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EXECUTIVEBUMMARY

The care of people with haemophilia and other inherited bleeding disorders hagetairamatically in

the 50 years sincéhe Haemophilia Foundation of New Zealand Ind¢ENZX was founded. While the

C2dzy RFiA2y Qa LJzN1J2 &S KE ta prdvide\cAr& educathds SupporydddRadvindd& a1 Y S
¢ the programmes and services it offeshave evolved over the years, especially with regard to support

services such as Outreach Workers, education workshops and supportive programmes. Each of these
developed to meet a perceived need in the community. With advances in medical treatmenteatichth

since the tragedy of blootiorne viruses befell the community grows, the needs of the community can be
expected to have changed.

The HFNZ Needs Assessment 2009 aims to assess the current needs of people with bleeding disorders in
New Zealand and thefamilies, partners and carers. It also aims to assess their experience with HFNZ
programmes and services. The HFNZ Needs Assessment 2009 will help inform the delivery of services and
availability of programmes and resources offered by HFNZ so theyecaligned to be of real benefit to
members. The HFNZ Needs Assessment is also an opportunity to better involve all the members of the
community in the decisiomaking process and help set the direction for the organisation.

A four tier approach to the neexdassessment was adopted that included Focus Groups, a Member Survey,
Community Review meetings and the Dissemination of the resi®. Focus Groups were held, one in
the North Island and one the South Island. The findings of these were used to getfezalidember
Survey.

One hundred andnine surveys were completed (response rate 16%). Respondents were evenly
RAAGNAROGdzISR 2@0SNJ I Cb%Q& F2dzNJ F RYAYA & NI HafgE NBIA 2
respondents lived in a city with a haemophitiantre, a third lived in a city with a regional hospital and the
remainder in a rural location. Ninety percent of respondent were over 30 years of age, with nearly 40%

over 50 years of age. Half of respondents had been members of HFNZ for over 10 years.

Nearly half of the survey respondents were parents or primary caregivers of a person with a bleeding
disorder. If people with a bleeding disorder themselves are included, the percentage of parents or
caregivers raises to 56%. Fogix percent of respondesthad a bleeding disorder and 8% were life
members or associated health care professionals who treat people with bleeding disorders. Of
respondents with a bleeding disorder, nearly 60% had haemophilia A, 15% haemophilia B and 30% von
2 Af £ So NI y RAvd). Tha dutiheRdB edpondents with VWD was higher than expected as only
10% of HFNZ members have vWD. While none of the respondents had other factor or platelet disorders
themselves, 2% did care for children with rare bleeding disorders.

The programmethat were most valued by Focus Group and Survey Respondents were: Outreach Service,
both formal work and simply having someone to talk to; Camps, both national educational camps and the
social getaways organised on a regional level; and Education, gain &l sources, Outreach, camps and

the written resources. HFNZ runs three supportive programmes that provide funding for swimming or
exercise, supportive footwear and defensive driving. While some families and individual relied on these
programmes, othersfelt they were appreciated but not essential. Respondents always felt it was
important that HFNZ maintain the relationships it has built with government and health care providers so
that it continue to help people with bleeding disorder advocate for thelwss.
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Overall members of the community were highly satisfied witte programmes and services accessed
through HFENZ, and members appreciated that the Foundation was there to support them. There is
however always room for improvement as there continueb® areas of needSeveral areas of focus
emerged from the Focus Groups and Member Survey that were examined further during the Community
Review meetings.

Firstly, relationships with Haemophilia Outreach Workers are of real benefit to members of the
commurity. More oneon-one support was needed howevemd members would like the Outreach
Workers to be more proactive in engaging with members to ensure that all needs are not being missed.

Communication with members also needs to be impravétis involves kgeng the membersbetter
informed of issues facing the community and decisions taken by National Camdcitetter use of
electronic communication, such as email and the websiev.haemophilia.org.nzto inform and engge

the community Having simple resources for members to access electronically to help better educate their
allied health care providers is also desired.

