
The value of meanwhile

The side room Barbara occupied when she arrived at Frimley Park
Hospital in Surrey overlooked a small quadrangle that was well
stocked with shrubs. Each evening a flock of two dozen pied

wagtails would gather to roost for the night in the buddleia bushes. It was
a secure place surrounded on all sides by the strong walls of the hospital.
On the fourth day, machinery moved in and within a few hours shrubs and
bushes were ripped out and the ground was levelled. Frimley Park NHS
Trust had new plans for that peaceful corner of the hospital complex. I
stood by the window as the wagtails arrived for their usual night’s rest. It
was a pathetic sight to watch the disorientated birds as they flew down to
the wasteland in search of their familiar security. After fluttering help-
lessly above the churned earth and the torn and twisted bushes they lined
up on the surrounding roof. Their security had gone; life would never be
the same again. By the time Barbara left hospital the calm quadrangle was
enclosed in steel and concrete. The experience of those little birds is a
close parable of the life of most who live with an incurable and
progressive disability.

Perhaps when we are young and healthy, we are ready with slick answers
to hard questions. Because of God’s kindness to us in giving us so much
work to do, a busy life to live and some achievements to gain, Barbara and
I never found it too difficult to find meaning and purpose in life. Like those
pied wagtails in Frimley Park, our lives may have been surrounded by
hospitals, but generally we could be secure in our plans for each day. For
the entire thirty-five years of our marriage the tedium of regular queuing
in outpatients was broken periodically by the challenge of hospitalization,
but even then we always had plans for life after the bedpan. Finally, like
those poor little birds, our ordered life fell apart. It was hard to come to
terms with the fact that at times the chief objective each day was reduced
to survival. 

Our western life style doesn’t equip us for a time when the daily purpose
is simply to reach sundown safely. We are expected to think of job satis-
faction and personal fulfilment. Even Christians are taught to secure this
in a lifetime of service to others. But that is only one side of the teaching of
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the Bible. What if a life cannot consciously serve, and simply struggling
through to the next day becomes the chief goal before nightfall? Barbara
and I gained a strong empathy with the starving mother whose sole
purpose is to find sufficient food to keep her family alive. Where then are
our high ideals of service and fulfilment? It may be hard to spend weeks
and months simply consulting with medical personnel in order to
maintain life a little longer. But any alternative is to de-humanize human
life altogether.

Our own stories
This is a very personal book for all who have contributed to it. In our own
way, each of us has found parts of the story hard to tell. Recalling some
events has at times been a painful experience. All the stories are about
living with permanent disability; and all, except my own, are ongoing
stories of grappling with the experiences described. For my part, I live
with the memory but no longer the reality of that struggle, and I am still
undecided which is worse. For most of us, this is the first time we have laid
ourselves open to the gaze of others; the first time we have revealed our
private lives of thought and reaction in years of debilitating illness, either
in ourselves or in those we care for.

There are no heroes described here. As each shared their story with me,
I was impressed by the openness and honesty of those who outwardly
appear to cope so adequately with the challenges that confront their life.
When I probed beneath that smile and the ‘we’re coping fine’ gloss, I
discovered what I knew must be there: times of intense frustration and
fear, disappointment and discouragement, panic and impatience. I was
secretly glad to find this, because it confirmed after all that Barbara and I
were not so unusual or such great failures! 

No two stories are the same. Some have disabilities that can only get
worse, others have a static condition that is threatened by the side effects
of immobility and the ever-present danger of an accident. Some live with
physical pain, others with the constant frustrations of their inability to do
ordinary things for themselves. However, all have a condition for which
there is at present no human cure and which in some degree limits their
involvement in life as they may like to have it. But then, as Tessa wisely
observes, ‘everyone has some disability—not everyone can climb a
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mountain, even though they may like to.’ Most have disabilities that they
were born with, though Claud has been disabled by disease and Edison
through military action. Some have physical disabilities, whilst others
contend with the disadvantage of severe learning disabilities.

