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29th August 29th August --  5th September5th September  

Please Give GenerouslyPlease Give Generously  
and support yourand support your  
Local MS SocietyLocal MS Society  

The Multiple Sclerosis Society of New The Multiple Sclerosis Society of New 
Zealand (MSNZ) is extremely concerned by Zealand (MSNZ) is extremely concerned by 
the potential implications of the proposed the potential implications of the proposed 
TransTrans--Pacific Partnership Agreement for Pacific Partnership Agreement for 
people with multiple sclerosis.people with multiple sclerosis.  

“The TPPA could undermine PHARMAC’s “The TPPA could undermine PHARMAC’s 
buying power and its right to choose the most buying power and its right to choose the most 
appropriate and costappropriate and cost--effective drugs. It could effective drugs. It could 
also impede its ability to negotiate also impede its ability to negotiate 
confidentially to gain the best price. This confidentially to gain the best price. This 
could have devastating consequences for could have devastating consequences for 
people with MS and their families,” said people with MS and their families,” said 
Multiple Sclerosis New Zealand President Multiple Sclerosis New Zealand President 
Malcolm Rickerby. Malcolm Rickerby.   

“Many people with MS are from low income “Many people with MS are from low income 
households or are beneficiaries, due to an households or are beneficiaries, due to an 
inability to work caused by their MS inability to work caused by their MS 
symptoms. Many of their partners and family symptoms. Many of their partners and family 
members are also on a low wage or are members are also on a low wage or are 
carers. This makes them extremely carers. This makes them extremely 
vulnerable to any increases in prescription vulnerable to any increases in prescription 
charges, which we see as a very likely charges, which we see as a very likely 
consequence of the TPPA’s impact on consequence of the TPPA’s impact on 
PHARMAC.”PHARMAC.”  

Mr Rickerby said that if New Zealand agrees Mr Rickerby said that if New Zealand agrees 

to a situation where pharmaceutical patents to a situation where pharmaceutical patents 
are extended from five to eight years, as are extended from five to eight years, as 
speculated by some commentators, this will speculated by some commentators, this will 
have a serious knockhave a serious knock--on effect and constrain on effect and constrain 
PHARMAC from funding new drugs in the PHARMAC from funding new drugs in the 
future.future.  

“New Zealanders will pay higher costs for “New Zealanders will pay higher costs for 
patented drugs for longer unless the patented drugs for longer unless the 
Government increases PHARMAC’s budget Government increases PHARMAC’s budget 
to offset that change to patents. What we are to offset that change to patents. What we are 
seeking is a firm commitment from the seeking is a firm commitment from the 
Government that the extended patent Government that the extended patent 
protection resulting from participation in the protection resulting from participation in the 
TPPA will not limit or constrain access to the TPPA will not limit or constrain access to the 
next generation of MS drugs.next generation of MS drugs.  

PHARMAC funding for the latest generation PHARMAC funding for the latest generation 
MS drugs is already seven years behind MS drugs is already seven years behind 
Australia due to Government funding Australia due to Government funding 
constraints, said Mr Rickerby. “Only the latest constraints, said Mr Rickerby. “Only the latest 
MS drugs are shown to have clinical efficacy. MS drugs are shown to have clinical efficacy. 
In the case of MS treatment, there is no In the case of MS treatment, there is no 
scope for substituting generics.”scope for substituting generics.”  

Since PHARMAC negotiated the best price Since PHARMAC negotiated the best price 
for bringing two important new MS treatments for bringing two important new MS treatments   

(continued on page 2)(continued on page 2)  

TPPA Implications Raise Serious Concerns TPPA Implications Raise Serious Concerns   
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NOTICE BOARDNOTICE BOARD  

Have your contact details 
Have your contact details 
changed? If so, please let 
changed? If so, please let 
Gary know on 345
Gary know on 345--23362336  

We are looking for more  

collectors to help on our 2015 

Annual Appeal Days. If you 

have an hour or two to spare 

please call the office 

345-2336 

Well it’s that time again, Well it’s that time again, 
it’s frightening how it’s frightening how 
quickly this year is ticking quickly this year is ticking 
by. I would like to warmly by. I would like to warmly 
welcome Cherry Novis welcome Cherry Novis 
and Tony Grantand Tony Grant--Fargie to Fargie to 
our board. Any our board. Any 

organisation is only good as the people organisation is only good as the people 
that commit themselves to it and I know that commit themselves to it and I know 
with their broad knowledge base and with their broad knowledge base and 
varying experience they will be a huge varying experience they will be a huge 
benefit to Wanganui Multiple Sclerosis. benefit to Wanganui Multiple Sclerosis. 
Time is nearly upon us for our Annual Time is nearly upon us for our Annual 
General Meeting and it would be fantastic General Meeting and it would be fantastic 
to have as many people there as to have as many people there as 
possible. On that note we would still possible. On that note we would still 
welcome another board member or two, welcome another board member or two, 

so if anyone is interested please contact so if anyone is interested please contact 
me at Volunteer Whanganui on the me at Volunteer Whanganui on the 
number below to express your interest. number below to express your interest. 
On a personal note unfortunately my son On a personal note unfortunately my son 
and I were hugely affected by the floods and I were hugely affected by the floods 
and I would like to warmly thank some of and I would like to warmly thank some of 
our members that showed incredible our members that showed incredible 
kindness and thoughtfulness for us. kindness and thoughtfulness for us. 
That’s all from me for the moment. That’s all from me for the moment.   
  
