What about Jack?

When my young nephew was born there were a number of complications which meant he spent the first few days in an incubator with round the clock nursing care. The first time I saw him he looked so tiny connected up to all those monitors. A few odd things about his development continued to be of concern, the most notable being that when he was about two and a half I observed that he didn’t talk or engage people in conversation. I wondered about that as by the same age my children talked constantly in whole sentences and expected others to converse with them. It was soon after this that Jack was diagnosed with Autistic Spectrum Disorder. None of us knew a lot about it eight years ago. It wasn’t the trendy, quirky subject of so many television shows then that it has become more recently. Sometime later his older brother was diagnosed with Aspergers Syndrome. This I have been informed by specialists is quite common and lends weight to the genetic explanation.
Here was I, a qualified teacher and experienced counsellor who knew very little about what this might mean for him, his immediate and extended family or other professionals he might encounter. I continue to have huge admiration for his parents and the research and learning they have done in order to understand and help him.
The thing that has struck me the most as I have listened to my brother and sister-in-law tell me about the challenges they encounter is that understanding and coping with Jack is not the most challenging problem they face. Instead it is the lack of cooperation between education and health services, constant delays in providing the support that has been agreed to, and professionals who attend IEP meetings and contribute nothing tangible to supporting either Jack or his family. It certainly makes a good discussion point, with my family’s permission, for talking to counselling and social work students about helping that does not help.

Over the years I have heard many parents of children with special needs lamenting the changing nature and amount of support a child might receive through the school system from year to year or even term to term.

Now as aunty rather than a professional in this situation I have certainly been privileged to a different perspective, seeing this from a family’s point of view and the sad thing is these experiences will not be unusual. There will be many others in our communities dealing with similar challenges and possibly with similar difficulties with professional people like ourselves.

As a parent one may not expect every professional one encounters to have an in-depth knowledge of such a specialised area, but one could reasonably expect that someone who does, i.e. the family with their daily lived experience would be listened to with a strengths-focussed how can we help attitude, rather than what they mostly encounter which is… ‘this is what happens, this is what we do and we are not going to change it to accommodate your son’s needs, he will just have to fit in (no exaggeration), this what we expect of you and your son, and even (I found this totally inexplicable) ‘now that he is making progress he no longer needs the support we put in last year so we are going to discontinue it’.
Occasionally there is a glimmer of light, a teacher or helper who will do more, but of course each year or even each term that teacher or helper moves on and the family are back to square one.

What might this mean for me as a counsellor? What I take from it is a reminder to always listen to what my clients are saying, regard them as the expert and check to ensure that my helping helps. Such experiences also highlight the importance of advocating for clients and encouraging them or their support people to become confident in advocating for themselves both individually and collectively.

We can also be mindful of the positive role we can have in using and promoting inclusive and anti -oppressive language and practice.  As Oliver and Sapey (2006) remind us…” a social model of disability moves away from focusing on the physical limitations of particular individuals to the way the physical and social environments impose limitations upon certain groups or categories of people. Adjustment then according to this model is a problem for society not for disabled individuals.”  (p.29) In keeping with the views above we could adopt and advocate a ‘differently-abled’ perspective.
What about Jack? If each of us works collaboratively across the disciplines keeping Jack and the many others like him, as the central focus; including his family as an integral link in his support network, we are more likely to see positive educational and social outcomes.
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