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EXECUTIVE SUMMARY 
The care of people with haemophilia and other inherited bleeding disorders has changed dramatically in 

the 50 years since the Haemophilia Foundation of New Zealand Inc. (HFNZ) was founded.  While the 

CƻǳƴŘŀǘƛƻƴΩǎ ǇǳǊǇƻǎŜ Ƙŀǎ ƭŀǊƎŜƭȅ ǊŜƳŀƛƴŜŘ ǘƘŜ ǎŀƳŜ ς to provide care, education, support and advocacy 

ς the programmes and services it offers have 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 treatment and the time 

since the tragedy of blood-borne 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 their families, 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 they can be aligned 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 decision-making process and help set the direction for the organisation. 

A four tier approach to the needs assessment was adopted that included Focus Groups, a Member Survey, 

Community Review meetings and the Dissemination of the results. Two Focus Groups were held, one in 

the North Island and one the South Island. The findings of these were used to generate the Member 

Survey.  

One hundred and nine surveys were completed (response rate 16%). Respondents were evenly 

ŘƛǎǘǊƛōǳǘŜŘ ƻǾŜǊ ICb½Ωǎ ŦƻǳǊ ŀŘƳƛƴƛǎǘǊŀǘƛǾŜ ǊŜƎƛƻƴǎ όbƻǊǘƘŜǊƴΣ aƛŘƭŀƴŘΣ /ŜƴǘǊŀƭΣ {ƻǳǘƘŜǊƴύ. Half of 

respondents lived in a city with a haemophilia centre, 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%. Forty-six percent of respondents had 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 

²ƛƭƭŜōǊŀƴŘΩǎ 5ƛǎƻǊŘŜǊ (vWD). The number of respondents 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 programmes that 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 get-aways organised on a regional level; and Education, gain from all 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, others felt 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 themselves. 
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Overall, members of the community were highly satisfied with the programmes and services accessed 

through HFNZ, and members appreciated that the Foundation was there to support them. There is 

however always room for improvement as there continue to be areas of need. Several 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 

community. More one-on-one support was needed however and 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 improved. This involves keeping the members better 

informed of issues facing the community and decisions taken by National Council and better use of 

electronic communication, such as email and the website www.haemophilia.org.nz, to inform and engage 

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 large-scale public awareness campaign, 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 diagnosis and treatment could be improved by better awareness among 

primary health care providers, especially for people with vWD. 

While HFNZ does not provide medical care or advice for members, it does play an important role in the 

education of and advocacy for members 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 that concern members 

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 as an area of focus. The sentiment expressed 

was that 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 arthropathy and pain as a result of inadequately treated bleeds earlier in their lives and 

their health and quality of life is considered to be worse than their non-haemophilia counterparts. More 

research is called for to explore the needs of this sector of the community and how HFNZ may be of 

assistance. 

There are many ways HFNZ can improve support for families. Suggestions included ensuring that families 

and individuals were accessing all applicable benefits, and providing coordination or financial support for 

counselling services. Certain times such as the transition to venous access were identified as areas where 

more support is ƴŜŜŘŜŘΦ 9ŘǳŎŀǘƛƻƴ ŦƻǊ ŜȄǘŜƴŘŜŘ ŦŀƳƛƭȅκǿƘņƴŀǳ ƳŜƳōŜǊǎ ŀƴŘ ǎǳǇǇƻǊǘ ǇŜƻǇƭŜ ǿŀǎ ŀƭǎƻ 

desired. 