CheersCheers  

Sandra Rickey 
President 

(06) 347-9430 

whanganuivolunteercentre@xtra.co.nz  

President’s Message 

  AA nnualnnual   
  GGeneraleneral  
  MMeetingeeting   
The Annual General Meeting of the Wanganui Multiple The Annual General Meeting of the Wanganui Multiple 
Sclerosis Society (Inc.) will be held at 4:30pm on Sclerosis Society (Inc.) will be held at 4:30pm on 
Tuesday 29th September, 2015 in the restaurant at Tuesday 29th September, 2015 in the restaurant at 
the RSA in St. Hill Street. A meal will be available in the RSA in St. Hill Street. A meal will be available in 
the restaurant at the completion of the meeting at a the restaurant at the completion of the meeting at a 
cost of $15 per head. Please advise the office if you cost of $15 per head. Please advise the office if you 
will be attending either or both by phoning (06) 345will be attending either or both by phoning (06) 345--
2336 or emailing mswanganui@xtra.co.nz2336 or emailing mswanganui@xtra.co.nz  

Notices of Motion are called for and must be lodged Notices of Motion are called for and must be lodged 
with the Secretary not less than 14 days prior to the with the Secretary not less than 14 days prior to the 
Annual General Meeting.Annual General Meeting.  

Nominations for Office are called for and must be in Nominations for Office are called for and must be in 
writing, signed by the candidate, the proposer and writing, signed by the candidate, the proposer and 
seconder and lodged with the Secretary not less than seconder and lodged with the Secretary not less than 
fourteen days before the Annual General Meeting.fourteen days before the Annual General Meeting.  

(continued from page 1)(continued from page 1)  

to New Zealand last year there has been a strong to New Zealand last year there has been a strong 
demand for the new treatments, he said.demand for the new treatments, he said.  

“The number of people applying for those treatments “The number of people applying for those treatments 
has already exceeded the number PHARMAC expected has already exceeded the number PHARMAC expected 
to be approved for treatment for the whole of 2015.”to be approved for treatment for the whole of 2015.”  

For further information contact our office.For further information contact our office.  
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Field Officer’s Field Officer’s 
ReportReport  

Hello to Everyone.Hello to Everyone.  

I’m not going to talk about the I’m not going to talk about the 
weather... Should I talk about the weather... Should I talk about the 
Kardashians which is just about as Kardashians which is just about as 
boring as the weather and just as boring as the weather and just as 
miserable, but no I don’t have to miserable, but no I don’t have to 
because you hear about those people because you hear about those people 
on social media all the time.on social media all the time.  

Anyway we will get down to Anyway we will get down to 
business.business.    When one of our members When one of our members 
goes to hospital please let me know or goes to hospital please let me know or 
give the office a ring so I can come and give the office a ring so I can come and 
visit and can notify the care agency as visit and can notify the care agency as 
to when you will be going home. There to when you will be going home. There 
have been problems in the past when have been problems in the past when 
the caregiver hasn’t turned up for the caregiver hasn’t turned up for 
personal cares etc, because the agency personal cares etc, because the agency 
hasn’t been notified.hasn’t been notified.  

Awareness week starts at the beginning Awareness week starts at the beginning 
of September and our collection days of September and our collection days 
are Friday 4th and Saturday 5th. We are Friday 4th and Saturday 5th. We 
would appreciate it if any of you or your would appreciate it if any of you or your 
families could help with the collection . families could help with the collection . 
You can ring the office or call me.You can ring the office or call me.  

Please don’t forget the MS luncheon on Please don’t forget the MS luncheon on 
Thursday 20Thursday 20

thth
  August at Caroline’s. If August at Caroline’s. If 

any of you have any ideas for an any of you have any ideas for an 
alternative place to go for our support alternative place to go for our support 
group please let me know.group please let me know.  

Carol HammondCarol Hammond  
Field OfficerField Officer  

Asian Minced Chicken Asian Minced Chicken 
and Lettuce Wrapsand Lettuce Wraps  

This take on a familiar Chinese dish makes an This take on a familiar Chinese dish makes an 
excellent lunch, dinner, or even as appetisers for any excellent lunch, dinner, or even as appetisers for any 
party. party.   