As we express ourselves in our own way, the style of writing in each
chapter is individual. We each reveal ourselves, perhaps more than we
intended. I admit that mine has been written from a deeply personal and
moving point of view, which is unusual for me; someone has described it as
‘a love story’—and I would not argue with that. Though they take life
seriously, Paul and Helle reveal their ability to laugh at themselves—even
while they are rebuking society for its failures. Claire is a warm and
outgoing young woman who is fully involved in life as she struggles to
understand herself in response to her illness. Claud was a teenager two
generations before Claire was born, and learnt to accept the hard knocks
of life with a firm resolution that often finds it hard to express those
deeper emotions. Edison would never be able to portray adequately in
print his strong confidence in God and the sunny personality that shines
through his face. An hour in the home of Graham and Tessa would
convince anyone of their genuine enjoyment of life even in the face of
obstacles that only resolute determination could overcome. Andrew and
Helen reveal, with a frankness that must encourage us all, their parental
love and anxiety and their fears and failures. Peter introduces us to Paul
and his friends whose story is here because many might feel sorry for them;
in reality their ‘disability’ may have introduced them to a quality of life
that few of us can claim to have achieved. The significance of the stories is
not what is wrong, but how each turned an apparent disadvantage to a
positive end. Here are lives that in many ways, and to many people, count
for good.

The focus of these stories has often been on those who are disabled,
but we are not intending to overlook the experience of those who love
them. To watch helplessly one you love battling with pain or disability is
one of the most distressing emotions of life—whether it is little
Charlotte crying with the discomfort of a summer’s heat, Claire fighting
yet another life-draining infection, or Claud struggling to communicate
without a voice box. In Andrew and Helen’s story, Charlotte is happily
unaware of the trauma suffered by her parents who love her so much.
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Even Claire admits that, as a child, she had little understanding of the
seriousness of her illness or the deep anxiety of her parents. Those
whose stories are told by Peter are generally gloriously happy with their
lives and do not appreciate the frustration, even annoyance, that they
may cause to others.

However, those who love as well as care—in the technical sense of that
word ‘care’ meaning ‘looking after’—do not want to talk or think of their
task as a burden, but as a privilege. There is always so much to be gained in
the mutual experiences of those who are disabled and those who share
their disability. At times Barbara would tell me how sorry she was that she
caused me so much worry and brought me so much trouble. Perhaps my
poor handling of a situation sometimes gave her cause to think like this.
But at that point we were both wrong, and I knew it. I understood how she
felt, and I would have been saying the same in her position, but I frequently
stressed, ‘We’re in this together. Our life and experience is shared.
Everything is we, not you.’ It is for this reason that I was with Barbara for
every interview with consultants and surgeons. The operating theatre was
about the only place I didn’t go! 

It is our prayer that these stories will be read not simply for enter-
tainment, but thoughtfully. We want readers to discover what each of us is
saying about such concepts as faith, value, meaning, fulfilment, relevance,
purpose, hope and our determination to serve God. When society makes
judgements on the quality and significance of life, it is often very wide of
the mark. 

When the unthinkable becomes tolerable
We have to admit to another agenda in writing our stories. Society is
confronted today by the creeping influence of the advocates of euthanasia.
Like the abortion lobby of the fifties and sixties, it presents itself as the
caring face of society. And like the results of that lobby, our nation will
realise too late that it has cheapened the value of life, hurt thousands and
destroyed so many lives. In recent years we have witnessed a quiet
acceptance by society of the right to take life under the pretence of caring.
This book is not a theological polemic against the ‘right to die’ lobby, but it
is most definitely a pastoral plea.

