72, non-biological family member)

Living transmitters of the disease (23) The image of him [father-in-law] that remained in all of us was that image of skin, bones and suffering.
(Woman, 44, non-biological family member)

Retrieved testimony (13) My great grandmother at the time, at least from stories in the family, was said to be a witch, because of the
involuntary movements. (Woman, 37, pre-symptomatic carrier)

Provide information about HD (14) My mother [spouse of an affected carrier] searched for all the information she could (…). She went to the
patient’s association, tried to talk to the best doctors, to know all the national and international
research available. (Woman, 29, non-carrier)

1.2 Hampering awareness (12)

Denial (7) Wewere leaving the hospital [after seeing the neurologist], I turned to him and said: “let’s go schedule an
appointment”, to which he replies: “No, I am not sick, the doctor is, I have nothing”. My father never
assumed he had an illness. (Woman, 37, pre-symptomatic carrier)

Silence (5) She [affected mother] knows she has her father’s disease but she never opened up a lot. She never
mentioned it, she never talked about it, never, ever. (Woman, 33, pre-symptomatic carrier)

2. Influencing HD management (62)

2.1 Supporting or not (37)

Providing and receiving support (29) I am now the oldest in the family (…). I am the one who has been supporting the family, not only
concerning HD but in all other domains (Man, 72, non-biological family member, son-in-law of
affected carrier, uncle of at-risk members)

Not providing support (2) My family just doesn’t care, in fact, they pass by the door of my house and don’t even call or ring the bell to
find out if she [affected mother] is alive. (Woman, 33, pre-symptomatic carrier)

Discouraging PST (3) It’s on him [at risk son] to decide if he wants to undertake PST or not, but our opinion, which we shared
with him, is that before he decides to have children…then yes, […] but he is now too young to carry this
burden right? He’s 23 now, so I think he still has a lot of time (…)(Woman, 43, non-biological family
member, spouse of affected carrier)

Encouraging/supporting any decision about
PST (3)

I told him [nephew] when you want to perform the test just say it, if you don’t want to do it you don’t have
to. (Woman, 44, non-biological family member)

2.2 Modeling health-related behaviors (25)

Normalize (10) I always kept things as normal as possible. I tell my son [at risk] “Your friends know that your father is sick
so we will not stop doing things” (Woman, 60, non-biological family members, spouse of affected
carrier)

Disrupt (9) Going to appointments with my mother and she admitting that she could put an end to her life (…) I will
never forget that she had the courage to say that in front of my sister and me. (Woman, 28, non-carrier)

Advocacy (6) I tried as a self-taught person to learn everything everywhere I could, and I feel bad for not being able to
share this. So, I had in mind going to the Hospital of [name of town] and talk to social workers there,
and find out if they know of some patients, and share some information on how to help these patients
(…). Also, to share my testimony with nursing students. (Man, 67, non-biological family member,
spouse of affected carrier)
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family (7 CI). Participants reported two situations: despite
having symptoms, affected family members refuse to accept
that they are sick and reject help; or older non-biological rel-
atives refuse to accept that “someone in the family is guilty”
for transmitting the disease. “Silence” (5 CI) involved not
speaking or sharing limited information about the family’s
past or (supposedly) affected members from former genera-
tions. Younger family members tend to consider silence as
reflecting fear of shame and stigma attached to the disease:
“my father’s family was very afraid of what others could think
or say.”

Influencing HD management

This role (62 CI out of 130) suggests that family members
from older generations influence younger members on how
to manage HD. They performed their role by supporting them
or not (37 CI) and by modeling health-related behaviors (25).

“Providing and receiving support” (29 CI) was a frequent role
that takes on an emotional and a practical dimension. Emotional
support is directedmostly towards relatives at risk or affected and
non-affected family members who care for an affected relative. It
was accomplished by being available to talk or accepting the
younger relative’s silence in relation to HD, bymaking them feel
accepted and loved, or by creating opportunities for family mem-
bers to spend time together. The practical dimension is played
towards affected dependent relatives; in that case, the role of
older affected family members was typically to “receive sup-
port,” usually from their children. This had a major impact in
the younger person’s life and professional options (“I have no
life. I’ve got my mum [with HD], that’s it! This is my life”). “Not
providing support” was rare (2 CI); however, two participants
described situations where older family members did not support
their affected relatives (one participant mentioned her father-in-
law abandoned his severely sick wife, when his son was very
young). Current younger generations were usually the first to
undertake PST, since previous generations were unaware of the
disease. Some older relatives explicitly “discouraged PST” (3
CI), as they believed younger relatives were not ready to deal
with an unfavorable result. Others “encourage or support any
decision” (3 CI), usually when younger members have not yet
decided whether to uptake PST or not. An older family member
plainly encouraged her daughter to uptake PST, referring that she
“has to do the test” to avoid transmitting the disease to future
offspring.