IngredientsIngredients  

  ½½--cup brown ricecup brown rice  

  500gm minced chicken (skin and fat removed) 500gm minced chicken (skin and fat removed)   

  1 tbsp. minced fresh ginger 1 tbsp. minced fresh ginger   

  Sesame oilSesame oil  

  1 red bell pepper1 red bell pepper  

  1 can chopped water chestnuts (available for 1 can chopped water chestnuts (available for 
$1.39 at Countdown)$1.39 at Countdown)  

  ½ cup chicken stock½ cup chicken stock  

  2 tsp Hoisin sauce (available for $2.99 for 320ml 2 tsp Hoisin sauce (available for $2.99 for 320ml 
bottle at Countdown)bottle at Countdown)  

  1 tsp 51 tsp 5--spice powderspice powder  

  ½ tsp salt½ tsp salt  

  Lettuce leavesLettuce leaves  

  Shredded carrotShredded carrot  

  Coriander or BasilCoriander or Basil  
  

DirectionsDirections  
1.1.  Boil ½Boil ½--cup water in a saucepan and add ½cup water in a saucepan and add ½--cup cup 

brown rice while reducing the heat to a low level.brown rice while reducing the heat to a low level.  

2.2.  After 5 minutes, the rice is ready and you can set After 5 minutes, the rice is ready and you can set 
it aside.it aside.  

3.3.  Sauté minced chicken and minced fresh ginger in Sauté minced chicken and minced fresh ginger in 
sesame oil. sesame oil.   

4.4.  Add in the cooked brown rice while stirring. Add in the cooked brown rice while stirring.   

5.5.  Add finely diced red bell pepper, water chestnuts, Add finely diced red bell pepper, water chestnuts, 
chicken stock, Hoisin sauce, 5chicken stock, Hoisin sauce, 5--spice powder, and spice powder, and 
salt. salt.   

6.6.  Cook for about a minute.Cook for about a minute.  

7.7.  Drop 1 tbsp. of chicken mixture onto the lettuce Drop 1 tbsp. of chicken mixture onto the lettuce 
leaves. Add shredded carrots and chopped leaves. Add shredded carrots and chopped 
coriander or basil leaves on top of the ground coriander or basil leaves on top of the ground 
chicken mixture, and roll into wraps.chicken mixture, and roll into wraps.  

New Office HoursNew Office Hours  
MondayMonday——8:308:30--4:304:30  

TuesdayTuesday——ClosedClosed  

WednesdayWednesday——ClosedClosed  

ThursdayThursday——8:308:30--4:304:30  

FridayFriday——ClosedClosed  
Please note that while these are the Please note that while these are the 

intended hours of opening it always intended hours of opening it always 

pays to ring firstpays to ring first——ph 345ph 345--23362336  
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human skeleton 
and organs 

  

Find and circle all of the skeletal parts and body organs that are hidden in the grid.Find and circle all of the skeletal parts and body organs that are hidden in the grid.  
The remaining letters spell a secret message.The remaining letters spell a secret message.  

  
Note: TARSALS and METATARSALS are hidden separately and do not overlap. The same goes for Note: TARSALS and METATARSALS are hidden separately and do not overlap. The same goes for 

CARPALS and METACARPALS, and BLADDER and GALLBLADDER. CARPALS and METACARPALS, and BLADDER and GALLBLADDER.   

  
  

Skeleton:Skeleton:  
--  CARPALSCARPALS  
--  CLAVICLECLAVICLE  
--  COCCYXCOCCYX  
--  CRANIUMCRANIUM  
--  FEMURFEMUR  
--  FIBULAFIBULA  
--  HUMERUSHUMERUS  
--  INNOMINATEINNOMINATE  
--  MANDIBLEMANDIBLE  
--  METACARPALSMETACARPALS  
--  METATARSALSMETATARSALS  

      
--  PATELLAPATELLA  
--  PHALANGESPHALANGES  
--  RADIUSRADIUS  
--  RIBSRIBS  
--  SACRUMSACRUM  
--  SCAPULASCAPULA  
--  STERNUMSTERNUM  
--  TARSALSTARSALS  
--  TIBIATIBIA  
--  ULNAULNA  
--  VERTEBRAVERTEBRA  

Organs:Organs:  
--  APPENDIXAPPENDIX  
--  BLADDERBLADDER  
--  BRAINBRAIN  
--  GALLBLADDERGALLBLADDER  
--  GENITALSGENITALS  
--  HEARTHEART  
--  INTESTINESINTESTINES  
--  KIDNEYS KIDNEYS   

    
--  LIVERLIVER  
--  LUNGSLUNGS  
--  PANCREASPANCREAS  
--  SKINSKIN  
--  SPLEENSPLEEN  
--  STOMACHSTOMACH  
--  VOICE BOXVOICE BOX  
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Carer Support AvailableCarer Support Available  
If you’re the unpaid fullIf you’re the unpaid full--time carer of a disabled person, then Carer Support is available for you. time carer of a disabled person, then Carer Support is available for you. 

