
Leading American Immunologist Professor
Jerry Winkelstein M.D. was quick to
dispute some commonly held
misconceptions about Primary Immune
Deficiency (PID) conditions during the
recent series of seminars hosted by KIDs
in Auckland, Wellington, Christchurch and
Dunedin   
In New Zealand to educate health
professionals about the importance of
early diagnosis, Professor
Winkelstein stressed that PID was not rare
and indeed as a family of diseases, it is
more common than childhood leukemia or
lymphoma.  Professor Winkelstein went on
to point out that PID conditions are not
always diseases of childhood saying that
some of the disorders present initially in
adults with for example, the average age of
the onset of CVID symptoms being 28 years
and the average age of diagnosis 32 years.
It is also not correct that most patients

present severely ill said the Professor as
some disorders may have relatively mild
symptoms that progress to more severe
forms.  
As well as addressing commonly held

misconceptions, the Professor
emphasized that some of
today's most important and
significant therapies had been
developed over the years as a
direct result of research
conducted for benefit of
patients with Primary Immune
Deficiencies.  
The Professor said that PID
research had enabled the AIDS
Virus to be identified, noted that
the first bone marrow transplant
was performed for a PID patient

and that intravenous immunoglobulin,
which is now widely used for the treatment
of many conditions was first used as a
replacement therapy for a PID patient.  PID
research according to the Professor had
provided valuable insights. 
Chairman of the Kids Foundation Stephen
Baxter said that while the Seminars were a
big undertaking they were a very
worthwhile exercise in terms of raising
awareness.   
ªThe seminars were a first for the
Foundation and we were delighted with the
positive feedback we received from the
medical schools and hospitals.  Hundreds
of health professionals nationwide are now
far better equipped to recognize PID
symptoms and a lot more confident about
how to manage and treat the condition.
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As to be expected, the bi-
annual Ambassadors' Benefit
Ball was a glittering and
polished affair providing the
around 400 attendees with a
night to remember.  A night too,
the Kids Foundation will

remember for the
overwhelming generosity of the
Diplomatic and Wellington
communities.     
Held at the Wellington Town
Hall Auditorium and staged
around the Phantom of the

Opera musical,
Ball attendees
were treated to
the well-known
Phantom tunes
and masks
were handed
out to complete
the theme.
Introductory

speeches 

New Specialist PID Nurses Group 

Clinical Immunology

Nurse Specialist at the Starship Hospital, Pauline Brown is

setting up a PID focus group for nurses involved or affiliated

with the care of patients with PID.  The group will be formally

launched in Auckland in May 2003 and has as its purpose to

provide support and advice to nurses and inform them of

advances in PID care and research, conferences and events.

For further information, contact Pauline Brown on Ph: (09) 307-

4949, Ext 5329, email: paulineb@adhb.govt.nz. 

Friends & Families of Kids Launched 
The Foundation has a brand new ally - the Friends and

Families of Kids.  Launched during the Winkelstein Seminars,

the group has as its ambassador a well known television

personality and top radio sales professional Todd Scott.  The

group aims to assist in the building the Kids profile nationwide,

awareness about PID and fundraising.  If you would like to join

the supporters contact Janet Simons on 0508300600, or email

kidsnz@nznet.co.nz 
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Diplomatic Community Donates Hearts & Dollars to Cause!

NEWS IN BRIEF

CLINICAL PRESENTATIONS OF PID:
What to Look Out for According to Professor Winkelstein!