While the community did not fell HFNZ needed to engage in a{secgke public awareness caaign, it

did desire HFNZ to make an effort in raising awareness of bleeding disorders, especially within the health
sector. As haemophilia and vWD are rare disorders, very few health practitioners are aware of their
symptoms or their impact. Both diagnesand treatment could be improved by better awareness among
primary health care providers, especially for people with vVWD.

While HFNZ does not provide medical care or advice for members, itpd@gsn importantrole in the
education of and advocacy foreambers to ensure they are accessing the best care possible. While the
medical care of people with bleeding disorders has improved dramatically over the years, with safer,
easier to administer products and comprehensive care, there remain some areas tiwreaanembers

of the community. The key for participants was that HFNZ needed to empower members and ensure that
people with bleeding disorders had the skills to advocate for their health care.

The needs of older males with haemophilia also emerged asem @ focus. The sentimemxpressed
wasthat the Foundation has long been focused on children with bleeding disorders and their families.
Now that treatment has improved, people with haemophilia are living much longer than ever before.
They live with aftropathy and pain as a result ofadequately treated bleeds earlier in their lives and
their health and quality of life is considered to be worse than their-haemophilia counterparts. More
research is called for to explore the needs of this sectorhef community and how HFNZ may be of
assistance.

There are many waydFNZ can improveupport for families Suggestions included ensuring that families
and individuals were accessing all applicable benefits, and providing coordination or financial sapport f
counselling services. Certain times such as the transition to venous access were identified as areas where

desired.

The sentiment that came through the wigoheeds assessment process was that despite all the education
programmes and services HFNZ provides, it was opportunity to meet and talk to other people who
understood the condition that mattered most to people with bleeding disorders and their familfes. T

dz
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isolation of having a rare condition is still very real, and the education and support provided by the
network of people thatan beaccessedhroughthe Foundation wasf the greatestvaluefor those in the
community. This supportive network is builp wof Outreach Workers, other parents, adults and youth
with bleeding disorders, their families, and also some of the haemophilia care providesssupportive
network was the one thing the bleeding disorder community would continue to need above

all els.
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INTRODUCTION

I 02YYdzyAle ySSRa FaaSaayvySyd Aa | gle& 2F 3 GKSNAyYS
challenges, and asset® determine which programmes and services meet the real needs of the
community.

In 20@B, the Haemophilia Foundathn of New Zealand (HFNZg§gan a process to assess the needs of their
membership in order to ensure that the bleeding disorder community inNleev Zealands adequately

served?2 KAf S (GKS C2dzyRFGA2y Qa LIJzNL1J2aS KI yeard, tha\cAB&dfe NB Y
people with haemophilia and other inherited bleeding disorders has changed dramatically and HFNZ
support services have developed to meet perceived neddth the advances in the medical treatment of

bleeding disorderspresently availald, the needs of people with bleeding disorders and their
family/whanau can be expected to have evolvég.such HFNZ programmeasipport serviceand policies

need to evolve in a way that recognises these change® X2 Bational Council and staffvant to ensure

that relevant beneficialand cost &ective programmes and servicase beingofferedto all members

Astrategicplanning meetingvith members of National Council, staff, and key members of the community
was heldin May 2008.The final list ofction pointsh y Of dZRSR 062G K I daSaaiy3a YSYo{
ASNBAOSA 6AGK YiShedsBdeRlsd beel ledogniges Bi&k some members of the bleeding
disorders community feel they have lost their voice with the Foundation, and the nesskssment
process is one way for people to learn more about HFNZ and participate in determining policy, services
and priorities. Agrant to undertakea communitywide needs assessment was sought and received by the
Acorn Trust ifate 2008.

This needs asssment aims to ask what are the current needs of people with bleeding disdrdbiasw
Zealandand their families, partners and carers. It also sito assess their experience with HFNZ
programmes and services, aadkwhat sort of services they need namd in the future.

