[image: image1.wmf] 

Chronicity

Living with long-term illness and disability
ADNotes           ​​​​​​​​​​​      


           March 2004

Phone 1-877-214-9838

Supporting families and equipping the church for inclusive communities.                                 Email adnet@adnetonline.org


    Pastoral care for those facing illness is an important part of a pastor’s job and of a congregation’s ministry. Listening to worries, fears and hopes, praying for strength and healing, rejoicing when healing comes, and staying close in times of sorrow.  There is an ebb and flow—illness or crisis comes, much is needed and given, equilibrium is restored.  Healing comes; normalcy is restored.  

    But what happens when healing doesn’t come?  What does it mean to pray and care for those who live with long term disabilities of body, mind, and spirit?  What does it mean to be the hands and heart of Jesus?

    In this issue of ADNotes we explore some of the challenges facing individuals and families living with chronic mental illness, physical and developmental disabilities.  We also offer resources for congregations and other organizations seeking to increase their understanding of the impact of chronic disabilities, as well as resources on developing networks of care within the community of faith.
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The Unexpected Journey
    Living with any type of disability means living a journey that was not chosen, not desired, and usually not expected.  Children don’t think, “When I grow up, I want to develop schizophrenia.”  Expectant parents don’t say, “I hope we have a girl, and I hope she has Down syndrome.”  A young man heading out to visit friends isn’t thinking, “Finally old enough to drive! Next I want to be in a serious car accident and become paralyzed!”  

    All disabilities bring loss—of hopes and dreams, of the life and goals that were, of underlying assumptions of how life should be.  One father shares, “Resting in your child are incredible hopes and dreams and aspirations.  What did it do to us?  We saw whole sections of our life just disappearing, and they’d never be there again.” This sense of loss, and the grief it brings, will ebb and flow, but not disappear. Individuals and families are faced with choices about how they come to terms with loss and live with the new reality   It is important for persons close to those living with all kinds of disabilities to understand this fact.  It goes against human nature—we want to fix things, make others feel better—and when we can’t, we often fade away, disappear.  This leads to another challenge that often faces those living with disabilities—social isolation.  As one woman says, “It takes all the energy I have to get up each morning and care for my family.  Why would I want to go to church?  People want me to feel better, to be happy.  No one wants to be around someone who’s not ‘getting over’ depression.”  

    Illness and disability that continue, in spite of the love and prayers of those around us, can raise questions about the nature of God, the effectiveness of prayer, and the spiritual health of the person living with the disability.  If God loves me, why doesn’t he heal me?  If God answers prayers, why not mine?  Experiences within the congregation can trigger pain, confusion, and anger. A family living through multiple hospitalizations and life-threatening illnesses observes their congregation rallying around another family with a young son preparing to get tubes in his ears, and wonders, “What’s the big deal?”  Underneath that question lies unspoken pain; the congregation seems to care more for the family faced with a routine, albeit significant surgical procedure than for the constant worry and stress they face.


Help Along the Road

    It is the job of those in pastoral leadership to make sure the needs of those facing long-term, chronic challenges are not allowed to fade from the awareness of the congregation.  It is important for congregations to recognize and resist the temptation to ignore what can’t be “fixed” and to find constructive ways to offer ongoing love and support. 

    One mother speaks of a woman from her congregation, whom she barely knew, who reached out.  “She saved our lives.  If not for her, we wouldn’t be here.”  What did this woman do?  “She didn’t come to preach, she didn’t say what God wanted to do in our son’s life.  She listened for a long time.  Then she didn’t say, ‘If you need something, call me;’ she said, ‘This is what I can do.  This is what I want to offer.’  She got us regular respite; she saved our lives.”


Join the Journey

    Within your community of faith are people living with chronic disabilities. They are brothers and sisters whom God has given to you. Are you ready to accept the challenge, to help your congregation grow in Christ-like love and care for each other?  ADNet resources include the following:

     ADNet Child and Youth Resource Information Page (online) offers a questionnaire designed to be used in the Christian education setting to discern the special needs of children and youth.

    Supportive Care in the Congregation (booklet) describes care circles, a method for congregations to offer supportive care to families and people who deal with mental illness and other disabilities, chronic illness, or other needs.

    A Gift of Hope (booklet) offers practical suggestions on how congregations and individuals can care for those with mental illness and their families. 

    No Longer Alone (book) tells how churches can support individuals and families affected by mental illness. Addresses the interrelatedness of our social, emotional, physical, and spiritual selves. 

    Consultation with ADNet staff for your specific needs is also available.  Email, call, or write to us.  We will do our best to put you in touch with the resources you need.

ADNotes is written by Cindy Warner Baker who lives in Goshen Indiana with her husband Doug and their family.

You are encouraged to reproduce this sheet as long as it is distributed without charge and credit is given to ADNet.  

Copies online at http://www.adnetonline.org/Resources/ADNotes
Questions?  Call 1-877-214-9838 or write adnet@adnetonline.org or PO Box 959, Goshen, IN 46527. 
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