Remember, there is no set `recipe' that leads to a diagnosis.
It is important to look at the whole picture.
However take particular note when your family member or
patient: 
May seem to have an increased susceptibility to infection:
· unusual recurrent infection 
· unusual severe infection 
· unusual persistent or complicated infection 
· unusual low virulence of the organism 
May have an associated autoimmune, rheumatic, or
inflammatory disorder:
· autoimmune disease, for example ITP

inflammatory bowel disease, for example Crohn's disease 
· dermatitis, for example excema 
· scardosis 
May have an associated syndrome:
Clinical Pattern 
· Excema, Thrombocytopenia 
· Hypocalcemia, cardiac defect
· Ataxia Telangiectasia
Syndrome
· Whiskott Aldrich Syndrome
· Di George Syndrome
· Ataxia Telangiectasia  

This is great news for our families and all
those presently coping with a PID condition
that may not yet be diagnosed,º said
Stephen.    
Professor Winkelstein is the Eudowood
Professor of Paediatrics and Director of the
Division of Immunology, Department of
Paediatrics at John Hopkins University
School of medicine, Baltimore, Maryland.
His clinical expertise is in PID conditions and
his research has been on the genetics and
clinical significance of the complement
system.  

(L to R)
Professor
Winkelstein, 
Dr Crane and 
Dr John O'Donald
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started the evening followed by dinner,
dancing and an auction of donated items
including a classic Citroen car, a $13,000
dollar diamond ring and a jacket worn by an
international speed racing legend. The
auction alone raised around $57,000 for Kids.   
Staged specially for the benefit of the Kids
Foundation by the Diplomatic Heads of
Mission Spouses' Group, it is expected that
the Ball will generate essential funds to
assist the Foundation to meet members'

needs and continue to raise
awareness about Primary
Immune Deficiency
conditions.  
Kids Foundation Chairman
Stephen Baxter said that the
evening was beautifully
choreographed and he was
particularly delighted with the
warmth and generosity of the
whole Wellington Community.   

ªAside from the money raised for the
Foundation, what stood out about the
ball was the generosity of the people
attending the Ball ± perhaps this is a
hallmark of Wellingtonians!   We were
also deeply appreciative of the
Spouses' Group organization and the
way they put their hearts into the Ball
and gave so much of themselves.  Our
special thanks to Francoise Musnier

and Claire Fell,º he said.  

Among the many distinguished guests
attending the Ball were the Governor
General Dame Sylvia Cartwright and Peter
Cartwright, the Mayor of Wellington Kerry
Prendergast and the Commissioner for
Children and Kids Foundation Patron Roger
McClay.   Several Members of Parliament,
medical representatives and many local
business people also enjoyed the glittering
Wellington event. 

The conference opened with a Shared Session between ESID,
International Nursing Group for Immunodeficiencies (IGID) and
the International Patients Organisation for
Primary Immune Deficiencies (IPOPI) for a
panel discussion on the ªIns and Outs of
Immunoglobulin Therapyº. 
Chaired by Dr. Helen Chapel (John Radcliff
Hospital, Oxford, United Kingdom), the
primary panel findings were that there is a
current need to validate the efficacy of
immunoglobulin infusions, and that
information on patient response to therapy is
not a standard of care for patients with PID. 
The INGID meeting opened with a presentation
by Marilyn Winkelstein R.N. PhD. entitled ªNursing Care and
Immunodeficiencyº.  Dr Winkelstein presented the results of a

voluntary patient survey sponsored by the Immunodeficiency
Foundation (IDF) in the United States.

Key findings of that survey included:  
26% of patients were diagnosed with PID
between ages 1-5
23% of patients were diagnosed with PID
between ages 18-39
Sinusitis (68%of patients) was the most common
condition before and after diagnosis with PID,
bronchitis, ear infections and pneumonia
followed
41% of patients received IVIG at home
Nurses administered 85% of immunoglobulin

infusions
29% of patients were unable to work due to health problems.
As well as the main presentations there were a series of ªOral
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MEDICAL MATTERS
Immunology Nurse Specialist, Pauline Brown Reports on the Nursing
Section (INGID) of the European  Society for Immunodeficiencies
(ESID), Conference, Germany October 2002. PART 1
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Dancers Entertain