The results of the Focus Groypse MemberSurveyand the Community Review meetintigat make up
the Needs Assessment procem® presented hereas well as recommendations for the Foundation to
AYLINRE @S &ASNIBAOS& | yhReds IS ihdlfiisNRBed(IS SdttionsSorsesSmidi thEocus
Groups and the Member Survéyr nonrdemographic questions have been combined to avoid repetition
and give more clarity to the issues at hand@he second Results section presents feedback ftioen
Community Review meeting on issues that were raised in the previous sectioadaiittbnal needsor
comments they expressed

Ultimately, he HFNZ Needs Assessment 2009 will help inform the delivery of services and availability of
programmes and resouaes offered by HFNZ'he key learnings of the needs assessment will be important
tools for HFNZ as they outline a strategic plan to serve the New Zealand bleeding disorder community in
the best way possible.

%
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BACKGROUND

INHERITEBLEEDIN®ISORDERS

Haemophilia is a bleeding disorder. The blood of a person with haemophilia doesoagulatenormally
because one or more of the plasma proteins needed to form a clot, and stop the bleésliagher
missing or reduced. There are 13 main clotting factateriified by roman numerals) that work together

to produce a clot. If one factor is missing the chain reaction is broken; clots will not form properly, and
bleeding will continue.

A person with haemophilia does not bleed faster than other people; howdNeeding will last for longer

and in many cases will not stop without adequate treatment of factor replacement therapy. Superficial
cuts or bruising are less of a concern compared to internal bleeding. Some bleeding episodes occur as a
result of injury (tauma), but many occur seemingly without cause (spontaneous), usually into a joint or a
muscle. If untreated, bleeds can be life threatening, and immediate treatment is often necessary for
bleeds in the head, throat, gut or iliopsoas (groiRgpeated bleeling in and around the joint cavity
associated with haemophilia causes damage to the joints. Known as haemophilic arthropathy, the damage
is similar to that of a person witkeverearthritis. Most adults with haemophilia over the age of 30 years
suffer arhropathy to some degree and the related issues with pain and mobilitgnkfully, most bleeds

can now be ranaged and treated effectively with clotting factor concentrates, either manufactured from
human plasma or using recombinant genetic technology.

Themost common type of haemophilia is factor VIII deficiency, known as haemophilia A. Recent studies
indicate that around 87% of haemophilia cases globally are haemophilia A. The second most common
type is factor IX deficiency or haemophilia B (sometimes knasv Christmas Disease). Both haemophilia

A and B are very rare disorders. Estimates indicate that approximately one in 10,000 males born in New
Zealand has haemophilia.

Haemophilia is a hereditary disorder. The most severe forms of haemophilia almosiffady malesas

the gene responsible is carried on the X chromosoAithough it is rare for a woman to be seriously
affected many women who are carriersf the haemophilia genéave symptoms of mild haemophilia,
which can seriously affect their qualitf life. While there is family history in most cases of haemophilia,
approximately one third of new diagnoses are the result of a new mutation to the gene in either the child
or their mother.

While haemophilia may rarely affect females, there are otheredieg disorders that affect males and
females equally. In fact, because of menstruation and childbirth, some bleeding disorders, such as von
2 Af £ S0 NI y RWB)cab Havde2rdjBr §ripact on affected women.

Another inherited bleeding disordeyWD is a blood clotting conditioncaused by either a lack of or
dysfunctional en Willebrand factorvon Willebrand factors another plasma proteithat acts asa glue,
sticking platelets to the wall of a broken blood vessel. VWD is the most common bleedindedisothe
world, and is thought to affect approximately 1 in every 100 peppléhough the symptoms are often
mild.

Although similar to haemophilia, people with vWD usually suffer more from prolonged external bleeding,
rather than internal bleedsSymptoms may include frequent nosebleeds, heavy menstruation exmss
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bleeding after surgeryeven minor procedures such as dental extractiofise disorder is passed on
through an abnormal gene that can be inherited from the mother or father (or both, irestases)

There is no cure foinherited bleeding disorderg they arechronic illnesssthat will affect a person for

their whole life. The life expectancy of someone with haemophilia and their quality of life varies greatly
depending on whether they reoee proper treatment. Without adequate treatment, many people with
haemophilia die before they reach adulthood. However, with proper treatment, life expectancy for
people with haemophilia is nearly that of males without haemophilia. Overall, people wi&madphilia

and related bleeding disorders living in New Zealand are fortunate in that they have access to factor
replacement therapy. However, there are still a range of challenges faced by a persamvisitherited
bleeding disordethroughout their lifdime.

