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Family Support in HD : : ' ' i
amily support in e Aplace to find a container for one’s anxiety, guilt

Distinguishing and frustration - someone to reflect and endure,

Guilt and Emotional

Responsibility support  rather than answer with pity or worry.
%i!% e A possibility to build a story, find one’s place in it
ol and make sense of this big life change.

e A chance to manage expectations, rehearse new

Guidance

ways of communication, reflect on possible

Created by the Huntington Academy team

decisions.
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e Prodromal Stage: saying outloud apprehension about
the future, managing stress early on, processing
feelings;

e Early Stage: meeting behavioral changes, changing
lifestyle, planning

e Middle Stage: supporting autonomy, communication,
anger and psychiatric symptoms

e Late Stage: decision-making related to care, emotional
burden, anticipatory bereavement O
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e Each group has 4 members taking on the following roles:
o An HD patient
o A family member (care giver or not)
o A psychologist/psychotherapist working with HD
o Another formal care provider (physiotherapist, medical doctor, speech therapist or
other)
e Share with the others the difficulties that affect you the most, staying in your role
e Atthe end, choose 3 of the shared challenges and write them down



PRODROMAL STAGE:
CHALLENGES

v Impact of HD diagnosis on the individual, family and relationships

v/ Emotional burden of family history and the disease’s impact on relatives

v Feelings of despair and anxiety about the future
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v Confusion between normal life fluctuations and symptoms Ac ADEMY

Real-life Experiences for Better Care

v Family members’ anxiety

v Acceptance and integration, especially if the disease has been kept secret or stigmatized in the family

v Disruption of life plans

v Guilt about passing on the disease to children

v Need for reliable support and information
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Real-life Experiences for Better Care

v Support individuals with prodromal HD and their families to process emotions and stay connected to professionals

v Help to process the diagnosis and cope with uncertainty associated with HD

v Help maintain healthy lifestyle to delay or prevent symptoms

v Support family members’ emotional struggles

v Help navigate guilt and responsibility for parents with children




EARLY STAGE: CHALLENGES

v/ Emotional impact of HD clinical diagnosis

v/ Onset of symptoms and their effect on relationships
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v/ Behavioural changes and their visibility to family members

v Increased anxiety due to disease uncertainty

v Difficulties in maintaining lifestyle and coping with new routines

v Distinguishing between pre-existing behaviours and HD-related changes

v Impact of HD-related behavioural issues on family dynamics, especially on children
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Real-life Experiences for Better Care

v/ Maintain strong connections between individuals with HD and families

v Help to adapt work and daily routines

v Promote the emotional presence of family members and strengthen family bonds

v Work on the impact of early-stage HD on relationships, especially on couples

v Help prepare for future challenges
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MID STAGE: CHALLENGES

v Realistic understanding of disease progression

v/ Emotional struggles caused by psychiatric/behavioural and cognitive symptoms
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v Loss of independence, with the need to stop working and adapt daily routines

v Adjustments in family dynamics

v Frustration and aggression caused by the loss of abilities

v Anticipatory mourning by family members
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MID STAGE: STRATEGIES

v Coordinating support services and connecting families to them

v Offering support without pity
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v/ Managing overwhelmed caregivers

v Foster behavioural activation

v/ Promote social engagement

v Help plan for difficult scenarios, including end-of-life care
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LATE STAGE: CHALLENGES

v/ Emotional burden on caregivers

|~/ Acceptance of outside help, such as professional support or care home placement

V Limited availability of appropriate care homes %@ H U NTI N GTO N
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v/ Round-the-clock care at home, which is physically and emotionally exhausting Real-life Experiences for Better Care

v Concerns with the safety of individuals with HD

v Emotional isolation of the individuals with HD

v End-of-life decisions
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LATE STAGE: STRATEGIES

v Managing “before,” “during,” and “after” regarding late-stage HD
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v Fostering emotional connection with the individuals with HD

v Helping family members navigate grief and anticipatory mourning

v Supporting families in decision-making
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