Francoise Musnier and Clare Fell The Auction Photos by Colin McDiarmid

The Foundation also thanks the following
organizations for helping to make the 2003
Winkelstein Seminar Series possible:
Lion Foundation, CSL Ltd, Medical Books
Ltd, Heritage Hotels, Harvey World Travel
Porirua, The Bendigo Valley Foundation,
The Phoenix Trust, The Trillian Trust, Pub
Charities, The Royal Oak Trust.
The lucky winner of the prize draw for
seminar attendees went to Dr L J
Roborgh of Wellington! 
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Contact the Kids Foundation

PO Box 75-076, Manurewa 
Auckland

Freephone 0508 300 600  

Fax (09) 523 5551

email: kidsnz@nznet.gen.nz
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OUR PEOPLE

The Foundation's Auckland Support Co-
ordinator Carol Hadwin brings to her role
years of experience - eleven years
membership of the Kids Foundation, eight
years as the Support Co-ordinator and
seventeen years of parenting three boys
with PID conditions. 
Carol and her partner Mike's three
children, Dave (17 years), Paul (15 years)
and Mark (13 years) have what Carol

describes as a relatively mild form of PID
(hypergammaglobunemia and GI
Subclass), but admits that two of the boys
still have on-going health problems.
However, like other families the Hadwin's
biggest problem early on was getting a
correct diagnosis of the condition.  
ªWith our first two boys the health
professionals advised against sending
them to hospital for tests and it wasn't

until Mark came along that we made
progress.  In his first 18 months he had 52
infections and many doctors' visits.  He
was constantly sick and it was
exhausting.  That's when the doctors
really took notice and we learnt about
Primary Immune Deficiency conditions.  
ªLike other parents coping with PID, I also
appreciate the physical and emotional toll
of the illness on all members of the family.

When someone in the
family has PID, normal
everyday events such as
going to school or work
cannot be taken for
granted.  But it's important
not to give up and critical
that the family work
closely together as a team
± team work reduces the
toll on everyone,º she said.

In charge of New Zealand's
largest territory, Carol has her time cut out
for her.
Much of her day is spent on the phone
listening to, supporting and counselling
families with the remainder of her day
split between hospital and home visits,
and managing events so that Kids
Foundation families can socialize, share
their experiences and simply enjoy `time
out' like any normal family.

Abstract Presentationsº by nurses of which some focused on the
quality of life and psychosocial variables of patients receiving
immunoglobulin.
Some of the main points included: 
Patients (adults and children) changed from IVIG to SCIG did not
perceive that infections increased (Gardulf et al)
Patients (adults and children) had a very high preference for
home infusions (SCIG) over institutional infusions centers (IVIG)
(Gardulf et al).  
This last finding is interesting as the parents of children who
were questioned at Starship Hospital were happy to continue to
come to the Starship for their child's 3-4 weekly infusions.  The
fact that the children seemed to look forward to the time spent in
the playroom and with the nurses and play specialists seemed to

impact on this choice.
80% of adult patients surveyed reported anxiety prior to infusions
(O'Grady et al)
44% of adult patients surveyed preferred home therapy (SCIG)
over institutional (O'Grady et al)
44% of adult patients reported that nurses provided primary
education for diagnosis and treatment
Russell and Salter reported that home therapy has to be
considered as the flexible option for families with a child
receiving immunoglobulin therapy (IVIG or SCIG).
Due to the mounting pressures of education, coupled with
families with working parents, this transition from hospital to
home treatment has beneficial psychological impacts on both the
children and their families.

THE KIDS FOUNDATION 
2003 ANNUAL GENERAL
MEETING:
Friday 27th June, 7pm
Auckland ± St Thomas Anglican
Church, Kohimarama Rd, Auckland
Wellington ± Johnsonville Community
Centre, 3 Frankmore Ave, Johnsonville
Everyone is Welcome! Join us for
drinks and snacks afterwards.
For further information: Contact Carol
Hadwin (Auckland) or Sarah Perry,
Wellington, on free phone 05 0830 0600.

NEED TO KNOW!

AUCKLAND SUPPORT 
Co-ordinator Brings Wealth of Experience to Role

MEDICAL MATTERS

Carol Hadwin and Family