HFNZ

The Haemophilia Foundation of New Zealand Inc (HFNZ) was originally founded as the New Zealand
Haemophilia Society in 1958. The Foundation began with one family seeking more information of their
a2yaQ NINB:Z | yR {KSy phig, (AN®Upof lilkeiinBedl pepleie$ehtdaly Joindgd - S Y 2
together to form an organisation whose goals are very similar to the those HFNZ holds; ttmdegnnect

families of people with haemophilia with each other, to help younger members with their eidn¢cand

to provide news of anddvocate forthe latest medical advances.

The story of HFNZ and its people is an example of individuals coming together and turning what could be
viewed as a tragedy into a success. From the days when pain, suffering abditgisvere the fate of
people with haemophilia, through the 1970s wheéreatment with plasmaderived productsbecame
available allowing freedom and hope, through the shock and devastation associated with viral
contamination of the blood supply, particulg HIV and hepatitis C, to the cautious optimism of today
where stateof-the-art medication allows people with haemophilia to live full lives.

Advances in medicine over the last 50 years have meant that most people with haemophilia and other
inherited bSRAY 3 RA&A2NRSNI R2 y2¢ (AGS NBtFGAGSt & Wy2N]
haemophilia is luckily diminishing, living with haemophilia today still impacts families with newly
diagnosed babies, growing children and adults with the condition inadety of distressing and
sometimes overwhelming wayphysically and psychologically

| Cb%Qa YA&aaAarzy &aidbiSYSyd ara G2 LINROARS SEOSttSyOS
people in New Zealand with bleeding disorders and their family/whanaulhrough their Outreach
Workers, educational initiatives and camps, physical activity and suppddotwear programmes, and
educational grants, HFNZ is able to assist people with these chronic disorders through all stages of their
life. HFNZ aim to prodé the tools to give members a voice and try to ensure they receive the best care
that medicine can offeg as despite advances in genetic technology a cure remains elusive.

HFNZ is organised into four regions throughout the country (Northern, Midlandral,edouthern), which
each have their own branch committee to organise social events. The National Council is responsible for
the governance of the Foundation, on which sits the National President, twoPvé&sidents and a

Y I

Treasurer, and a representatvENR Y S| OK 2F (G(KS NBIA2yQa 26y O2YYAlGS

voluntary and decided by election at an Annual General Meeting.
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Haemophilia Foundation of New Zealand
Governance Structure

MEMBERSHIP
Patron & Life Members
Individual Members, Family Members
Associate Members, Corporate Members, Friends

i1 1 1 1

Northern I Midland I Central l Southern
Regional Branches

Northern Midland Central Southern
Delegate Delegate Delegate Delegate

|| S | | | |

HFNZ National Council
Comprising:

President
Vice-President (2)
Treasurer
Youth Delegate
(Elected by the national votingmembership)
plus
Regional Branch Delegates
(Elected by regional membership)
Plus any Seconded Members

Once the organisation was run on an entirely volunteer basis and active mostly in the Auckland area,
however with the onet of bloodborne virus infection as a result of contaminated plagpnaducts used
to treat haemophilia in the 1980s the Foundation began to evolve into a more professional organisation.

Today, HFNZ is a national organisation with the National Office ahdingtration located in
Christchurch. The administrative staff include an Executive Officer, Office Administrator and National
Information Coordinator. The Foundation also runs an Outreach Programme to meet the psychosocial
and education needs of peoplwith bleeding disorders. Until recently this has consisted of three
Haemophilia Outreach Workers, one covering the South Island (Southern region), one the lower North
Island (Central region), and one the middle and top of the North Island (Northern andrididegions).

In late 2008, HFNZ secured additional funding to provide further outreach services in general and
Hepatitis C outreach services in particular. The additional funding made it possible to action an aspect of
HFNZ's longstanding Decade Planappoint an Outreach Worker for each region of New Zealand. The
position of Outreach Manager was also establishiedch region now has a dedicated Outreach Worker
employed for 20 hours per week. There is also a HCV Liaison role of 15 hours per weekastbelen

the added role of one of the Outreach WorkeEducational workshops run by HFNZ were taking an
increasing amount of Outreach time. Having an Outreach Manager to take over the organisation of
educational programmes should allow the Outreach Woskapre time to concentrate on members.

