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Pūnaha Io New Zealand Neurogenetic Research Bank 

PARTICIPANT / PARENT INFORMATION SHEET 

 

 

Principal Investigator 

 

Associate Professor 

Richard Roxburgh 

 

richardr@adhb.govt.nz 

 

Co-Investigator 

 

Dr Gina O’Grady 

 

ginao@adhb.govt.nz 

 

Co-Investigator & 

Study Co-ordinator 

 

Dr Christina Buchanan 

 

cbuchanan@adhb.govt.nz 

 

Co-Investigator & 

Study Co-ordinator 

 

Miriam Rodrigues 

 

mrodrigues@adhb.govt.nz 

 

This study has received ethical approval from the Health and Disability Northern X 

Regional Ethics Committee (NTX/11/02/003/AM13) and has been reviewed and 

approved by the Māori Research Review Committee of ADHB. 

 

We are inviting you or your child to take part in Pūnaha Io New Zealand Neuro-

genetic Research Bank, for people with neuro-genetic conditions.  

 

Neuro-genetic diseases are conditions that affect the nerves and muscles. They may 

be caused by a genetic alteration or be sporadic. 

 

Take your time to read the information and decide whether you wish to take part. 

 

Introduction 

 

The aim of this combined registry and sample collection is to lower the barriers for 

New Zealanders with neuro-genetic disease to be involved in research and clinical 

trials. We also aim to support the establishment of best-practice care for neuro-

genetic patients in Aotearoa-New Zealand. 
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Registries are databases containing clinical information about individuals who are 

affected by a specific condition. In rare disease, they play an important role in the 

therapy development pathway. 

 

Registries can: 

- Identify participants for clinical trials 

- Help develop care standards, to help improve the care people receive 

- Identify specific research questions 

- Provide information for doctors and scientists to learn more about neuro-

genetic diseases 

- Represent a link between patients and the research community, providing 

the opportunity for people to receive information directly relevant to their 

condition  

 

Biobanks are a useful research resource.  They collect, process and store tissues 

and cells (including blood, muscle, nerve, and cerebrospinal fluid (CSF)) for 

ethically approved research studies.  

 

Major progress has been made in recent years towards finding new treatments for 

conditions like spinal muscular atrophy, Duchenne muscular dystrophy, 

Huntington’s disease, myotonic dystrophy, facioscapulohumeral muscular 

dystrophy, limb girdle muscular dystrophies, Charcot-Marie-Tooth disease, 

inherited ataxias, hereditary spastic paraparesis and others neuro-genetic 

disorders.  

 

Many of these treatments target specific genetic defects, some of which are rare and 

affect only relatively small numbers of people worldwide.  When a trial of these 

treatments is being planned it is important that suitable participants can be found 

and contacted quickly.  One way of ensuring this can happen is to collect each 

participant’s details in a registry ahead of time.  This registry contains the 

important information that researchers will need in order to identify prospective 

study participants such as participants’ genetic test results and their current 

functional abilities. 
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The data held in the registry will also help researchers answer other important 

questions such as how common these diseases are.  It is also a way to inform 

participants about the latest information relevant to their disease.   

 

By linking data held in a registry with samples donated and stored in a biobank, a 

powerful resource is created that can help answer questions about what happens 

as a participant’s condition progresses over time and can also be used to identify 

eligible candidates to test potential therapies on. 

 
Pūnaha Io the New Zealand Neuro-Genetic Research Bank is a patient registry and 

biobank that is internationally networked with the global family of TREAT-NMD 

patient registries, the Cure Huntington’s Disease Initiative, the Rare Diseases 

Clinical Research Network, the Critical Path Institute, International Rare Diseases 

Research Consortium. 

 

Am I eligible to participate? 

 

All people in New Zealand affected by neuro-genetic disease are eligible to enrol 

with Pūnaha Io - The New Zealand Neuro-Genetic Research Bank. You do not have 

to have a confirmed genetic diagnosis but may participate if your condition is 

recognised as being neurogenetic or you have one of the listed neuromuscular 

conditions. 

 

Whether you want to take part or not is entirely your choice and your decision will 

not affect your future healthcare. If you do agree to take part, you can change your 

mind at any time and we can remove your information from the database and 

return or destroy your samples. However, samples which have already been shared 

with other researchers may not be able to be retrieved.  

 

If your affected child is able to understand what this registry is about we will also 

ask for their consent. When your child turns 16 we will ask for their consent. 
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What do I have to do? 

If you agree to participate you will need to consider the options available to you 

before you sign the consent form and return it to the study co-ordinator. 

 

You should consult with your family and whānau. You may wish to complete the 

consent form with the assistance of your doctor or community support worker or 

study co-ordinator.  If you are not sure of the answer to any question you should 

discuss this with your doctor, community support worker or study co-ordinator.  

 

The study co-ordinators will be available to discuss any other questions or 

concerns you have about the consent form. The study co-ordinator contact details 

are on page 6. 

 

You will be requested to consider donating a sample of blood and/or urine and/or 

CSF. If you have had, or are going to have a muscle, skin or nerve biopsy, we will 

ask your permission to obtain a leftover sample of that. If you are going to have a 

lumbar puncture we will ask your permission to obtain some of the CSF. We also 

request that you contact the study coordinator if your contact details change or 

there are major changes in your clinical condition.    