The notorious work of Dr Jack Kevorkian (Dr Death) in America has
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been with us for many years. He offered patients physician-assisted
suicide. But when Tony Bland, the tragic victim of the Hillsborough
Stadium disaster who was left unconscious and in a Persistent Vegetative
State (PVS), was literally starved and dehydrated to death by a court
order, a sinister chapter in British medical history was opened. A few
years later, society silently agreed to what many Christians consider to
be the murder by Dr Phillip Bennett of one of the twins in a mother’s
womb—simply because the mother said she could not look after two
babies. But this is not new; many young mothers know the pressure that
is put on them to have a baby aborted because a scan has revealed some
deficiency that will affect the child’s quality of life. If they were
conceived today, more than half of those whose story is told in this book
would not be allowed a story to tell.

A prevailing view in the current debate over moral judgements is that
the goodness of an act is determined by the intention of those who
perform it. That is another way of saying that the end justifies the means.
This is precisely what gives the chilling actions of Dr Kevorkian and his
supporters an air of respectability. He claims to want to alleviate suffering,
so his methods must be all right. But on that ground, there is no limit to the
number of crimes that could be committed in the name of mercy!  In our
nation there are thousands of would-be mothers who deeply regret their
decision to abort their living child in the womb; but they did so because
they were told that it was in everyone’s best interests. We are already
confronted with relatives who live with the guilt and regret of encouraging
their loved one to take the fast exit from life. In every case, the decision is
irreversible. Action is not legitimised by intention.

Encouraged by society’s indifference to the value of life, the British
Medical Association Ethics Committee has decreed that artificial
nutrition and hydration (food and water) should be withdrawn from
terminal patients on the word of doctors alone. Pre-empting the BMA,
the Royal College of Paediatrics published guidelines to help doctors to
decide which babies should be allowed to live. They included assisted
death when ‘survival is possible only with such severe mental or physical
disability that the child will never be capable of choice.’ As one editorial
commented, ‘Here, the Royal College has quietly tiptoed across the line
between saying that the treatment is worthless, and saying that the patient
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is worthless’  (Daily Telegraph, September 26th 1997). We may ask who
will define the meaning of ‘never capable of choice’ or ‘unbearable pain’,
or even, in the light of some remarkable recoveries, Persistent Vegetative
State.

Eugenics (which means ‘born well’) and euthanasia (which means ‘die
well’) are two ends of the same philosophy. Whatever their advocates
claim, history proves that ultimately eugenics and euthanasia give
society the right to determine who should live and who should die.
Society slowly becomes more and more tolerant of the unthinkable. In a
profound description of this, Joni Eareckson Tada wrote, ‘Gradually,
though no one remembers exactly how it happened, the unthinkable
becomes tolerable. And then acceptable. And then legal. And then
applaudable’ (Joni Eareckson Tada, When is it Right to Die? Marshall
Pickering,1993, p53). 

When a calf is born lame or its mother breaks a leg, the animal is simply
‘put down’; it has no more value in this world. No one pretends that the vet
and the farmer will be better people for caring for them. They may learn a
few things about cow’s legs, but that’s all. We are in danger of drifting into
this same mind-set regarding human life—drifting into the morality of the
farmyard. The euthanasia lobby says, ‘When you have had enough and
cannot face the future any more, we won’t learn better ways of treating
you and working with you to discover new horizons; we won’t make you
feel wanted and cared for and valuable. On the contrary, like you, we too
will just give up.’ That lobby has made its decision, perhaps uninten-
tionally, that you have no quality left, nothing to live for, and that your
fight simply to survive is all a big waste of time, space, and—not to put too
fine a point on it—of resources also. 

Some years ago a particularly thoughtless consultant commented to a
medical observer, in front of Barbara, ‘Do you realise that it has cost us
£25,000 to get this lady this far.’ She was wrong on two counts. First, it was
easily twice that figure. But far more significantly, she should never have
been thinking, still less talking, in those terms. When, towards the end,
Barbara cried, ‘I am a pain to myself and I must be a nuisance to
everybody’, that particular consultant would probably have agreed. I
recall sitting by Barbara’s bed in an intensive care unit and I found myself
reading the labels on some of the items in a locker. The sterile packs had
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prices on them. ‘Nurse’, they were designed to say, ‘before you break this
seal, is it really necessary? Remember, it costs £15.’ I felt that Barbara had
a price tag attached.