“Modelling health related behaviours” (25 CI) comprises
events in which the older persons influence the younger ones
by their own example. Some older family members tended to
“normalize” their experience with the disease within the fam-
ily (10 CI), through twomain circumstances: (a) older affected
members trying to remain optimistic, adapting and keeping a
normal life despite being ill (e.g., going to parties, to the
beach); (b) older non-biological family members keeping on

with their lives as normally as possible (e.g., not showing fear
or being scared by HD, not being ashamed of their relatives’
symptoms), and including the younger members in the care of
affected ones: “she [mother, spouse of an affected carrier]was
always committed to not giving up, not getting depressed.” To
disrupt (9 CI) the HD, experience occurred when older affect-
ed members showed signs of giving up or hopelessness. Some
isolated or withdrew from social activities (they tend to think
that they always “mess things up” and that others perceive
them as “crazy”). Sometimes, they blame themselves for not
having been able to identify the disease in deceased family
members, despite their symptoms, and having had children at
risk for HD. Some older (usually non-biological) relatives
became “advocates” (6 CI), supporting awareness about HD
outside the family (e.g., being active in the patients’ associa-
tion, and sharing their experience among students, health pro-
fessionals, and the community).

Discussion

This study aimed at describing adjustment to HD in the family,
considering the roles performed bymembers of older generations
towards younger ones. These roles need to be interpreted con-
sidering that most families in our study had a recent diagnosis of
HD or reported limited knowledge about the disease (when com-
pared to other family’s experiences’ or other genetic conditions
which have been known in the family over generations).

Although this was not an inclusion criterion, accounts from
most participants report a recent diagnosis of the HD in the
family, as previously reported (Oliveira et al. 2020).

The roles emerging in this study, in comparison with data
available for other genetic conditions, such as FAP (Oliveira
et al. 2017a) and hereditary cancers (Ashida et al. 2011), portray
participant families as “beginners” in understanding and incor-
porating HD in their lives. Therefore, findings convey the roles
performed by older relatives in the process of adjustment to HD
in the family, which can be considered an unexpected, although
required, task in the family life cycle. Literature on family life
cycle (Carter and McGoldrick 1995, 1999; Patrão and Sousa
2010) highlights that a task in family development involves the
following: precipitant events; emotional experience with mean-
ings; challenges regarding management; and resolution and inte-
gration. Roles performed by older generations seem to follow
and support this process (Table 2).

The precipitant event here was the diagnosis of HD in an
affected member (the proband) of the family. Older affected
relatives sometimes act as the awareness trigger, since the youn-
ger ones witness their symptoms and launch an odyssey to obtain
a diagnosis (Oliveira et al. 2020). With the diagnosis of HD
comes knowledge of the hereditary nature and absence of treat-
ment or cure, which shapes new meanings. One relevant mean-
ing is that the disease is not new, but (in most instances) has been
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present in the family for a long time; therefore, what is new is the
awareness about it and its implications. Families may now build
on a new (biomedical) understanding about the disease (symp-
toms, progression) and the family (fromwhich side it came, who
had it, who has it now, or might develop it in the future). It also
allows reframing the family history around HD (e.g., stories of
persons with odd behaviors) and some family relationships (e.g.,
a detached or aggressive parent). Older relatives contribute to
meaning-making by shaping awareness about the disease,most-
ly by promoting it through sharing their disease experience in
multiple ways: living transmitters of the disease, retrieved testi-
mony, and providing information about HD. Distinctively, when
older family members hamper awareness about HD, understand-
ing of the disease and the family history might be delayed and/or
blocked among younger relatives. This also limits youngermem-
bers’ options with whom to discuss risk and diseasemanagement
options within the family. However, this context may perhaps
prompt younger relatives to find alternative communication
channels that suit their needs.

Still, when older family members facilitate awareness, new
meanings arise (e.g., from “a family of mad people,” to “a family
of ill persons”). Acknowledgment of HD allows some answers
and raises the challenge of incorporating genetic risk in families’
lives (Klitzman 2009; Sobel and Cowan 2000b). This encom-
passes the need to reprocess the family history and alternative
illness explanations running in the family, in order to incorporate
new information, with probable impact on family identity
(Ferring 2017; Klitzman 2009; Patterson and Garwick 1994;
Phipps and Lazzarini 1987; Walter and Emery 2005).
Awareness of its hereditary nature comes with new concerns
and uncertainty about the present and the future (for themselves
and other family members, including future generations). This
includes the need to deal with medical interventions (e.g., PST,
assisted reproductive technologies), but also with anticipated loss
and fatalism (Halpin 2018; Rolland 2006; Werner-Lin and
Gardner 2009). Such challenges require the emergence of spe-
cific roles for families to manage HD. This study showed that
some management roles were already being performed by older
relatives, namely providing and receiving support, although now
challenged by the new meanings and foreseen implications of

HD. Families must deal with the coexistence of members with
different disease status; therefore, providing support assumes an
extended scope for the family system. Some older relatives pro-
vide emotional and practical support to younger members who
take care of an affected parent; others emotionally support rela-
tives who are still in the process of making decisions about PST.
Dealing with the possibilities associated with the genetic risk
(namely PST) is a new management demand. The roles related
to PST, encourage and support any decision and discourage,
elicited a low number of CI, probably because the challenges of
HD are still being incorporated into family’s functioning, but also
because some families communicate less openly about genetic
testing decisions (Forrest et al. 2003; Sobel and Cowan 2000a,
b).