The sentiment that came through the whole needs 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 families. The 

http://www.haemophilia.org.nz/
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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 that can be accessed through the Foundation was of the greatest value for those in the 

community. This supportive network is built up of Outreach Workers, other parents, adults and youth 

with bleeding disorders, their families, and also some of the haemophilia care providers. This supportive 

network was the one thing the bleeding disorder community would continue to need above  

all else. 
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INTRODUCTION 
! ŎƻƳƳǳƴƛǘȅ ƴŜŜŘǎ ŀǎǎŜǎǎƳŜƴǘ ƛǎ ŀ ǿŀȅ ƻŦ ƎŀǘƘŜǊƛƴƎ ƛƴŦƻǊƳŀǘƛƻƴ ŀōƻǳǘ ŀ ŎƻƳƳǳƴƛǘȅΩǎ ƻǇƛƴƛƻƴǎΣ ƴŜŜŘǎΣ 

challenges, and assets to determine which programmes and services meet the real needs of the 

community.   

In 2008, the Haemophilia Foundation of New Zealand (HFNZ) began a process to assess the needs of their 

membership in order to ensure that the bleeding disorder community in the New Zealand is adequately 

served. ²ƘƛƭŜ ǘƘŜ CƻǳƴŘŀǘƛƻƴΩǎ ǇǳǊǇƻǎŜ Ƙŀǎ ƭŀǊƎŜƭȅ ǊŜƳŀƛƴŜŘ ǘƘŜ ǎŀƳŜ ƻǾŜǊ ǘƘŜ ƭŀǎǘ рл years, the care of 

people with haemophilia and other inherited bleeding disorders has changed dramatically and HFNZ 

support services have developed to meet perceived needs. With the advances in the medical treatment of 

bleeding disorders presently available, the needs of people with bleeding disorders and their 

family/whanau can be expected to have evolved. As such HFNZ programmes, support services and policies 

need to evolve in a way that recognises these changes. HFNZΩǎ National Council and staff want to ensure 

that relevant, beneficial and cost effective programmes and services are being offered to all members.  

A strategic planning meeting with members of National Council, staff, and key members of the community 

was held in May 2008.  The final list of action points ƛƴŎƭǳŘŜŘ ōƻǘƘ ŀǎǎŜǎǎƛƴƎ ƳŜƳōŜǊǎΩ ƴŜŜŘǎ ŀƴŘ ŀƭƛƎƴƛƴƎ 

ǎŜǊǾƛŎŜǎ ǿƛǘƘ ƳŜƳōŜǊǎΩ ǊŜŀƭ ƴŜŜŘǎΦ It has since also been recognised that some members of the bleeding 

disorders community feel they have lost their voice with the Foundation, and the needs assessment 

process is one way for people to learn more about HFNZ and participate in determining policy, services 

and priorities. A grant to undertake a community-wide needs assessment was sought and received by the 

Acorn Trust in late 2008.  

This needs assessment aims to ask what are the current needs of people with bleeding disorders in New 

Zealand and their families, partners and carers. It also aims to assess their experience with HFNZ 

programmes and services, and ask what sort of services they need now and in the future. 

The results of the Focus Groups, the Member Survey and the Community Review meetings that make up 

the Needs Assessment process are presented here, as well as recommendations for the Foundation to 

ƛƳǇǊƻǾŜ ǎŜǊǾƛŎŜǎ ŀƴŘ ōŜǘǘŜǊ ƳŜŜǘ ƳŜƳōŜǊǎΩ needs. In the first Results section, responses from the Focus 

Groups and the Member Survey for non-demographic questions have been combined to avoid repetition 

and give more clarity to the issues at hand.  The second Results section presents feedback from the 

Community Review meeting on issues that were raised in the previous section and additional needs or 

comments they expressed. 

Ultimately, the HFNZ Needs Assessment 2009 will help inform the delivery of services and availability of 

programmes and resources offered by HFNZ.  The 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  

INHERITED BLEEDING DISORDERS 

Haemophilia is a bleeding disorder. The blood of a person with haemophilia does not coagulate normally 

because one or more of the plasma proteins needed to form a clot, and stop the bleeding, is either 

missing or reduced. There are 13 main clotting factors (identified 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; however, bleeding 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 (trauma), 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 (groin). Repeated bleeding 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 with severe arthritis. Most adults with haemophilia over the age of 30 years 

suffer arthropathy to some degree and the related issues with pain and mobility. Thankfully, most bleeds 

can now be managed and treated effectively with clotting factor concentrates, either manufactured from 

human plasma or using recombinant genetic technology. 