10
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METHODS

Research into methods for conductirsg communityneeds assessment, particularly with people with
bleeding disorders wasarried out in late 2008 early 2009. This led to consultation with the Manitoba
chaper of the Canadian Hemophilia Society who had conducted a needs assessment in 2007. Based on
the research, a four tier approach to the needs assessmerst adoptedthat included Focus Groups
Member Survey, Community Reviemeetingsandthe Disseminatin ofthe Results.

Two Focus Groups were held at regional campi early 2009 The hour longFocus Groups were held
RdzZNAY3I (GKS {2dziKSNYy wS3IAz2yQa OF YL Ay WIydzr NE HAang
Holding the Focus Groupsduring the regimal campswas selectedbecause a crossection of members

from the region attend these social gatheringsSouth Island and a North Island group were incluaed t

ensure a varietyf perspectives were captured.

Although the discussion was unstructured, flaeilitator (CL) ensured that the majority of the same topics
were covered incluthg the mission of HFNZ, the benefits of membership, types of members, HFNZ
services, and how members might be attracted to become invol&etbpy of the type of questionsked

to stimulate conversation iavailable in Appendix 1. ThedusGroups were recordedor transcription
purposes only.

The results of the deusGroup discussion ere used to drive the development of thielember Survey A

37 question survey was develahéo capture basic demographic details, bleeding disorder status, level of
awareness and utilisation of HFNZ services, feedback on the website and newslettggvatite ability

to give suggestions to HFNZ (Appendix 2). The questionnaire was postegl ¢émttre HFNZ mailing list

(663 contacts) with the June issue lHFNZ newsletterBloodlineg and made available online on Survey
Monkey through a link from the HFNZ homepage. Participation in the survey was also encouraged by
Haemophilia Outreach Workers their contact with membersResponses from hard copy surveys were
entered into Survey Monkemnd extracted to Microsoft Excébr data analysisData from the Focus
Groups and the Member Survey were then compiled into a Preliminary RiepOxtober 2009

In October and NovembeCommunity Reviews meetings wereheld in each of the four HFNZ regions
(Northern, Midland, Central and Southerue to the geography of the South Island, two reviews were
held in the Southern region, one in Christchurch and ioneunedin.Thesemeetingsallowed participants

to review thePreliminary Report, give their feedback, angrovidedan additional forum for members to
express their needs and how HFNZ might help meet thEme. structure of the meetings was informal
with various topics and themes raised tlre FreliminaryReport werediscussedAgain, the meetingwere
recorded for transcription purposes only.

Thisfinal reportincludes the contents of the Preliminary Report and the additional feedback from the
Community Relew, meetings as well agcommendationsfor the Foundation on areas where service
might be improved to meet the needs identified through the community needs assessment probéss.
report will be distributed to all HFNZ members and available onlinesat.haemophilia.org.nz

This research was undertakemeeting facilitated byand report written by Chantal Lauzon, National
Information Coordinatoon behalf ofHFNZ.

11
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ReEsSULTg PARTI: FOCUSGROUPS ANIMEMBERSURVEY

This section focuses on the responses of participants of the Focus Grodiiee Member Survey

PARTICIPATION

FocusGrRoupPs

The Southern FocuSroup attracted 16 participants, mostly parents of children with a bleeding disorder,
and at least one aduwith haemophilia. No HFNZ staff members other than the facilitator were present.
Participants originated from across the South Island.

The Northern Focus Group began with only five participants, however by the end of the session the group
included appraimately 12 people. In this group there was an even mix of parents with children with a
bleeding disorder and people with bleeding disorders. The local Haemophilia Outreach Worker was
presentfor the last 20 minutes of thedeus Group. The majority of paitipants lived in the Auckland
region.

MEMBERSURVEYRESPONDENTS
One hundred and nine peoplef the 663 people mailedompleted the needMember Survey94 hard
copy and 15 onling)making the response rate 16%

All four HFNZ regions were fairly represemt with slightly fewer respondents from the Midland Region
compared to the others (Figure 1).

