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We weicome this opportunity to suppIy our short statement on the Ultra-Rare Disease

Disorders and Disabiiities Foundation the charitywas set up to heIp fam出es and patients

With ra「e and uitra-rare disease we workto raise awareness of rare and uit「a-「a「e diseases

Within Northern lreland and l「eland wedothis bvourwebsitesand social media. Ouraim is

to helpfamiIies deai with the effectsthat uItra-rare and rare disease brings with itthe

foundation works to heIp with everyday probIems iike claiming benefits and housing issues

and advice.

丁he Foundation works as a backupto fam帖es and patients signpostingthem to other

agencies and aIso guiding newfam帖esto Hospitals within Northem ireIand and ireland and

the United Kingdom who can heip with a diagnosis a genetic, rare Or an uitra-rare disease

the foundation knows onlvto we= how important it isto getthe cor「ect diagnosis and it also

knows that ifa cor「ect diagnosis is not carried outthat patients mav betreated with the

WrOng medication plan.

Diagnosis with a rare oran uItra-「are disease is verycompiex and it needs to be carrjed out

by hospitaIs designated to diagnosis genetic′ rare and uIt「a-rare disease these HospitaIs are

known as cent「es ofexce=ence we have had the experience of patients havjng blood tests

Car「jed out and the bIoods havingto be sentto hospitaIs in the United Kjngdom such as

LiverpooI Children′s HospitaI B「istoI Children′s university teaching HospitaI or Great

Ormond Street Hospitai to name a few.

Thefoundation heipsto guide and supportfam帥es who have recent-y had a chi-d diagnosed

With a genetic′ rare O「 uItra-rare disease it helps in manyways -ike f冊ng out benefitforms

Or PrOblems with housing′ The foundation also he-ps with dayto day p「obIemsthat arise

like debt probIems and sibiings being bu…ed atschooI′ We aIso find thatgu旧ssues aIso

arise caused bythedemand ofcare ittakes dealing with ayoungchiid who has had a

diagnosis ofa genetic′ rare Or uIt「a-rare disease the pressure it put on thefam時unit is

Thefoundation had onIyfourvoIunteers in 2017 the foundation like othercha「ities has

found it ha「d to bringon volunteers due to peop-e findingfuII time wo「kthe demand for

VOIunteers is huge we at thefoundation has witnessed charityshops cIosingor being

temporariiy cIosed dueto having no voIunteersto run them′丁hefoundation mainiy has

WOrked on research ofgeneticノrare and uItra-rare disease it depends a Iot on experience

and that is very hard tofind dueto the natu「e ofthe resea「ch thatthe foundation carries

We have found that dueto thevery nature ofthe workwe do it is ha「d to recruit peopIe

Who can deai with the pressu「es ittakes to be able to wo「k with fam帖es with a child who

has a genetjc′ rare disease′ ultra-rare disease′ and the probIems it brings with it we also

have to train ourvolunteers up on the effectsthat a diagnosis can cause and the compIete

devastation it bringsto a fam時due to so many jssues that can arise. The foundation knows

just howvitaI trajning is andjust how important it isto meetthe standards that we expect

Ofour voIunteers.



Dueto the shortage ofvoiunteers we atthe foundation knowjust how important it isto

bring on peopie who has experience in fieIds -ike book keeping′ fundraising, dealing with

Website design and sociai media′ and sou「cing newsites fo「 our charitv boxes, and financial

Standardsto deai with HMRC and Funding regulations.

The foundation has had a vervtough yearcaused bv -ackoffundingthat it needs to bring in

fu= time staffaithough thefoundation is now brjngjng on volunteersthat have a

background offundraising′ and sociai media′ Websites′ and accounting the foundation has

aIso seen its Director havingto take time outto dea- with kidney problems in 2017 and 2018

When he had to have a kidneytranspiant and a-so deal with infectionsthat rendered him

unableto carryout anysort ofworkforthefoundation.

We are ve「y pleased to reportthat he is now backto his duties and thefoundation has

leamtthatthe need forvoiunteers is vita。n the smooth running ofthe foundation.
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