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Vanishing White Matter (VWM) PedsQl- Self Completed
° LeUI(Od)/SfrOphy W”Lh infanﬁle 1-0 OdUH Onsef | PEDSQL-SC domain and summary scores by non-affected siblings (N=14)
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* Chronic progressive neurological deterioration and - 1 L R SR L T v
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e Require different types of care throughout their lives. > IR i
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e Impact on the different family members has not been .
investigated.
Very rapid disea§e Mostfrequent: relative h|gh D _Figure 1. Mean and Standard Deviation (SD) of the different domains of the PedsQL Self Completed version by non-affected siblings aged 13-18, 18-25, >25 years. EM=
progression,; su rvival mortality and severe More Emotional domain; PS= Physcial domain; CM= Communication domain; DL= Daily living score; PHS = Psychosocial health summary score; TS= Total score.
couple of months neurological decline frequently Discussion 1:
cognitive e Siblings aged 18-25 scored worse on all domains of the PedsQL-SC than other age
problems categories.
e All siblings scored the worst on the emotional domain of the PedsQL-SC.
PEDSQL - Family Impact Module o
PEDSQL-FIM domain and summary scores by parents (N=6¢) ® | Mother (n=49)
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e Recruitment through VWM registry for ~1 year

Figure 2. Mean and Standard Deviation (SD) of the different domains of the PedsQL Family Impact Module by fathers and mothers. HRQOL= Health Related Quality of life

Non-affected family
members (N=101)

EuroQolL 5 Dimensions Discussion 2:
5L/Y (EQ5D) and Pediatric e Fathers and mothers do not signifcantly differ on their domain and total scores.
/ Quality of Life Inventory e Both parents scored the worst on the daily functioning domain.
(PedsQL)
Impact of disease inventory EQSD-5L Coreains b aher. momes S o poaan T I the €030
Utility index scores non-affected family members VAS scores non-affected family members (N=101) Dimenston Fathers Mothers Partners Non-affected siblings Population norm
Y (N=101) 100 YO ®=30) (a=51) (n=6) (>18 years) c
R (n=10)
. . . ' % Mobility 16.67% 2353 % 33.33% 10.0% 294 %
\/WM [ eg[Sfry quesnonnalr es - Self-Care 1333%  17.65% 16.67% 10.0% 13.0%
. . o —=a=] Usnal Activities 23.33% 3922% 50.0 % 30.0% 31.2%
(HUI, Vlneland-3, pat’enf 75 1% c1 PainDiscomfort 36.67% 56.87% 65.67% 30.0% 62.9%
ChOrQCferiSﬁCS, efc.) % 0.5 i Depression’ Anxiety 46.67% 72.55% 100.0% 40.0% 51.1%
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. Index score and the depression and
Conclusion . B R anxiety domain.
e Parftners scored worse on the VAS and
Utility Index score than other family
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. Non-affected family members highlight significant ORI U members.

impaCf Of VWM on da"y funCﬁO"ing and qua’iﬁy Of ’ife Non-affected:;milym:mber Non-aﬁected:;milym:mber e Parfners scored worse on all domains
2. Qualitative research will be of great value, exploring oure 3. Ditoulon o] the EQSD Visuol Andlogue Sccle VAS) and Healh Uty ndexscore bynen-— Thain fo the normal population.

the different needs of family members even further.
3. Raising awareness on these different needs is a first Qualitative interview: VWM Impact inventory

step fowards developing a more tailored approach. R Blacucsion /-

e Both parents report a significant
ey IMPACT and considerable worry
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° regarding episodes of rapid
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Figure 4: Distribution analysis of parental references to the impact and concers regarding episodes of rapid deterioration.