All of us who have written chapters in this book are aware of the
arguments about limited budgets and prioritising, but it is the steady erosion
of the nation’s mind-set that concerns us. Those whose stories are told here
are extremely expensive for the nation to support, and consequently they are
vulnerable people. Vulnerable to a society that assumes it has the right to
decide whether or not they have quality or value. As a matter of fact they
themselves have all come to the conclusion that there is value and purpose in
all human life. One of Tessa’s grumbles is that carers often assume they
know best, and it is frustrating when they insist on placing items beyond her
reach in the kitchen. But that same mind-set may one day take upon itself the
right to decide whether or not Tessa and Graham, Charlotte, Paul, Hughie,
Anthony, Peter, Jane and the rest, have sufficient ‘quality of life’ to make it
worthwhile for society to care for them. Or whether the significant outlay on
drugs, nursing care and surgery required by Claud, Claire and Barbara is
economically viable. Or whether a blown-up soldier from an African state,
or a disabled man who can only type with his mouth, are really ‘earning’
their disability pensions. 

All this may be shockingly frank, but over the past three decades we
have seen the child in the womb downgraded to a ‘foetus’—a word that
simply doesn’t exist in the Bible and therefore in Christian vocabulary.
History teaches us that it was the eugenics crusade, so enthusiastically
endorsed by Britain and America and virtually every major European
country before the Second World War, that gave Adolf Hitler his
philosophy to destroy tens of thousands of the physically and mentally
disabled under the Third Reich. Those 1930s German posters that
depicted the healthy Arian shouldering the burden of the imbecile are
chilling reminders of what lay ahead.  Even before the Jews were so
fatally targeted, the infirm and insane were ‘cleansed’ from German
society. Is that really what our society wants? 

Britain can be justly proud of having two hundred and thirty-six
hospices plus four hundred hospice home-care teams. The hospice
movement was born out of the Christian ethic that all human life has value
and meaning and that society becomes more human as it becomes more
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caring. The Christian approach to severe suffering and disability is to
provide for the easing of pain and anxiety (palliative care) and support for
spiritual and social healing, in a caring environment where patients are
reassured of their value and quality. 

We have come a long way from the days when disabled children were
hidden away from the gaze of society, and yet paradoxically, as a form of
Sunday afternoon entertainment the public went to stare at the bizarre
antics of the tragic inmates of Bethlehem Hospital (‘Bedlam’) in London.
But we are in danger of losing what we have gained, by making the infirm,
the chronically ill and the disabled feel that they are a burden on society. If
Claire, as a young person, says that the implications of legalised
euthanasia scare her, what must it do to the elderly? Graham and Tessa
know that the general mind-set of the medical profession and of society
would ensure that people like them are no longer born. They would have
been candidates for the eugenic cleansing of abortion. What does that tell
Graham and Tessa about how the medical profession and society view
them today?

Without a doubt, disabled people do feel vulnerable when confronted
by the significant shifts among many in the medical profession. We have
only to scan the correspondence columns of our national press after the
latest pronouncement by the BMA or the Royal College of Paediatrics.
One reader, herself disabled, wrote to the Daily Telegraph in September
1997, ‘Doctors should wake up to the message they are sending out to
disabled people. Recognising that the principle that futile treatment
should be withdrawn is good medical practice, letting children die who
could be saved, solely because they will be disabled, is a fatal form of
discrimination against all people with disabilities.’ 