Carer Support provides reimbursement of some of the costs of using a support person to care and Carer Support provides reimbursement of some of the costs of using a support person to care and 

support a disabled person. This means you can take some time out for yourself. A fullsupport a disabled person. This means you can take some time out for yourself. A full--time carer is time carer is 

the person who provides more than four hours per day unpaid care to a disabled person, for the person who provides more than four hours per day unpaid care to a disabled person, for 

example the parent of a disabled child.example the parent of a disabled child.  

Carer Support is a subsidy funded by the Ministry of Health. The number of hours or days that carer Carer Support is a subsidy funded by the Ministry of Health. The number of hours or days that carer 

support is funded for depends on your needs and those of the person you care for. Getting Carer support is funded for depends on your needs and those of the person you care for. Getting Carer 

Support You can be assessed by a Needs Assessment Service Coordination organisation (NASC) Support You can be assessed by a Needs Assessment Service Coordination organisation (NASC) 

or, in some circumstances, by a doctor. They will then allocate your Carer Support days and or, in some circumstances, by a doctor. They will then allocate your Carer Support days and 

undertake a review with you, usually after a year. To find out more talk to your local NASC or undertake a review with you, usually after a year. To find out more talk to your local NASC or 

download:download:  

How to Claim Carer Support (PDF, 93 KB) How to Claim Carer Support (PDF, 93 KB) --  http://bit.ly/1CJTSR4http://bit.ly/1CJTSR4  

sample copy of the Carer Support Claim Form (1.4 MB) sample copy of the Carer Support Claim Form (1.4 MB) --  http://bit.ly/1HoY4Iuhttp://bit.ly/1HoY4Iu  

Who can provide support care?Who can provide support care?  

Carer Support is designed to be flexible. You can use it to pay:Carer Support is designed to be flexible. You can use it to pay:   

• Friends, some family members or neighbours who provide relief care• Friends, some family members or neighbours who provide relief care  

• People who provide relief care in a formal setting, for example a rest home.• People who provide relief care in a formal setting, for example a rest home.  

Carer Support cannot be used:Carer Support cannot be used:  

• While the full• While the full--time carer is at worktime carer is at work  

• To pay a parent or partner of the disabled person• To pay a parent or partner of the disabled person  

• While the disabled person is in hospital• While the disabled person is in hospital  

• To pay a carer who lives at the same address as the fulltime carer.• To pay a carer who lives at the same address as the fulltime carer.   

If you’re unsure about how you can use your Carer Support, please contact the person or agency If you’re unsure about how you can use your Carer Support, please contact the person or agency 

who has allocated your carer support.who has allocated your carer support.  

What are Carer Support payments regarded as?What are Carer Support payments regarded as?  

Carer Support payments may be subject to income tax. This will depend on your individual Carer Support payments may be subject to income tax. This will depend on your individual 

circumstances. You may wish to seek advice regarding tax issues from the IRD or, if you receive a circumstances. You may wish to seek advice regarding tax issues from the IRD or, if you receive a 

benefit, from Work and Income New Zealand.benefit, from Work and Income New Zealand.  

Ministry of Health Website Link Ministry of Health Website Link --  http://bit.ly/1EBDCy6http://bit.ly/1EBDCy6  

People need to be assessed by a Needs Assessment Coordination Organisation (NASC). Your People need to be assessed by a Needs Assessment Coordination Organisation (NASC). Your 

Field Worker may be able to advise you, so please contact them.Field Worker may be able to advise you, so please contact them.  
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MembershipMembership  
Membership Subscriptions are now due. Please use the form below to subscribe.Membership Subscriptions are now due. Please use the form below to subscribe.  

Please help us to assist those Living with Multiple Sclerosis. Please help us to assist those Living with Multiple Sclerosis.   

Mr / Mrs / Ms. / Other Mr / Mrs / Ms. / Other   
  

First NameFirst Name  
  

Last NameLast Name    

AddressAddress  
  

  
  

  
  

PhonePhone  
  

MobileMobile  
  

Email AddressEmail Address  
  

  

I would like to subscribe to The Wanganui Multiple Sclerosis Society (Inc).I would like to subscribe to The Wanganui Multiple Sclerosis Society (Inc).   