The most 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 known as 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 almost only affect males as 

the gene responsible is carried on the X chromosome. Although it is rare for a woman to be seriously 

affected, many women who are carriers of the haemophilia gene have symptoms of mild haemophilia, 

which can seriously affect their quality of 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 other bleeding disorders that affect males and 

females equally. In fact, because of menstruation and childbirth, some bleeding disorders, such as von 

²ƛƭƭŜōǊŀƴŘΩǎ 5ƛǎƻǊŘŜǊ (vWD) can have a major impact on affected women. 

Another inherited bleeding disorder, vWD is a blood clotting condition caused by either a lack of or 

dysfunctional von Willebrand factor. von Willebrand factor is another plasma protein that acts as a glue, 

sticking platelets to the wall of a broken blood vessel. vWD is the most common bleeding disorder in the 

world, and is thought to affect approximately 1 in every 100 people, although the symptoms are often 

mild. 

Although similar to haemophilia, people with vWD usually suffer more from prolonged external bleeding, 

rather than internal bleeds. Symptoms may include frequent nosebleeds, heavy menstruation and excess 
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bleeding after surgery, even minor procedures such as dental extractions. The disorder is passed on 

through an abnormal gene that can be inherited from the mother or father (or both, in some cases). 

There is no cure for inherited bleeding disorders ς they are chronic illnesses that 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 receive 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 with haemophilia 

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 person with an inherited 

bleeding disorder throughout their lifetime.  

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 

ǎƻƴǎΩ ǊŀǊŜΣ ŀƴŘ ǘƘŜƴ ǳƴǘǊŜŀǘŀōƭŜΣ ŘƛǎŜŀǎŜΣ ƘŀŜƳƻphilia.  A group of like-minded people eventually joined 

together to form an organisation whose goals are very similar to the those HFNZ holds today ς to connect 

families of people with haemophilia with each other, to help younger members with their education, and 

to provide news of and advocate for the 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 and disability were the fate of 

people with haemophilia, through the 1970s when treatment with plasma-derived products became 

available allowing freedom and hope, through the shock and devastation associated with viral 

contamination of the blood supply, particularly HIV and hepatitis C, to the cautious optimism of today 

where state-of-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 bleŜŘƛƴƎ ŘƛǎƻǊŘŜǊ Řƻ ƴƻǿ ƭƛǾŜ ǊŜƭŀǘƛǾŜƭȅ ΨƴƻǊƳŀƭΩ ƭƛǾŜǎΦ !ƭǘƘƻǳƎƘ ǘƘŜ ǾƛǎƛōƭŜ ƛƳǇŀŎǘ ƻŦ 

haemophilia is luckily diminishing, living with haemophilia today still impacts families with newly 

diagnosed babies, growing children and adults with the condition in a variety of distressing and 

sometimes overwhelming ways, physically and psychologically. 

ICb½Ωǎ Ƴƛǎǎƛƻƴ ǎǘŀǘŜƳŜƴǘ ƛǎ ǘƻ ǇǊƻǾƛŘŜ ŜȄŎŜƭƭŜƴŎŜ ƛƴ ŎŀǊŜΣ ŜŘǳŎŀǘƛƻƴΣ ŀŘǾƻŎŀŎȅ ŀƴŘ ǎǳǇǇƻǊǘ ǘƻ ŀƭƭ 

people in New Zealand with bleeding disorders and their family/whanau.  Through their Outreach 

Workers, educational initiatives and camps, physical activity and supportive footwear programmes, and 

educational grants, HFNZ is able to assist people with these chronic disorders through all stages of their 

life. HFNZ aim to provide the tools to give members a voice and try to ensure they receive the best care 

that medicine can offer ς as despite advances in genetic technology a cure remains elusive. 