FIGURE. DISTRIBUTION OF ERIIONNAIRE RESPONCEBY REGION

m Northern Region
® Midland Region
m Central Region

B Southern Region

The majority of respondents (46.8%) live in a city with a haemopleilite, followed by in a city with a
regional hospital (31.2%) and in a rural location (22.0%). Almost all respondents (89.1%) were over 31
years old, with 37.6% over 50 years old. Only 7.3% and 4.6%, were in-8@eal® 617 age groups,
respectively. Narly half the respondents had been members of the Foundation for more than 10 years
(Figure 2).

12
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FIGURR. DISTRIBUTION OMGTH OF ASSOCIATIONQUESTIONNAIRE RESDENTS WITH HFENZ

M Less than 1 year

M 1-5years

W 6-10years

® More than 10 years

The most common type of member that completie questionnaire was a parent/primary care

giver/family member of a person with bleeding disorder (45.0%) (Figure 3). This rises to 56 percent if
those parents/primary care giver with a bleeding disorder themselves are included. Nearly ten percent
(n=9) d the respondents were associates of the Foundation (medical personal, care team, life member or
had other affiliation).

Of those reporting to have a bleeding disorder, the majority had haemophilia (haemophilia A, 58.2%;
haemophilia B, 14.5%; total), howava third of respondents reported having von Willebrand disorder
(VWD)(Figure 4) This is much higher thahe percentage of HFNZ members with vWD, which is
approximately a 10 percent of the membership. No respondents reported have a platelet disorder or
other factor deficiency themselves.

Of partners or those caring for child/person with a bleeding disorder, nearly two thirds were most
concerned with haemophilia A (63.0%), while nearly a third (28.8%) were concern with VWD (Figure 5).
Nearly 3%of respordentscare for people with rare bleeding disorders.

Forty percent of survey respondents reported caring for a child under the age of 18 with a bleeding
disorder. Of those, 81.0% cared for one child with a bleeding disorder and 19.0% for two children with
bleeding disorders. No respondents cared for more than two children with a bleeding disorder. The
majority of children cared for (30 of 51) have haemophilia A, while 31% (16 of 51) have vWD (Figure 5).
Most children cared for (70%) were between the age6 ahd 15 years, followed by®years (20%) and
16-18 years (10%).

13
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AGURB. TYPES OF MEMBERPEARTED BY QUESTIQIRE RESPONDENTS
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FIGURE. TYPE OF BLEEDINS@RDER OF QUESTIANE RESPONDENTSOREMNG HAVING A BLEEG DISORDER
THEMSELVES
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FIGURB. BLEEDING DISOROERPRIMARY CONCHRIR PARENTS/CAREERS AND PARTNERSP@EPLE WITH BLEEDING
DISORDERS WHO RESPEINTO THE QUESTIGNNE
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FIGURB. DISTRIBUTION OFEEIDING DISORDERS AMBCCHILDREN OF RESPENTS WITH CHILDREMWDER 18 YEARS OF
AGE WITH BLEEDINGORDERS
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Of the 89 respondents who answered whether they had other children, 29.2% said no, 29.2% had
unaffected son(s), 10.1% hadaffected daughter(s), 25.8% had daughters who carried the gene for a
bleeding disorder, and 25.8% had other children but they were unsure if they were affected or carried the
gene for a bleeding disorder.
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PURPOSE OF THEUNDATION

When asked abouthe mission or purpose of HFNZgpdes Group participantsresponded that first and
foremost that the Foundation was there to support members and families and create networks. It offered
reassurance, education, understanding and a place to go if you needed @nswédelp. HFNZ also
provided advocacy and a voice with government, and a means of communication.

IntheMember Surveyg KSy a1 SR (2 NIyl GKS AYLRNIIFyOS 2F (KS
¢ to provide excellence in haemophilia care, edudatiadvocacy and suppog all four received high
ratings, with education and support the highest ranked (Figure 6).