$15 per annum for Individuals $15 per annum for Individuals   

(Financial year 1st July 2015(Financial year 1st July 2015--30th June 2016)30th June 2016)  

$25 per annum for Families$25 per annum for Families  

(Financial year 1st July 2014(Financial year 1st July 2014--30th June 2016)30th June 2016)  

$200 for Life Membership$200 for Life Membership  

  

I would like to donate I would like to donate $20$20  

          $50$50  

          $100$100  

            OtherOther  

MS Wanganui is a registered Charity and all donations over $5.00 are tax deductible.MS Wanganui is a registered Charity and all donations over $5.00 are tax deductible.  

Please tick if you would like a receipt. Thank you for your generous support. Please tick if you would like a receipt. Thank you for your generous support.   

Direct Credit donations can be made to Wanganui Multiple Sclerosis Society Westpac Direct Credit donations can be made to Wanganui Multiple Sclerosis Society Westpac 

Account number:  030791 0410267 00Account number:  030791 0410267 00  
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Depression in MSDepression in MS  
Uncovering Ways to Create Understanding and SolutionsUncovering Ways to Create Understanding and Solutions  

  

  

  

  

  

  

  

  

  

  

  

  

One out of two people who have MS may experience depression during the course of their One out of two people who have MS may experience depression during the course of their 
disease, yet it isn’t discussed much disease, yet it isn’t discussed much ––  not with their doctors, and not with family and loved ones.not with their doctors, and not with family and loved ones.  
“There’s a stigma around certain topics, depression is an area we’ve heard is of concern for “There’s a stigma around certain topics, depression is an area we’ve heard is of concern for 
many, but it’s discussed by few. We need to recognise that depression makes other symptoms of many, but it’s discussed by few. We need to recognise that depression makes other symptoms of 
MS feel worse, and when it goes untreated, it can be lifeMS feel worse, and when it goes untreated, it can be life--threatening.” stated Cynthia Zagieboylo, threatening.” stated Cynthia Zagieboylo, 
CEO of the National MS Society (US).CEO of the National MS Society (US).  

Hard to RecogniseHard to Recognise  
There are many shades of depression, from feeling a little “blue” to experiencing deep feelings of There are many shades of depression, from feeling a little “blue” to experiencing deep feelings of 
hopelessness and suicidal thoughts. It’s easy to miss a diagnosis of depression. Depression is not hopelessness and suicidal thoughts. It’s easy to miss a diagnosis of depression. Depression is not 
often a topic discussed during the course of a typical visit to the neurologist or other MS care often a topic discussed during the course of a typical visit to the neurologist or other MS care 
provider.provider.  
A certain degree of depression is part of a natural reaction to a lifeA certain degree of depression is part of a natural reaction to a life--changing diagnosis of MS. Dr. changing diagnosis of MS. Dr. 
Elisabeth KüblerElisabeth Kübler--Ross famously outlined a cycle of natural reactions to loss that people tend to go Ross famously outlined a cycle of natural reactions to loss that people tend to go 
through: denial, anger, bargaining, depression, and finally acceptance. But getting stuck in the through: denial, anger, bargaining, depression, and finally acceptance. But getting stuck in the 
depression mode is not natural.depression mode is not natural.  

Depression can impact everything elseDepression can impact everything else  
Depression is like wearing dark sunglasses indoors so you can’t see what’s going on, it robs you Depression is like wearing dark sunglasses indoors so you can’t see what’s going on, it robs you 
of your own resources to cope. Depression is a significant impediment to people being able to of your own resources to cope. Depression is a significant impediment to people being able to 
manage their MS and engage in effective wellness strategies. Family members are also at risk of manage their MS and engage in effective wellness strategies. Family members are also at risk of 
depression. If we can recognise depression and treat it early, we can make it easier for people to depression. If we can recognise depression and treat it early, we can make it easier for people to 
manage the challenges of MS.manage the challenges of MS.  

Is MS Depression Different?Is MS Depression Different?  
Depression occurs in MS at a higher frequency than in people with some other chronic disorders, Depression occurs in MS at a higher frequency than in people with some other chronic disorders, 
and some believe it is the result of the MS disease process itself, rather than an emotional and some believe it is the result of the MS disease process itself, rather than an emotional 
reaction to it. Researchers have identified specific areas of the brain that, when damaged, are reaction to it. Researchers have identified specific areas of the brain that, when damaged, are 
linked to depression in people with MS. Others have found evidence that immune activity such as linked to depression in people with MS. Others have found evidence that immune activity such as 
inflammation is associated with depression. It is still not known whether MS depression is the inflammation is associated with depression. It is still not known whether MS depression is the 
same as depression that others experience, but there is clear evidence that people with MS who same as depression that others experience, but there is clear evidence that people with MS who 
experience depression can respond well to treatment.experience depression can respond well to treatment.  