HFNZ is organised into four regions throughout the country (Northern, Midland, Central, Southern), 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, two Vice-Presidents and a 

Treasurer, and a representative ŦǊƻƳ ŜŀŎƘ ƻŦ ǘƘŜ ǊŜƎƛƻƴΩǎ ƻǿƴ ŎƻƳƳƛǘǘŜŜǎΦ !ƭƭ /ƻǳƴŎƛƭ Ǉƻǎƛǘƛƻƴǎ ŀǊŜ 

voluntary and decided by election at an Annual General Meeting. 
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Once the organisation was run on an entirely volunteer basis and active mostly in the Auckland area, 

however with the onset of blood-borne virus infection as a result of contaminated plasma-products 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 and administration 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 people with 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 and Midland regions).  

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 Plan, to appoint an Outreach Worker for each region of New Zealand. The 

position of Outreach Manager was also established. Each region now has a dedicated Outreach Worker 

employed for 20 hours per week. There is also a HCV Liaison role of 15 hours per week which has been 

the added role of one of the Outreach Workers. Educational 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 Workers more time to concentrate on members.  
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METHODS 
Research into methods for conducting a community needs assessment, particularly with people with 

bleeding disorders was carried out in late 2008 - early 2009. This led to consultation with the Manitoba 

chapter of the Canadian Hemophilia Society who had conducted a needs assessment in 2007. Based on 

the research, a four tier approach to the needs assessment was adopted that included: Focus Groups, a 

Member Survey, Community Review meetings and the Dissemination of the Results. 

Two Focus Groups were held at regional camps in early 2009. The hour long Focus Groups were held 

ŘǳǊƛƴƎ ǘƘŜ {ƻǳǘƘŜǊƴ wŜƎƛƻƴΩǎ ŎŀƳǇ ƛƴ WŀƴǳŀǊȅ нллф ŀƴŘ ǘƘŜ bƻǊǘƘŜǊƴ wŜƎƛƻƴΩǎ ŎŀƳǇ ƛƴ CŜōǊǳŀǊȅ нллфΦ 

Holding the Focus Groups during the regional camps was selected because a cross-section of members 

from the region attend these social gatherings. A South Island and a North Island group were included to 

ensure a variety of perspectives were captured. 

Although the discussion was unstructured, the facilitator (CL) ensured that the majority of the same topics 

were covered including the mission of HFNZ, the benefits of membership, types of members, HFNZ 

services, and how members might be attracted to become involved. A copy of the type of questions asked 

to stimulate conversation is available in Appendix 1.  The Focus Groups were recorded for transcription 

purposes only. 

The results of the Focus Group discussion were used to drive the development of the Member Survey. A 

37 question survey was developed to capture basic demographic details, bleeding disorder status, level of 

awareness and utilisation of HFNZ services, feedback on the website and newsletter, and gave the ability 

to give suggestions to HFNZ (Appendix 2). The questionnaire was posted to the entire HFNZ mailing list 

(663 contacts) with the June issue of HFNZ newsletter, Bloodline, 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 in their contact with members. Responses from hard copy surveys were 

entered into Survey Monkey and extracted to Microsoft Excel for data analysis. Data from the Focus 

Groups and the Member Survey were then compiled into a Preliminary Report in October 2009. 

In October and November, Community Reviews meetings were held in each of the four HFNZ regions 

(Northern, Midland, Central and Southern). Due to the geography of the South Island, two reviews were 

held in the Southern region, one in Christchurch and one in Dunedin. These meetings allowed participants 

to review the Preliminary Report, give their feedback, and provided an additional forum for members to 

express their needs and how HFNZ might help meet them. The structure of the meetings was informal 

with various topics and themes raised the in Preliminary Report were discussed. Again, the meetings were 

recorded for transcription purposes only. 

This final report includes the contents of the Preliminary Report and the additional feedback from the 

Community Review, meetings as well as recommendations for the Foundation on areas where service 

might be improved to meet the needs identified through the community needs assessment process. This 

report will be distributed to all HFNZ members and available online at www.haemophilia.org.nz.  