FIGURE. IMPORTANCE OF EAOHHFNZ'S KEY ACTIES BY QUESTIONNARESPONDENTS
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In terms of how HFNZ are actlyadelivering on their mission statemerthe majority of questionnaire
respondents felt that HFNZ were fulling the mission statement on both a personal/family level and on a
community level. It was clear that on a community IeWFNZ still has a lot ocdom for improvement as

2yte pm: OKz2asS GKIG &2Sax 1Cb% gla FdAf FAfEAYy3I AlGQa
comments included that the Foundation was fulfilling their mission to the best of their ability, but some
people were unsure anfelt that opportunities have been wasted.

HFNZ3=RVICE& PROGRAMMES

In both the Focus Groups and theMember Surveyrespondentswere asked to describe the services
offered by HFNZ that andgtal or fundamentally important to themselves/their family. Téeme themes
appeared:

1 Support ¢ this includes both Outreach services and the support provided by other members.
Outreach services wereonsideredessential as they not only provigeersonal support and |
LIK2YyS fAYS FyeldAyYSQs ricekandsupdbsysiems. 2 £ f GKS 20 KS
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1 Camps the education workshops and family camps were considered essential to many families,
especially the Newly Diagnosed Family camps.

1 Education ¢ whether provided via Outreach, camps or printed/electronic resources, many
members listed education a vital service the Foundation provides for members through the
different stages of their lives and connection with bleeding disorders. Several respondents felt
the newsletter,Bloodline was fundamental.

1 Supportive Progammes ¢ Many respondents listed programmes such as the supportive
footwear programme and exercise programme, which provides funding assistance for these
activities as vital for their families. Other felt these services were important and appreciated but
not essential.

1 Advocacyq Several respondents listed advocacy as vital to them, both in the sense of having a
voice with government and also on a personal level with health care providers. Others
mentioned maintaining a presence with decision makersensue the safetyand supply of
treatment products.

Some other respondents felt there were no services that the Foundation provided that could be
considered vital to them. Some commented that those they accessed were still appreciated however,
while others felt the service@ FFSNBER o6& |1 Cb% 6SNB RAAFILILRAY(GAY3
portion of the communityi(e., adults with haemophilia).

Suggestions for others services needed that are not currently provided by HFNZ included better printed
educational resources (@nsuggestion waspecifically forone for rare bleeding or platelets disorders),
Mn2NRA 2dzi NBF OK 62N]J SNBERX FYR FAYFYOALFf aaradalyos
ACC (suggestions included sit obstetrician, medic alertand counselling servicesWith regards to the

ageing haemophilia population, it was alsoggested that funding towards mobility scooters or other
assistance devices might be of use. There were comments that the Outreach Workers are in the best
position to hear about the needs of individuals and would be able to identify those that might btreefi

whole population.

To ensure that the ongoing medical needs of the population are adequatelyrespipncents was felt the
Foundation could also be doing more to promote/fund research into bleeding disorders and help better
educate medical professiolmabout haemophilia andWD It was suggested that the Foundation should

be more active in encouraging younger doctors to go into haematology and should look into providing
scholarships, grants or stipends to study haematologyhe condition that the stdents practiced in New
Zealand for a set number of years once they completed their training.

With regad to specific services, in thedvhber Survey respondents were asked to indicate whether they
were aware/unaware of a list of HFNZ services, whethey thed used them now or in the past, and the
importance of such services to themselves or their families. Awareness among respondents was high for
the majority of services, includintpe Bloodlinenewsletter (99%)Qutreach Services (94%g¢ducational
Resouces (85%)Exercise/Swimming Programme (68%Mhd Supportive Footwear Programme (66%)
(Figure 7) Services that were not as well knowcludedthe Defensive Drivinrogramme (33% aware)

Allan Coster Educational Grant Tr{s0%),Schoolpacks/visitg50%) and Special Needs Grants (44%). The
fact that these later programmes might be not as well known may be due to life stage of respondents

17
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either their children are not old enough to the access these services, or the respondents with a bleeding

disorderthemselves have past the stage of requiring these services.

FIGURB. AWARENESS OF HEBERVICES AMONG QUESINAIRE RESPONDENTS
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FIGURE. UTILISATION OF HFSERVICES AMONG QUBNNAIRE RESPONDEN







































































