Euthanasia assumes that the right to ‘physician assisted suicide’ is the
best guarantee that we die with dignity. The facts hardly support that.
Oregon State in America legalised physician assisted suicide in
November 1994, and since then many have wrestled painfully with this
choice and others have left behind relatives deeply regretting their
support for this irreversible decision. That is not dying with dignity. Nor
is it dying with dignity to feel under pressure from a watching society—or
even worse, waiting relatives—to do the decent thing. Still less is ‘dying
well’ to be found in the involuntary ‘granny-culling’ reported from the
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Netherlands. It is never dignified to grab at a quick exit to life. Dignity is
found when a caring society skilfully supports those in greatest need, and
ensures that everyone, whatever their disability, is persuaded of their
value to society.

The Christian believes in the value of ‘death with dignity’, but is
convinced that there is a far more dignified way of dying than the fast-fix
solution of a shot of potassium chloride; this denies everyone the rich expe-
rience of caring and being cared for. The hospice movement encourages the
Christian view that life is valuable and meaningful, however painful. It may
be tempting to find a way out, but it is far more valuable to find a way
through. In reality, those who need to be cared for, whether because of their
learning or physical disabilities, actually contribute more to society than
most people, and especially they themselves, will ever understand. I would
never have chosen my path as a full-time carer, but I know that I am a better
person for having been made to walk it.

To my knowledge, the euthanasia lobby has never followed their
philosophy to its logical conclusion. In the experience of Barbara and
myself, there were times when, if God had given us the option, we would
have elected for us both to go to heaven together—right then! On the one
hand I could not bear to see her constant suffering and I longed for her to
find relief, and yet I did not want to live without her. Fortunately God has
never put that option into our hands, and he never will. On that decision,
as with every decision, he is far wiser than we are. But my feelings of
pending loss and despair without Barbara raised an issue that the
euthanasia lobby carefully avoids. If it is right for someone in physical
suffering to request an end to their own life, then an equal case can be
made that those who cannot bear to live without them should be allowed
to take the same exit. After all, who is to say whether physical pain is worse
than loneliness and a broken heart? It is a short step from legalising a
living will to legalising a pair of living wills. That logical spiral of self-
destruction knows no end.

This book is not a theological or medical treatise against the anti-
Christian mind-set of the pro-euthanasia lobby, but it is a comment
pastorally. Many in the following stories have struggled with the meaning
and quality of life in severe disability or continual pain. Defenders of
euthanasia may argue as much as they like, but the whole world should
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know that once euthanasia and the living will are legalised, the pressures
upon the severely disabled and the feeble elderly would be immense. It is
only the strong Christian ethic that will consistently resist the morality of
the farmyard that says, ‘When the animal is too sick to be viable, put it
down.’ Society’s standards of viability are shifting constantly. When my
life ceases to be of obvious value to society, I would prefer to be treated by a
caring doctor rather than by the local vet! 

Healing today?
I suppose that all Christians with a chronic disability, and those who care
for them, have prayed for healing. In the early years of Barbara’s disability
we certainly did; and we politely listened to the kind advice of people who
knew a special remedy or a gifted healer. But we came to a point, many
years ago, when we knew that to pray for healing was no longer faith but
distrust. Job was not the only person who had to prove that it is possible to
love God not just for what you get out of it. Stories of healing are fine—
when they are true. But they didn’t help us, or our many disabled friends
who had little expectation of being healed this side of heaven.

Those who boldly offer certain healing and then lightly off-load the
failures onto the fault of ‘negative thinking’, have rarely sat in the school
of long-term suffering. I have read and listened to the views of the health
and happiness con men and have no hesitation in identifying them as
Job’s false friends—like them, they will be answerable to Job’s God.
Barbara and I found that Job and Jeremiah became very great friends of
ours. When every joint in her body was ravaged by arthritis and each
finger, one by one, was disabled into a floppy appendage as the disease
snapped tendons, with artificial hips and knees, and some brilliant
metalwork clamping her head to her neck, there were not too many
people promising Barbara a full recovery in this life! However, we had a
better kind of faith to see us through. All of us who have contributed to
this book believe unquestionably in a God who can and does heal, but
that is certainly not our preoccupation. Like the friends of Daniel who
were threatened with the fiery furnace we are able to say, ‘The God we
serve is able to save us… but even if he does not…’ we will never deny him
(Daniel 3:17). 