Access to CareAccess to Care  
Even when a mood problem is recognised, there are not always adequate sources of professional Even when a mood problem is recognised, there are not always adequate sources of professional 
help available. This is a critical gap, and finding ways to grow the workforce of professionals who help available. This is a critical gap, and finding ways to grow the workforce of professionals who 
can treat MS depression is crucial. There are several types of professionals who are able to treat can treat MS depression is crucial. There are several types of professionals who are able to treat 
people who have depression, including psychiatrists, psychologists, social workers, and people who have depression, including psychiatrists, psychologists, social workers, and 
psychiatric nurse practitioners. But it’s critical for therapists to have solid knowledge about MS and psychiatric nurse practitioners. But it’s critical for therapists to have solid knowledge about MS and 
its unique challenges. In particular, the unpredictable nature of MS can make it challenging for its unique challenges. In particular, the unpredictable nature of MS can make it challenging for 
families to cope with daily logistics, let alone make plans for next month, next year, or the more families to cope with daily logistics, let alone make plans for next month, next year, or the more 
distant future.distant future.  

Changing LivesChanging Lives  
Raising awareness among healthcare providers, people with MS and family and friends will help Raising awareness among healthcare providers, people with MS and family and friends will help 
remove the stigma from depression, and improve the chances that it will be spotted and treated.remove the stigma from depression, and improve the chances that it will be spotted and treated.   
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Your Relationship With Your DoctorYour Relationship With Your Doctor  
New International Survey Finds MS Patients and Neurologists View Communication Positively, Yet New International Survey Finds MS Patients and Neurologists View Communication Positively, Yet 
Struggle to Discuss Key MS SymptomsStruggle to Discuss Key MS Symptoms  

The survey involved MS patients and neurologists from Germany, Italy, Spain, UK and US.The survey involved MS patients and neurologists from Germany, Italy, Spain, UK and US.   

Findings show differences in the perceptions of people living with MS and neurologists when Findings show differences in the perceptions of people living with MS and neurologists when 
discussing MS symptoms and important gaps were identified that could potentially impact disease discussing MS symptoms and important gaps were identified that could potentially impact disease 
management and patient quality of life.management and patient quality of life.  

Key findings:Key findings:  

  Patients report being uncomfortable speaking with their neurologist about their difficulty Patients report being uncomfortable speaking with their neurologist about their difficulty 
walking (19%), tremors (19%) and muscle spasms (18%), but only 2walking (19%), tremors (19%) and muscle spasms (18%), but only 2--3% of neurologists 3% of neurologists 
identify these symptoms as uncomfortable topics for their patients to discuss.identify these symptoms as uncomfortable topics for their patients to discuss.  

  Conversely, neurologists are in alignment with patients when identifying the most difficult Conversely, neurologists are in alignment with patients when identifying the most difficult 
topics for patients to discuss, and tend to expect a higher level of discomfort than what is topics for patients to discuss, and tend to expect a higher level of discomfort than what is 
expressed by patients. The sensitive symptoms that emerged as the most uncomfortable for expressed by patients. The sensitive symptoms that emerged as the most uncomfortable for 
patients were sexual difficulties (54% of patients, with 87% of neurologists perceiving this as patients were sexual difficulties (54% of patients, with 87% of neurologists perceiving this as 
being uncomfortable for patients) bladder or bowel problems (28%; 54%), mood swings (26%; being uncomfortable for patients) bladder or bowel problems (28%; 54%), mood swings (26%; 
37%) and cognitive/memory issues (21%; 37%).37%) and cognitive/memory issues (21%; 37%).  

  63% of physicians recommend materials available at their office to their patients, while only 63% of physicians recommend materials available at their office to their patients, while only 
19% of patients cite these materials as most helpful; Many neurologists indicate a desire for 19% of patients cite these materials as most helpful; Many neurologists indicate a desire for 
additional resources to provide to their MS patients, including information on maintaining additional resources to provide to their MS patients, including information on maintaining 
cognitive function (49%), managing the emotional challenges of having MS (45%) and being cognitive function (49%), managing the emotional challenges of having MS (45%) and being 
sexually active (43%).sexually active (43%).  

Stem cell study: positive results for relapsing remitting MSStem cell study: positive results for relapsing remitting MS  
Treating people withTreating people with  relapsing remitting MSrelapsing remitting MS  with stem cell transplantation therapy might help with stem cell transplantation therapy might help 
prevent relapses and prevent disability progression, according to a smallprevent relapses and prevent disability progression, according to a small  clinical trialclinical trial  carried out in carried out in 
the US.the US.  

The HALTThe HALT--MS trialMS trial  

In MS, theIn MS, the  immune systemimmune system  damagesdamages  myelin, themyelin, the  proteinprotein  that protectsthat protects  nerve cellsnerve cells  and helps them to and helps them to 
send messages around the body. The HALTsend messages around the body. The HALT--MS trial, a phase 2 (midMS trial, a phase 2 (mid--stage) trial was designed to stage) trial was designed to 
try and ‘reset’ the immune system in people with relapsing remitting MS so that it no longer try and ‘reset’ the immune system in people with relapsing remitting MS so that it no longer 
damages myelin.damages myelin.  

