SUMMARY OF KEY FINDINGS St ot
ASSESSMENT IN

NEUROFIBROMATOSIS
/ THERE IS A NEED TO CLOSE THE TIME GAP BETWEEN IN AUSTRALIA
. SYMPTOM ONSET AND DIAGNOSIS OF NF, ENSURING SUNE 2020
ACCESS TO EVIDENCE BASED TREATMENT OPTIONS.

NEARLY A QUARTER OF
SURVEYED NF PATIENTS

LIMITED KNOWLEDGE
(29%) WAIT TIME (19%) LACK OF ACCESS

WAITED OVER 4 YEARS FOR (15%).

A NF DIAGNOSIS.

NF AFFECTS ALL FAGETS OF A PERSON’S LIFE, WITH SIGNIFIGANT IMPACTS ON
' THEIR MENTAL HEALTH, PHYSICAL HEALTH, SOCIAL RELATIONSHIPS, WORK,
EDUCATION AND FAMILY PLANNING DECISIONS.

(28%)
REPORTED A (17%) (7%)

HIGHER THAN AUSTRALIAN GENERAL
OF NF ON THEIR
MENTAL HEALTH. POPULATION

O@0O Over1in3(34%) reported taking time 1in 2 (50%) reported NF had a
@'@ off education and over 1in 2 (57%) moderate or significant impact on

reported taking time off work due to NF family planning decisions.

THERE IS LIMITED ACCESS TO CARE COORDINATION AND

MULTIDISCIPLINARY TEAMS, AND A LACK OF FORMALISED CARE
PATHWAYS FOR NF PATIENTS.

8%  VERY SATISFIED
1% PAEDIATRIC TO ADULT CARE

20% DISCUSSING CONCERNS OR FEARS

EXPERIENGES OF INEQUITY ARE AMPLIFIED FOR PEOPLE WITH NF LIVING IN
REGIONAL AND RURAL AREAS.

047% OF RURAL
39% OF REGIONAL
TRAVEL BETWEEN 100-400 KILOMETRES

| IN 3 RURAL IN4
REGIONAL TRAVEL

MORE THAN 400 KILOMETRES TO

F SPECIALIST OR CLINIC, 10 NF SPECIALIST OR CLINIC,




MANY HEALTH PROFESSIONALS ARE NOT FULLY AWARE OF NF. THIS LIMITS
THEIR ABILITY TO PROVIDE APPROPRIATE TREATMENT AND ONGOING
MANAGEMENT OF NF.

THERE IS A SIGNIFICANT EMOTIONAL AND FINANCIAL BURDEN ON NF
CAREGIVERS. 90% OF WHICH ARE FEMALE.

(29%) CAREGIVERS

41N 5 CAREGIVERS
IMPACT ON THEIR MENTAL HEALTH EXTENDED TIME

OFF WORK.
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