 

By consenting, you agree to the study coordinators accessing your clinical record, 

including genetic test results and to also contacting you to inform you about 

research opportunities or to update your record. 

 

What happens to the information I provide? 

 

The information you provide will be stored securely and confidentially in the 

Pūnaha Io – The New Zealand Neuro-Genetic Research Bank on password protected 

computers at Auckland City Hospital. No unauthorised people will be able to gain 

access to any information about you. You will be able to access, and advise of any 

corrections to, your own data.  

Researchers will apply to access data and/or samples and this will be overseen by 

the Pūnaha Io Neuro-Genetic Research Bank Access Committee. The Access 
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Committee comprises clinicians, researchers, patient representatives, and Maori 

experts.  

 

In addition, if there is an international database for your condition, e.g. the 

TREAT-NMD CMT International Database, you will be informed of this and your 

anonymised information will be forwarded to that database.  

 

In these international registries, the clinical and genetic information that you have 

given to us will be linked using an anonymous code, not by your name or any other 

identifying information.  Researchers who access this information must have been 

approved by their own local ethics committee and by the relevant international 

oversight committee, e.g. TREAT-NMD global database oversight committee 

(TGDOC).  

 

If a clinical trial or other research study is identified for which you might be 

eligible, the study coordinator will contact you. If you are interested you can then 

contact the clinical trial or study organiser. Your name or any other identifying 

personal details will not be given to the researchers.  

 

You are free to make your own decision about whether or not you wish to 

participate in the trial, and may wish to discuss this with your doctor. 

 

Giving biological samples 

 

You are invited to consider donating an annual sample of blood. Blood samples are 

obtained in the same way that you might have a regular blood test. In this case 

you’ll be provided with a form to take to a Pathology Services Provider (PSP) 

instructing them to draw approximately two teaspoons (10mls) of blood from you. 

Your body replaces the small amount of lost blood within 24 hours. 

 

You are invited to consider donating an annual sample of urine. Urine samples are 

obtained in the same way that you might have a regular urine test. In this case 

you’ll be provided with a form to take to a PSP instructing them to give you a 

container to collect approximately 40mls of mid-stream urine.  
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Depending on the neuro-genetic condition that you have you may be invited to 

consider donating a sample of cerebrospinal fluid (CSF). This is the fluid that baths 

your brain and spinal column. It is obtained via a lumbar puncture to the 

intrathecal space in your spinal column and up to 10mls of CSF is withdrawn. 

Your body replaces the lost CSF within 24 hours. Some people experience a 

headache after having this procedure. 

 

What happens to the biological samples I provide? 

 

Prior to each sample collection the study coordinators will provide you with full 

information regarding the sample collection procedure and biobank and obtain 

consent from you to store your sample to be used for research in the future. You 

can choose each time whether you want to donate a sample or not. 

 

The study coordinators will arrange for the collection of the sample. The sample will 

then be sent to Te Ira Kāwai the Auckland Regional Tissue Bank, where specially 

trained staff will prepare the samples for storage. The sample will have a unique 

laboratory code which will be linked to the corresponding information about you in 

a separate password-protected table. The Te Ira Kāwai staff will not know who the 

sample is from. 

 

The samples will be stored until there is a request for the samples to be used. If the 

sample is to be used in an anonymous way, then the Access Committee will decide 

whether to release the samples to the requesting researcher. 

 

The sample may be used for things such as looking at objective measures of 

disease progression, identifying biomarkers, the development of new treatments. 

Genetic testing may be carried out on the sample. Results from these tests will not 

usually be available to participants. 

 

If the sample and/or your information is to be used in a way where you may be or 

will be identified, the study coordinator will contact you or your most recently 



 
                           

Page 7 of 7     Pūnaha Io New Zealand Neurogenetic Research Bank Participant/Parent Information Sheet Oct. 2020 v.2 

nominated person to obtain your consent. You are free to make your own decision 

about whether you wish to have your samples and/or information used in this way. 

 

You are under no obligation to provide any of these types of samples at any time. 

You can change your mind about donating samples at any time. If you change your 

mind after having donated a sample we are able to withdraw your samples from the 

Research Bank and return them to you or destroy them with or without karakia 

(prayer). 

 

Whom do I contact for further information? 

 

Thank you for making the time to read about and consider taking part in Pūnaha 

Io New Zealand Neuro-genetic Research Bank. We hope you will be interested in 

enrolling.  

 

For more information please contact the study coordinators by 

Email: neurogenetics@adhb.govt.nz 

Phone: 021896662 

Post:  Pūnaha Io New Zealand Neuro-genetic Research Bank  

Neurology, Auckland City Hospital,  

Private Bag 92024,  

Auckland Mail Centre 1142. 

 

If you have any queries or concerns regarding your rights as a participant in 

Pūnaha Io New Zealand Neuro-genetic Research Bank, please contact the Study 

Coordinator or the Principal Investigator or you may wish to contact an 

independent health and disability advocate: free phone 0800555050 email: 

advocacy@advocacy.org.nz  

 

You can also contact the health and disability ethics committee (HDEC) that 

approved this study: free phone: 0800 438 4427 email: hdecs@moh.govt.nz 

If you require Māori cultural support please talk to your whānau in the first 

instance. Alternately you may contact the administrator for He Kamaka Waiora 

(Maori Health Team) by phoning 09 486 8324 ext 2324. 