In this trial, haematopoieticIn this trial, haematopoietic  stem cellsstem cells  were taken from the blood of 25 people with relapsing were taken from the blood of 25 people with relapsing 
remitting MS before they underwent a highremitting MS before they underwent a high  dosechemotherapy treatment which clears the body dosechemotherapy treatment which clears the body 
ofof  immune cells. The participants were then given back their own stem cells in order to reimmune cells. The participants were then given back their own stem cells in order to re--establish establish 
the immune system.the immune system.  

ResultsResults  

TheThe  interim results of this 5interim results of this 5--year studyyear study  reported that 3 years after stem cell transplantation:reported that 3 years after stem cell transplantation:  

78 per cent of participants were described as ‘event78 per cent of participants were described as ‘event--free’ free’ --  meaning they had not experienced a meaning they had not experienced a 
relapse, their levels of disability were unchanged and they had not gained new lesionsrelapse, their levels of disability were unchanged and they had not gained new lesions   

91 per cent of participants did not show any worsening of disability91 per cent of participants did not show any worsening of disability  

86 per cent of participants had not experienced a clinical relapse86 per cent of participants had not experienced a clinical relapse  

The researchers, publishing in the Journal of the American Medical AssociationThe researchers, publishing in the Journal of the American Medical Association  Neurology, also Neurology, also 
found that participants reported improvements in their quality of life.found that participants reported improvements in their quality of life.  

What needs to happen nextWhat needs to happen next  

While these results are extremely promising, participants experienced a number of sideWhile these results are extremely promising, participants experienced a number of side--effects effects 
associated with this type of strong immunosuppression therapy, including infections and associated with this type of strong immunosuppression therapy, including infections and 
gastrointestinal illnesses.gastrointestinal illnesses.  

Dr Emma Gray, Acting Head of Biomedical Research at the MS Society said:Dr Emma Gray, Acting Head of Biomedical Research at the MS Society said:   

“We’re delighted to see positive results from this trial published. Longer“We’re delighted to see positive results from this trial published. Longer--term follow up and larger term follow up and larger 
clinical trials of this type of treatment are now essential to definitively prove safety and to see if the clinical trials of this type of treatment are now essential to definitively prove safety and to see if the 
benefit is sustained.benefit is sustained.  

While this is encouraging news, it is important to understand there are no licensed stem cell While this is encouraging news, it is important to understand there are no licensed stem cell 
therapies anywhere in the world for MS.therapies anywhere in the world for MS.  

Therefore we would not recommend anyone seek stem cell treatment for MS outside of a properly Therefore we would not recommend anyone seek stem cell treatment for MS outside of a properly 
regulated clinical trial.regulated clinical trial.    The risks may not be fully known and it could be dangerous.”The risks may not be fully known and it could be dangerous.”  
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New Drug Could Reverse MS New Drug Could Reverse MS 
A new drug could reverse the damage of A new drug could reverse the damage of 
multiple sclerosis, curing balance and vision multiple sclerosis, curing balance and vision 
problems for sufferers, researchers believe.problems for sufferers, researchers believe.  

The disorder occurs when myelin, the fatty The disorder occurs when myelin, the fatty 
material which protects nerves is damaged, material which protects nerves is damaged, 
exposing the nerves and causing signalling exposing the nerves and causing signalling 
problems between the brain and muscles.problems between the brain and muscles.  

One of the earliest indicators of multiple One of the earliest indicators of multiple 
sclerosis is a condition called optic neuritis in sclerosis is a condition called optic neuritis in 
which the retina stops sending electrical signals which the retina stops sending electrical signals 
to the brain, causing vision loss.to the brain, causing vision loss.  

But a new drug, called antiBut a new drug, called anti--LINGOLINGO--1, has been 1, has been 
found to repair myelin, radically improving nerve found to repair myelin, radically improving nerve 
signalling and completely restoring function in signalling and completely restoring function in 
some cases.some cases.  

Although the subjects tested have not been Although the subjects tested have not been 
diagnosed with multiple sclerosis, more than half diagnosed with multiple sclerosis, more than half 
of people with optic neuritis go on to acquire the of people with optic neuritis go on to acquire the 
disorder.disorder.  

Scientists say that crucially the new results Scientists say that crucially the new results 
prove that antiprove that anti--LINGOLINGO--1 can repair myelin, and 1 can repair myelin, and 
so should help people with MS.so should help people with MS.  