This research was undertaken, meeting facilitated by and report written by Chantal Lauzon, National 

Information Coordinator on behalf of HFNZ. 

http://www.haemophilia.org.nz/
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RESULTS ς PART I: FOCUS GROUPS AND MEMBER SURVEY 
This section focuses on the responses of participants of the Focus Groups and the Member Survey.  

PARTICIPATION 

FOCUS GROUPS 
The Southern Focus Group attracted 16 participants, mostly parents of children with a bleeding disorder, 

and at least one adult with 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 approximately 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 

present for the last 20 minutes of the Focus Group. The majority of participants lived in the Auckland 

region. 

MEMBER SURVEY RESPONDENTS 
One hundred and nine people of the 663 people mailed completed the needs Member Survey (94 hard 

copy and 15 online), making the response rate 16%.  

All four HFNZ regions were fairly represented, with slightly fewer respondents from the Midland Region 

compared to the others (Figure 1).  

FIGURE 1. DISTRIBUTION OF QUESTIONNAIRE RESPONDENTS BY REGION 

 

The majority of respondents (46.8%) live in a city with a haemophilia centre, 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 the 18-30 and 0-17 age groups, 

respectively. Nearly half the respondents had been members of the Foundation for more than 10 years 

(Figure 2). 
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FIGURE 2. DISTRIBUTION OF LENGTH OF ASSOCIATION OF QUESTIONNAIRE RESPONDENTS WITH HFNZ 

 

The most common type of member that completed the 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) of 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), however a third of respondents reported having von Willebrand disorder 

(vWD) (Figure 4). This is much higher than the 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 respondents care 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 ages of 6 and 15 years, followed by 0-5 years (20%) and 

16-18 years (10%). 
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FIGURE 3. TYPES OF MEMBERS REPORTED BY QUESTIONNAIRE RESPONDENTS 

 

 

FIGURE 4. TYPE OF BLEEDING DISORDER OF QUESTIONNAIRE RESPONDENTS REPORTING HAVING A BLEEDING DISORDER 

THEMSELVES  
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FIGURE 5. BLEEDING DISORDER OF PRIMARY CONCERN FOR PARENTS/CARE GIVERS AND PARTNERS OF PEOPLE WITH BLEEDING 

DISORDERS WHO RESPONDED TO THE QUESTIONNAIRE 

 

 

FIGURE 6. DISTRIBUTION OF BLEEDING DISORDERS AMONG CHILDREN OF RESPONDENTS WITH CHILDREN UNDER 18 YEARS OF 

AGE WITH BLEEDING DISORDERS 

  

Of the 89 respondents who answered whether they had other children, 29.2% said no, 29.2% had 

unaffected son(s), 10.1% had unaffected 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 THE FOUNDATION 

When asked about the mission or purpose of HFNZ, Focus Group participants responded 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 answers or help. HFNZ also 

provided advocacy and a voice with government, and a means of communication. 

In the Member Survey, ǿƘŜƴ ŀǎƪŜŘ ǘƻ Ǌŀƴƪ ǘƘŜ ƛƳǇƻǊǘŀƴŎŜ ƻŦ ǘƘŜ ŦƻǳǊ ǇƛƭƭŀǊǎ ƻŦ ICb½Ωǎ Ƴƛǎǎƛƻƴ ǎǘŀǘŜƳŜƴǘ 

ς to provide excellence in haemophilia care, education, advocacy and support ς all four received high 

ratings, with education and support the highest ranked (Figure 6). 

