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We all know how devastating the diagnosis 

of Huntington disease (HD) can be to 

individuals and their families.  We also know 
how difficult it can be for families to adapt to 

the many changes brought on by the 

progression of HD.  This can produce a 
great deal of emotional strain.  Some may 

feel they must face these challenges alone. 

But, this is not necessary. No one should 

feel they need to deal with this disease 
alone. There are many resources available 

to help. Here are some to consider.  

 
Informal Networks 

• Family, friends, co-workers and 

neighbours can be very helpful by 
visiting, providing companionship 

for social and recreational outings, 

helping with household chores, 

offering transportation to 
appointments or just being there to 

listen and support.   

• Don’t hesitate to ask for help.  
People may not offer on their own 

for a number of reasons but are 

often more than willing to help if 

asked. 
• Community groups such as 

neighbourhood clubs, professional 

associations and churches, can play 
an important role in helping families 

deal with HD.  They may offer a 

variety of services including 
children’s camps, family retreats, 

home visiting programmes, weekly 

discussion groups and recreational 

activities.   
 

Health and Social Services  

• A family doctor can be an important 
contact.  Regular visits with a family 

physician will not only ensure good 

general health, but will serve to 
create a close relationship between 

doctor and patient, enabling the 

doctor to be aware of the patient’s  

 
overall needs.  Often, your doctor 

will suggest a service or make a 

referral to a community resource, 
such as Home Care, occupational 

therapy, and genetic counseling.  

• Wherever you live, there is probably 
some form of Home Care 

programme available through your 

provincial health care system.  

Home care is a group of services 
that enable people to live at home 

for as long as possible, and delay 

the need to move to a long term care 
facility. 

• Home Care services will vary 

depending on where you live. 
Examples of these services include 

visiting nursing, home support (help 

with light housekeeping, and 

cooking), physiotherapy, 
occupational therapy, social work, 

respite and personal care (help with 

dressing, bathing, shaving, etc).  
• Contact your family doctor, the local 

hospital or consult your telephone 

directory to find out about the home 

care programme in your area.  Many 
provincial governments have a 

telephone referral service to help 

individuals locate provincial 
programmes. This number can 

usually be found at the beginning of 

the provincial government listings 
section of your local telephone book.  

• Private home care agencies provide 

services similar to the government 

home care programs. This may be 
an option worth exploring especially 

in times of emergency, short notice 

or as a supplement to the public 
services. 

• Other community services that may 

be helpful include adult day centres, 
meals-on-wheels, transportation 

services, financial assistance, home 

& yard maintenance, individual and 
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family counseling, speech and 

swallowing therapy and emergency 
response systems.  These are some 

of the more common programmes 

available in most communities but 

there may be additional services 
available to address other more 

specific needs.  

 
Finding Your Way  

In Canada, we are very fortunate to have a 

vast array of formal programmes available 
to help individuals and families cope with 

social problems, disease and other 

traumatic life events.  However, the health 

care and social service systems can be 
complex, frustrating and sometimes 

overwhelming to those in need.  An 

individual with HD and their family may 
require a number of different services over 

the course of the disease.  Many are 

unaware of what services are available. 
Those that are aware may experience 

difficulty  locating the resource that best 

meets their needs. Here are a few tips to 

help you navigate the system of community 
services. 

• If a person is enrolled in a provincial 

Home Care program, there will be a 
Case Manager or Case Coordinator 

assigned to provide assistance in 

assessing need and recommending 

appropriate supports. They will link 
you to the services you need. 

• The Huntington Society of Canada 

employs trained social workers in 
the Resource Centres and IFS 

program. These social workers have 

information on community resources 
that are beneficial to individuals with 

Huntington disease and their 

families.  They can assist you by 

assessing what services would be 
appropriate and providing 

information needed to access those 

services.  They can also consult with 
professionals in the community and 

educate them about HD to ensure 

that the services they are providing 

to families are offered with good 

understanding of the disease and its 
effects.  

• Another way to learn about helpful 

resources is through participation in 

a support group.  People in support 
groups often share information about 

the services that have helped them.   

• If you know the type of service you 
are looking for, there may be an 

Information and Referral Centre in 

your area that can provide you with 
the name and telephone number of 

who to contact. 

 

Once you have located the service that you 
feel can meet your needs, there are a few 

things that you can do to ensure the first 

encounter is successful.   
• Prior to the first meeting, make notes 

about the major points you would 

like to share regarding your situation 
• List questions you would like to ask 

about the program 

• Have a family member or friend 

attend with you 
• Be open and honest about your 

needs  

 
 
Adapted from: “I know there is help out there, 
but where do I start”, by Sandra Funk 
(HORIZON, Spring 2000) 

 



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /CMYK
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments true
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /Description <<
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e9ad88d2891cf76845370524d53705237300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc9ad854c18cea76845370524d5370523786557406300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /DAN <>
    /DEU <>
    /ESP <>
    /FRA <>
    /ITA <>
    /JPN <FEFF9ad854c18cea306a30d730ea30d730ec30b951fa529b7528002000410064006f0062006500200050004400460020658766f8306e4f5c6210306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103055308c305f0020005000440046002030d530a130a430eb306f3001004100630072006f0062006100740020304a30883073002000410064006f00620065002000520065006100640065007200200035002e003000204ee5964d3067958b304f30533068304c3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020ace0d488c9c80020c2dcd5d80020c778c1c4c5d00020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die zijn geoptimaliseerd voor prepress-afdrukken van hoge kwaliteit. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /PTB <>
    /SUO <>
    /SVE <>
    /ENU (Use these settings to create Adobe PDF documents best suited for high-quality prepress printing.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /ConvertColors /ConvertToCMYK
      /DestinationProfileName ()
      /DestinationProfileSelector /DocumentCMYK
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