“This study, for the first time, provides biological “This study, for the first time, provides biological 
evidence of repair of damaged myelin in the evidence of repair of damaged myelin in the 
human brain, and advances the field of neurohuman brain, and advances the field of neuro--
reparative therapies,” said study lead author Dr reparative therapies,” said study lead author Dr 
Diego Cadavid, of Biogen, which is based Diego Cadavid, of Biogen, which is based 
Cambridge, Massachusetts.Cambridge, Massachusetts.  

All patients involved in the trial were given the All patients involved in the trial were given the 

new drug or a placebo once every four weeks for new drug or a placebo once every four weeks for 
a total of six doses. Because optic neuritis only a total of six doses. Because optic neuritis only 
usually affects one eye, doctors evaluated the usually affects one eye, doctors evaluated the 
recovery of the optic nerve by comparing it with recovery of the optic nerve by comparing it with 
the normal healthy eye.the normal healthy eye.  

The results showed that 53 per cent of people The results showed that 53 per cent of people 
on the drug saw their nerve signalling restored to on the drug saw their nerve signalling restored to 
normal or nearly normal while on average most normal or nearly normal while on average most 
saw signalling between the retina and the brain saw signalling between the retina and the brain 
improve by 41 per cent.improve by 41 per cent.  

The scientists are now following up patients to The scientists are now following up patients to 
find out if the signalling improvement will restore find out if the signalling improvement will restore 
their vision.their vision.  

“More studies are needed to evaluate whether “More studies are needed to evaluate whether 
these changes lead to clinical improvement,” these changes lead to clinical improvement,” 
said Cadavid.said Cadavid.  

The drug works by targeting ‘LingoThe drug works by targeting ‘Lingo--1’ a protein 1’ a protein 
which stops nerve cells from developing further which stops nerve cells from developing further 
once the nervous system is fully formed. By once the nervous system is fully formed. By 
blocking that protein, the drug effectively tells the blocking that protein, the drug effectively tells the 
body to carry on growing the nerves, which body to carry on growing the nerves, which 
repairs any damage.repairs any damage.  

Biogen chief medical officer Alfred Sandrock Biogen chief medical officer Alfred Sandrock 
said “We believe the results are encouraging, as said “We believe the results are encouraging, as 
this is the first clinical trial to provide evidence of this is the first clinical trial to provide evidence of 
biological repair in the central nervous system by biological repair in the central nervous system by 
facilitating remyelination following an acute facilitating remyelination following an acute 
inflammatory injury”.inflammatory injury”.  

I may have MS... but MS doesn’t have me! 
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A SPECIAL THANKS TO A SPECIAL THANKS TO THE FOLLOWING ORGANISATIONS FOR THEIR CONTINUED SUPPORT!THE FOLLOWING ORGANISATIONS FOR THEIR CONTINUED SUPPORT!  

      

      

      

Multiple Sclerosis is a family affair. Once one Multiple Sclerosis is a family affair. Once one 

person is diagnosed, every family member person is diagnosed, every family member 

needs to find a way to live with it. This is a tall needs to find a way to live with it. This is a tall 

order indeed and won’t be accomplished order indeed and won’t be accomplished 

quickly, but these tips for managing common quickly, but these tips for managing common 

family issues will help.family issues will help.  

  Learning about the disease is the best Learning about the disease is the best 

place to start.place to start.  

  No matter how much you love one No matter how much you love one 

another, you can’t read each other’s another, you can’t read each other’s 

minds. Good communication is essential. minds. Good communication is essential. 

Set aside some time to talk together.Set aside some time to talk together.  

  Work on balancing roles and Work on balancing roles and 

relationships. If MS interferes with one relationships. If MS interferes with one 

person’s activities and responsibilities in person’s activities and responsibilities in 

the family, try a trade. If vacuuming tires the family, try a trade. If vacuuming tires 

you too much, trade it for balancing the you too much, trade it for balancing the 

cheque book. The goal is for every cheque book. The goal is for every 

member of the family to feel like a valued member of the family to feel like a valued 

contributor.contributor.  

  Hope for the best while planning for the Hope for the best while planning for the 

worst. Planning early on for the worst. Planning early on for the 

unpredictability of MS helps families feel unpredictability of MS helps families feel 

more prepared and less vulnerable if and more prepared and less vulnerable if and 

when the disease progresses.when the disease progresses.  

  Don’t give MS more energy, time, or Don’t give MS more energy, time, or 

attention than it really needs. Make time attention than it really needs. Make time 

as a family to focus on things other than as a family to focus on things other than 

MS, such as a family movie night.MS, such as a family movie night.  

  Take advantage of resources in your Take advantage of resources in your 

community for recreation, spiritual help, community for recreation, spiritual help, 

household chores, transportation, household chores, transportation, 

friendships and more. No family needs to friendships and more. No family needs to 

deal with MS alone.deal with MS alone.  
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