FIGURE 7. IMPORTANCE OF EACH OF HFNZ'S KEY ACTIVITIES BY QUESTIONNAIRE RESPONDENTS 

 

In terms of how HFNZ are actually delivering on their mission statement, the 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 level, HFNZ still has a lot of room for improvement as 

ƻƴƭȅ рп҈ ŎƘƻǎŜ ǘƘŀǘ ȅŜǎΣ ICb½ ǿŀǎ ŦǳƭŦƛƭƭƛƴƎ ƛǘΩǎ Ƴƛǎǎƛƻƴ ǎǘŀǘŜƳŜƴǘ ŀƴŘ нс҈ ŎƘƻǎŜ ƳƻǎǘƭȅΦ {ƻƳŜ ƻŦ ǘƘŜ 

comments included that the Foundation was fulfilling their mission to the best of their ability, but some 

people were unsure and felt that opportunities have been wasted. 

HFNZ SERVICES & PROGRAMMES 

In both the Focus Groups and the Member Survey, respondents were asked to describe the services 

offered by HFNZ that are vital or fundamentally important to themselves/their family.  The same themes 

appeared: 

¶ Support ς this includes both Outreach services and the support provided by other members. 

Outreach services were considered essential as they not only provide personal support and άŀ 

ǇƘƻƴŜ ƭƛƴŜ ŀƴȅǘƛƳŜΩΣ ōǳǘ ŀŎŎŜǎǎ ǘƻ ŀƭƭ ǘƘŜ ƻǘƘŜǊ ǎŜrvices and support systems. 
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¶ Camps ς the education workshops and family camps were considered essential to many families, 

especially the Newly Diagnosed Family camps. 

¶ Education ς 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. 

¶ Supportive Programmes ς 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. 

¶ Advocacy ς 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 makers to ensure the safety and 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 services ƻŦŦŜǊŜŘ ōȅ ICb½ ǿŜǊŜ ŘƛǎŀǇǇƻƛƴǘƛƴƎ ŀǎ ǘƘŜȅ ŘƛŘƴΩǘ ƳŜǘ ǘƘŜ ƴŜŜŘǎ ƻŦ ŀ 

portion of the community (i.e., adults with haemophilia). 

Suggestions for others services needed that are not currently provided by HFNZ included better printed 

educational resources (one suggestion was specifically for one for rare bleeding or platelets disorders), 

MņƻǊƛ ƻǳǘǊŜŀŎƘ ǿƻǊƪŜǊǎΣ ŀƴŘ ŦƛƴŀƴŎƛŀƭ ŀǎǎƛǎǘŀƴŎŜ ǿƛǘƘ ƘŜŀƭǘƘ ŎŀǊŜ Ŏƻǎǘǎ ƴƻǘ ŎƻǾŜǊŜŘ ōȅ ǘƘŜ ƘƻǎǇƛǘŀƭ ƻǊ 

ACC (suggestions included visits to obstetrician, medic alert, and counselling services). With regards to the 

ageing haemophilia population, it was also suggested 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 benefit the 

whole population. 

To ensure that the ongoing medical needs of the population are adequately met, respondents was felt the 

Foundation could also be doing more to promote/fund research into bleeding disorders and help better 

educate medical professionals about haemophilia and vWD. 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 haematology on the condition that the students practiced in New 

Zealand for a set number of years once they completed their training. 

With regard to specific services, in the Member Survey, respondents were asked to indicate whether they 

were aware/unaware of a list of HFNZ services, whether they had 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, including the Bloodline newsletter (99%), Outreach Services (94%), Educational 

Resources (85%), Exercise/Swimming Programme (68%), and Supportive Footwear Programme (66%) 

(Figure 7). Services that were not as well known included the Defensive Driving Programme (33% aware), 

Allan Coster Educational Grant Trust (50%), School packs/visits (50%) 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 ς 
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either their children are not old enough to the access these services, or the respondents with a bleeding 

disorder themselves have past the stage of requiring these services. 

FIGURE 8. AWARENESS OF HFNZ SERVICES AMONG QUESTIONNAIRE RESPONDENTS 

 

 

FIGURE 9. UTILISATION OF HFNZ SERVICES AMONG QUESTIONNAIRE RESPONDENTS 

 




































