Older relatives seem to be contributing towards a process of
resolution and integration, bymodeling health-related behaviors,
which comprise normalize, disrupt, and advocacy. To normalize
involves accepting the disease and to go onwith life, as normal as
possible. To disrupt is portrayed by difficulties in coping with
HD, such as isolation, withdrawal, or despair. This can contribute
to inhibit better coping strategies among youngermembers, caus-
ing difficulties in facing challenges and decisions (namely
concerning PST, and other life planning issues, in general) and
perpetuating stigma across generations.

Similar roles have been assigned to older family members
with FAP, in which normalizing the illness experience seemed
to help younger members making the disease compatible with
other family, social, or professional functions, while
dramatizing seemed to be associated with fear and hopeless-
ness (Oliveira et al. 2017a, b).

Some older relatives assume the role of advocates, aiming
at disseminating awareness about the disease in the society;
this has been suggested as evidencing loyalty and protection
towards the family, while also highlighting its normalcy (Hays
and Colaner 2016). This can possibly be seen as a sign of
change onto more open communication styles, from some
family members. However, it does not eliminate the coexis-
tence of different-lived experiences among the younger gen-
erations (including, e.g., limited awareness, misinformation,
and isolation).

Table 2 Family adjustment to HD: a task in the family life cycle

Older relatives’ roles

Family life cycle: task components Categories Subcategories

Precipitant events Shaping awareness Promoting awareness: awareness trigger

Meanings Promoting awareness: living transmitters of the disease;
retrieved testimony; provide information about HD

Hampering awareness: denial; silence

Management Influencing HD management Not/supporting: providing and receiving support; not providing support
Encourage, support any decision about PST; discourage PST

Towards resolution and integration Modeling health-related behaviors: normalize; disrupt; advocacy
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Adjustment to HD in the family is a transition moment that
implies coexistence with other normative tasks of the individ-
ual and family life cycle. For example, families are confronted
with the need to make decisions regarding communication of
disease-related information, while transitioning between de-
velopmental stages (e.g., from being a “single young adult”
into forming a “new couple” or “having children”). HD has
been established as a paradigmatic example of a progressive,
incurable, and fatal condition to inform the study of adjust-
ment to genetic illnesses in the context of the family’s life
cycle (Brouwer-Dudokdewit et al. 2002). Families receiving
a diagnosis of a genetic condition for the first time will prob-
ably undergo this task at some point in their adjustment; in
particular, it is likely that this task becomes more salient when
diagnosis is recent or knowledge about the disease in the fam-
ily is generally scarce. This can be particularly relevant in a
context with more disorders being recognized as having an
inherited component and individuals and families increasingly
facing the possibility of broad-based genetic testing (Bailey
et al. 2014).

Implications for practice

Families who receive a diagnosis of HD go through a devel-
opment task of adjustment, in which older relatives may play a
relevant role. This process entails the need to reframe or retell
a coherent narrative about the family, with probable impact in
family identity (Armstrong et al. 1998; Kellas 2005; Petersen
2006). Within this process, older relatives are determinant to
understand the family history and support younger genera-
tions through this task. Genetic counseling and interventions
aimed at supporting families should considerer a narrative
approach specifically involving older relatives, since they
have a great influence in sustaining family stories (Mendes
2012; Merrill and Fivush 2016). A narrative-based approach
has shown promising results in HD families (Stopford et al.
2020). Also, acknowledgement of how older generations cope
with illness demands is important to understand the family’s
style of adjustment, and to identify their strengths and vulner-
abilities in this process (Carter andMcGoldrick 1999; Rolland
and Williams 2005).

Limitations and perspectives of research

Themain limitation of this study is its reduced sample size and
its limited diversity (namely without affected or at-risk partic-
ipants and composed mostly by non-biological family mem-
bers). HD is a rare disease and larger and more diverse sam-
ples are difficult to assemble. Also, although not explicitly
stated by the participants, we sensed that they avoided involv-
ing some relatives in the study, perhaps to protect them (an-
ticipating they would not feel comfortable or fearing any neg-
ative impact to them). Nevertheless, further research should

attempt to include a larger sample, more heterogeneous con-
sidering gender, age, education, and disease status, what may
allow a wider perspective on the older generations’ roles re-
garding adjustment of the family to HD. Also, it would allow
to clarify some emerging aspects in our participants’ accounts,
namely if the adjustment to a “new diagnosis” is the most
common experience for HD families in the Portuguese context
or merely reflects our sample experience. Future research
could also explore (e.g., by including it in the interview sched-
ule) what did not impress the participants in the events they
recalled (CI). Additionally, considering that families might be
experiencing a transition moment, a longitudinal approach
should be envisaged in order to analyze how older genera-
tions’ roles evolve in the individual and family life cycles.

The data collection method, mostly performed via tele-
phone, has been used by the authors in previous studies, with
good results. This process might allow participants to feel
more comfortable to share sensitive information (Novick
2008). We acknowledge, however, that this option could limit
access to contextual and some nonverbal data that might have
interfered with the results.
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