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Right Relationships: With and Between Family Members

Lisa Bridle

Lisa Bridle is a social worker with a background in community development who has recently joined Community Resource Unit as a consultant.  The birth of her son, Sean, eight years ago prompted Lisa’s exploration of the meanings of disability and parenthood.  In this article, Lisa suggests that the idea of “right relationship” is key for families too, not only in how services relate to families but also for relationships within the family.  

There can be no doubt that many people with disability have not historically enjoyed what we could consider to be our birthright as human beings, what we would hope every human baby came into the world already endowed with - unconditional love and enduring and accepting relationships within family.  Luckily we live in times when parents are not routinely encouraged to reject outright their newborn with disability.  But sadly we do still live in times where relationships between babies, children and even adults with disability, and their families are “done damage”.  

This “violence” to the relationships between people with disability and others occurs in many ways, including: the way parents are told that their child has a disability, in how people with disability and their families are consigned to “special” services and roles, in the ways parents are encouraged to be therapists, medical case managers and “carers” rather than parents, and the way families are encouraged to abandon their family member or describe their family member and family experiences in wholly negative ways in order to access services. 

Even before services intervene, the relationships between parent and child can be precarious.  Most of us who become parents of children with disabilities lack prior relationships with people with disability, so initially we see our children through the prejudices and stereotypes society has schooled us in.  While our intimate connection with our family member is the antidote to those stereotypes, there is much which happens to families which continues to damage, rather than restore or make right those relationships.  And even when we have moved past those bad beginnings we must find ways to nurture our sons and daughters in communities in which we might find only grudging and conditional acceptance, if not outright hostility and lack of welcome.   These experiences can easily have the consequence of creating further damage. 

Loving someone who is accorded so little value in the world – someone so conditionally “there” - is excruciatingly painful and hard. It is common to feel constantly “on guard”. Continually struggling for what others take for granted, such as meaningful work, regular schools, friendships, and support to live a reasonable life, can erode your sense of optimism and hope.  The clarity of seeing the world as it (at least partly) is, as a place of injustice and rejection, can wear you down, cause deep scars and make you battle-weary.  Sometimes you can feel so tired and overwhelmed that you are tempted to give up on parts of your vision of a full and rich life for your family member.  It is frighteningly easy to find oneself compromising not only one’s vision, but also the integrity of family relationships.  

It is however helpful to remember that the world is not just a place of exclusion and prejudice but also a place of beauty and wonder, relationship and possibility.  Due to the courageous examples of parents who have gone before, we live in times where it is possible for families to dream about lives of value, richness and quality for our family members.  We can dream of lives richly embedded in community, even if it is hard to realise those dreams.  Despite our best efforts, our achievements are fragile and the dominant culture remains strong, even seductive, in its ideas about the “proper” and “realistic” pathways for people with disability.  It is one of our most urgent tasks to find ways to ensure the obstacles and setbacks we will inevitably face do not have the final word.

Achieving “right” family relationships may be crucial in partly answering the question of how we maintain our vision and how we nurture our capacity to stand firm in pursuit of that vision. It feels to me that, as a starting point, family members need to acknowledge both our vulnerabilities and our strengths.  “Withness” - standing with a person with disability in a totally committed way - does not come without risks and costs.  We need to recognise, rather than ignore, that it is uncomfortable (and often worse) to be outside the mainstream, to have what we would consider “commonsense” - like the idea that our family member belongs at the heart of community - held up as irrational, fanciful and impossible.   This social marginality associated with passionate love and commitment for a marginalized or oppressed person is a potential source of emotional pain but also of healing, of possibility and strength.  bell hooks argues that marginality isn’t wholly negative. It is also a site for resistance  - a place of radical openness. 

Radical openness strikes me as one of the transforming gifts of parenting a child with disability.  Our hearts feel “bigger”, more open.  With the vulnerability of an open heart, comes strength, passion and even boldness.  Our experiences of standing with our family member at the margins often provide us with clarity and purpose, they are “assertiveness training boot camp”; they keep us on track about what really matters.  We need to remember and celebrate the positive transformations in us because remembering these, not just the battles, will help us stand with our family member, rather than succumb to, or collude with, the dominant culture.  

It may be useful for us to keep connected to those transformative experiences that nourished us in the past.  For me one of those experiences came in the first 48 hours of Sean’s life.   Sean had been whisked away to intensive care and I was dispatched to a far off ward to recover from a general anaesthetic and surgery.  In the first day I was wheeled past Sean and given a Polaroid photo but spent the rest of the day fielding visitors and trying to make sense of the news of his disability.  The next day I visited Sean but only to touch him through the wires and apparatus of the ICU.  It was only on day three that a kind nurse suggested I could actually cuddle my baby and I started to feel that I could begin to “reclaim” him from the hospital.  For the previous 48 hours my head had been bursting with the label he had been given, his “diagnosis”.  Around it swirled in my head “what does it mean to have Down syndrome?”  But as I held Sean I felt suddenly calm.  There was a lot of sadness in the calm but I felt a strong sense of “rightness” with the world. Here, in this small baby, in the body of my son whom I had carried and known for nine months, was the answer.  Sean would help me to learn all I needed to know…and it would be fine.

Over the eight years of Sean’s life I have not always been able to hold on to that sense of “rightness” and calm but it is also true that I have never revisited the disorientation of those first days.  Given the damage done to family relationships, we need to find ways to build and nurture our “withness” with our family member.  I am still learning to do this for myself but I feel certain that as family we need to always, always see our sons and daughters, brothers and sisters with “family” eyes.  Even when we are quite commonly thrust into complex roles, as “therapists”, as “carers”, even as “advocates”, we must make sure that our role as a member of a family is never compromised and that we do not allow our “gaze” to be contaminated by the gaze of those who see our family member as a “problem”, a “challenge”, a “case”, or a collection of deficiencies. 

I think part of right relationship within families is also for us to claim our right to our share of fun and enjoyment within our families; to have time for celebration, lightness and a regular, typical life; not just for our family members but for us too!  If we believe that disability does not define our family member then it should not define either their life or our own.

And we need to seek, and argue for, services which DO NO MORE DAMAGE.   These services would encourage and support us to be parents first - and last.  They would reflect to us a view of our family member as someone of value and worth and help us to hold to this view.   They would support us in having authority and ongoing involvement in the lives of our family member.  They would be a buffer to the worst excesses of community exclusion.  They would most definitely help us to dream and imagine full and better lives and I hope that some might walk with us on the long, exhilarating (but also possibly exhausting) journey to achieving our dreams.

