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Sometimes life stops us in our tracks.

Images, experiences and encounters with the unexpected can trigger reflection on what we take
for granted. For those of us working within well developed and relatively well resourced health
care systems there are many things that we take if not for granted then at least as things that should
be the right of children and their families. Despite coming from opposite sides of the world
(New Zealand and the United Kingdom) our health systems are recognizably similar and arguably
privileged and we share many of the current taken for granted notions for providing services for
children with complex health care needs. Indeed in our practice, research and other activities
we have worked to help ensure that children with complex health care needs have access to the
resources they need to access many of the same everyday experiences of childhood as their siblings
or peers.

Taken for granted notions do not just happen and they need to be questioned; not because they
are necessarily wrong but because they can be a little too comfortable. The stories we share when
we meet — either in real or virtual space — provoke discussion, reflection, further insight and
questioning of our own assumptions as well as clarification of ideas.

Annette’s story

I was walking along the beach and I saw a mother arriving with her children for a day at the beach.
It was school holidays, and it appeared a very ordinary everyday outing for a family in New
Zealand. As I drew closer I noticed that this was no ordinary family, alongside of the picnic basket,
buckets and spades, cricket bat and sunscreen came the wheelchair and oxygen cylinder attached to
which was a boy of about 5 years of age. Alongside the mother darted an excited 3-year-old and an
older child of about 10 who competently organized the wheelchair, cylinder holder and supported
the tubing as mother carefully transferred her son from car seat to wheelchair. ‘Can we go to the
caves Mum’ shouted the 3-year-old. ‘“We will have to wait and see how far it is and how well this
wheelchair will go on the sand’ she replied. As I drew closer my offer to assist the family set up
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their picnic at the beach was gratefully accepted. ‘I didn’t realize how difficult this would be’ said
the mother ‘this used to be an easy family outing, but I forgot about how soft the sand was on this
beach, we will go somewhere else next time. A friend did offer to come and help but we just
wanted to do something as a family on our own.’ Reassured by the 10-year-old that ‘Dad was join-
ing them after work’ so they would be able to get off the beach and remembering the mother’s
expressed wish for some family space I left the family to their day at the beach.

As I walked away I reflected on the many times in my nursing practice and research career that
I had heard families of children who were medically fragile or disabled voice the need for family
time. A private space unencumbered by health professionals or carers. A time where they can just
be together as a family. I also reflected on how this little boy’s illness would impact on how he and
his siblings would experience the beach that day. From an adult perspective the little boy’s space
would be restricted by physical stamina and the length of his oxygen tubing. (Although this might
not be how the child actually experienced his trip to the beach.) His siblings’ adventures on the
beach would inevitably be shaped by pragmatic considerations such as how long the bottled oxy-
gen supply lasts. I wondered whether the 3-year-old would get to the caves or play cricket. The
siblings’ ability to run, swim and explore the beach was restricted by the wheels of the wheelchair
and the ever pervasive uncertainty that their outing may be curtailed at any time by a sudden dete-
rioration in their brother’s condition. Would they get to go to this beach again or would they have
to find another with better access?

Some reflections

There are always different lenses through which a scene such as this can be viewed. One such lens
might be the fact that many children in the world would never have the opportunities for such ‘pri-
vileged’ care, the costs of which far outstrip the meagre resources available to provide them with
even clean drinking water and basic health care. In settings where children are dying for the want of
mosquito nets to protect them from malaria, the scenario of a child having access to the resources
required to maintain the little boy’s life and the trip to the beach that Annette described would per-
haps seem a little surreal.

Another lens might be the one in which we as health professionals might look at this scene with
some degree of satisfaction that modern technologies and home care services now have enabled
this family to venture to the beach rather being trapped within their home or hospital ward. But
our satisfaction might be short lived. While there is an increasing body of literature which supports
the notion of early discharge, community care, and supportive technologies to negate the impact of
illness on children and families, there is also evidence that the movement from hospital to home
creates challenges for children and families (Heaton et al., 2005). Despite our best efforts families
remain socially and physically isolated when their children are ill, particularly those for whom the
illness is prolonged (McCallin et al., 2007; Yantzi et al., 2006).

As health care delivery moves to become increasingly more community based we need to
understand more fully the impact illness has on the spaces and places a family occupies and how
children and families redefine, create and adapt their spaces and places in response to illness
(Moore et al., 2010). As health care professionals we need to be aware of the context in which
we deliver our care as this can both frame our expectations and give us something to work with
or against to improve health care services. Not every family will want a trip to the beach but each
will have their own ideas and dreams of what they want to do. In an era where child health services
in countries such as New Zealand and the United Kingdom are increasingly specialized, complex
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and in some instances fragmented, we need to consider the impact of health professionals,
technologies and health services on these spaces.

We need to understand what enables or impedes family space and geographies. Much like our
young family at the beach, we have much to learn in relation to negotiating this soft sand but per-
haps in doing so we can all have a great day at the beach or the park or the zoo or the library or the
shops or the .. ..

References

Heaton J, Noyes J, Sloper P, and Shah, R (2005) Families’ experiences of caring for technology-dependent
children: a temporal perspective. Health and Social Care in the Community 13(5): 441-450.

McCallin A, Dickinson AR, and Weston K (2007) Family Support for Children with Complex Disabilities:
Time for Action. Auckland: AUT University: Waitemata District Health Board.

Moore A, Anderson C, Carter B, and Coad J (2010) Appropriated landscapes: The intrusion of technology and
equipment into the homes and lives of families with a child with complex needs. Journal of Child Health
Care 14(1): 3-5.

Yantzi NM, Rosenberg MW, and McKeever P (2006) Getting out of the house: the challenges mothers face
when their children have long-term care needs. Health and Social Care in the Community, 15(1): 45-55.

Downloaded from chc.sagepub.com at PENNSYLVANIA STATE UNIV on September 15, 2016


http://chc.sagepub.com/


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.3
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 266
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 200
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.00000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages false
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 266
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 200
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.00000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages false
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 900
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 600
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.00000
  /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 false
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (U.S. Web Coated \050SWOP\051 v2)
  /PDFXOutputConditionIdentifier (CGATS TR 001)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /Description <<
    /ENU <>
  >>
  /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
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (sRGB IEC61966-2.1)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /ClipComplexRegions true
        /ConvertStrokesToOutlines false
        /ConvertTextToOutlines false
        /GradientResolution 300
        /LineArtTextResolution 1200
        /PresetName ([High Resolution])
        /PresetSelector /HighResolution
        /RasterVectorBalance 1
      >>
      /FormElements true
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 9
      /MarksWeight 0.125000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
  /SyntheticBoldness 1.000000
>> setdistillerparams
<<
  /HWResolution [288 288]
  /PageSize [612.000 792.000]
>> setpagedevice


