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Our HD cohort is small and biased as being regularly followed up Table 1: Demographic and clinical characteristics of the HD outpatients’.

is that HD families showed resilience and adaptation to the HD Outpatients Sample n=80

1,2 2 2 3
Marcella Solito Martina Petracca ©, Paola Zinzi ongoing emergency status, not revealing significant distress or

Anna Rita Bentivoglio %, Maria Rita Lo Monaco * crisis signs. As in Italy, essential care support is mainly Male/Female ratio, n 37/43
dependent upon the family, and we can imagine that they use

Full sample meant SD
previously adopted solutions to cope with this lockdown. They
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medical concerns related to their condition, but maybe this has

Background become a sort of strength and adaptability resource in the Age at onset, mean 1 SD (years) 51+11,3
pandemic time. n(%)

Age, meant SD (years) 59 +12,4

Disease Duration, meanz SD (years) 8.3+6.1

Italy was the first country in Europe to deal with Coronavirus Disease 2019 (COVID-19) epidemic since the first autochthone
case in February 2020. The COVID-19 pandemic could be a condition of increased vulnerability for patients and families with

Huntington's disease (HD). Social isolation with loss of the usual support system may worsen the chronic assistance burden
and, if protracted, may exhacerbate the risk of distress and mental suffering. HD Outpatients Sample n=80

Table 2: Pandemic Covid-19 variables
s+ early (I-1l ; TFC 10-13)

o _ 23 (28,7%)
** intermediate (lll; TFC 4-9)

34 (42,6%)
¢ late/advanced (IV-V; TFC 0-3) 23 (28,7%)
. Swab Test: Performed/Posmve n .
Materials & methods subjective perception of worsening (neurological . 8.7% Recovered in long term institution 3 (3,8%)
A consecutive cohort of 2167 outpatients with chronic neurological conditions followed at onr Hospital was enrolled into a condition), n {%) Ja17 5% Treatments for HD symptoms 77(96,3%)
telephone survey, between April 1st and April 15th 2020[1-2], and we report the survey data on the impact of the COVID-19 Suspension of physiotherapy or other treatments '/0 :

. . . . . - . . . fL s findi 0 6(7,5% D 0
pandemic outbreak in a subsample of eighty HD patients and their families. HD patients whose appointments scheduled in the = Flea Bl il anun i 7:5%) : ceve;/s o 7(8,7%)
lockdown period from March to May 2020 were deleted and postponed to an undefined date, were consecutively contacted Need of urgent consultation, n (%) > (6,2%) ! ::ti o :re = 19 (23,7%)

. . . . . ey . . . % ] )
by phone for the interview and all patients (and in case of advanced disability, their carers) gave their consent and accepted to AR LR LT 2 10(12,5%)
.. h e Long time run since past visit . ** Asthenia 6 (7,5%)
parthIpate the survey. e Psychiatric symptoms management o Myalgia o
e General worsening /weight loss 1 3(3,7%)
Results Awareness about COVID 19 emergency, n(%) 74 (92,5%) “* Dyspnoea 1(1,2%)
Out of 80 HD patients, apparently no patient had contact with COVID-19 positive cases, no one directly linked with the virus cOmpI-ance social restriction 11th 11th COMORBIDITY
nor swab confirmed infection, even if flu-like symptomatology was experienced in first trimester 2020, with fever reported by 46 (57,5%) 77 (36,2%) & Diab )

% and h/ throat by 27,3 %. Even if in 12.5% of our sampl re reported t r more fl mptoms, only on SR o {7,5%)
8,7.0 and cough/sore throat by 27, %. ve | | .5% of our sample were reported two or more flu symptoms, only one Conclusion 2 Hypertension 9 (11.3%)
patient underwent the swab test, with negative result. 2 Pulmunary diseases 8 (10%)
Regarding dlseas.e management during the pandemlc outbreak, flve individuals need.ed urgent neurologlcal care, and in all In general, an excellent attitude to cope with the emergency and ko &Lt 5 (6,3%)
these cases medical staff promptly dealt their requests, contac’gng t.hem and arranging .\/lde.oconsultat.lon. | social restrictions was observed in our HD patients and families e e 4 (5%);
Fourteen suspended Physmtherapy or othgr tr.eatrnent.s, seven |r.1d|V|duaI.s reported subjective worsening of.neurologlcal during the COVID-19 first pandemic wave in Italy . The offering of & Ll 1(1,2%)
symptoms. Three patlents. were long-term |nst|tut|onaI.|zed, zfmd |nf.ormat|on was collected by their next of kin. Th.ey all were telemedicine support was highly appreciated by them once being | Obesity - -
reported being healthy, with nf) COVID cases.detected in their ngrsmgoh.omes, safely closed to external contacts smce.the reassured that the medical team would be remotely available for Two or more concomitant iliness 9(11,3%)
start of lockdown measures. Video contacts, instead of the relatives’ visits, were arranged and supported by the Nursing any urgency and emergent needs. smokers 38(47,5%)

Home staff.

Compliance with hospital decision to stop activities and openness to the proposal of telemedicine was shown. No worrying
signs of crisis or distress related to social restriction rules worsening caregiving burden were evident.

Telemedicine implementation will be an unavoidable consequence of pandemic but HD population followed at our hospital
outpatient service has proven itself being ready to benefit.
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