It was always a matter of interest to me that those who write and speak
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so winsomely of healing today are not queuing up to pray for the cate-
gories of disability described in this book. In reply to my question whether
anyone had ever offered to pray for her healing, Tessa assured me that no
one had. When I enquired why she thought this was, Tessa simply
responded, ‘Because people are realistic.’ Less generously, I am tempted to
suggest that they realised they had met their match!

Sense out of suffering?
In this book I have started with our own story because that is where it all
began. Although Barbara and I were married for thirty-five years with the
steady erosion of her health and mobility by rheumatoid arthritis, we had
never spoken publicly or written about our experiences. One of my earlier
books was subtitled making sense out of suffering, but even then I
managed to make no mention of our own experience. In fact one critic
complained, ‘He has probably never lived with pain.’ Those who knew us
best, knew that Barbara and I were very private people and were reluctant
to share our needs. In more than thirty years of preaching I cannot recall
ever referring specifically from the pulpit to our personal struggle with ill-
health and disability, until once or twice during the final year of our life
together. For her part, Barbara resolutely refused to speak or to be inter-
viewed on the subject of suffering, and only once wrote a short article on
‘Living with Disability’—that editor deserves an award for persistence! We
were often urged to write our story, if only to help others, but we declined;
mainly because we never considered that we had much to tell. We coped,
but not as capably or as victoriously as some might have imagined from
their observation of us. 

So, what changed our mind? During the eighteen months prior to
Barbara’s death, we began to acknowledge that perhaps there was some
value in our story. The frank admission of our weakness might encourage
others who are similarly challenged to discover that they are coping better
than they thought! If nothing else, we could set the record straight and
allow people to judge for themselves whether we handled life well or not.
We planned, therefore, to open the window and let others see what was
going on inside. That would be a new and uncomfortable experience for
us.

However, it did not take much thought to conclude that no one would
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want to read a whole book about us! We have been nowhere, achieved little,
and are unknown beyond a relatively small circle. Besides, I have always
assumed that anyone who writes an autobiography has to be either
conceited or crazy. But we had met so many others whose stories are more
interesting, and whose lives can teach us all valuable lessons. So, we
decided to include some of their stories as well.

People often assumed that our acquaintance with disability would
make us very understanding of those who suffered. Well, it did and it
didn’t. We could enter fully into the life of those who suffered and yet who
still pressed on to the best of their ability; they had our support, admi-
ration and love. Unfortunately we had little patience with those compara-
tively healthy people who did nothing but whine about their lot, pulled out
of active service too soon, or felt too tired even to get out to the prayer
meeting. I know that some people considered that we were hard on others,
and they were probably right. It took us a long time to learn that we all
have different pain and workload thresholds; in expecting others to push
themselves as hard as we pushed ourselves, we probably forgot that some
of them actually were, but that their tolerance broke sooner. I suppose it
was typical of our life together that we were working on the revision of our
marriage preparation book No Longer Two only forty-eight hours before
the Lord called Barbara home. Personal suffering can make part of you
warmly thoughtful, but another part coldly intolerant. 

In a similar way, Barbara could never accept the oft-quoted assumption
that suffering draws you nearer to God. She responded that this might be
true in the stories of the great Christians, but she did not accept that it was
true for her. She always maintained, and we can never know whether she
was right, that her walk with God was in spite of and not because of her
constant pain and disability. This is how Barbara’s wry humour phrased it
in some of her notes that I discovered, ‘You often hear well-meaning
preachers say, “suffering is a time of refining”. All very true, but some
long-term sufferers must by now be perfect.’ For my part, when people
assume that suffering makes for holiness, I often wonder whether their
time alone with God is really enhanced when they have raging toothache
or a blinding migraine. Surely, part of the purpose of suffering is
discipline, and according to the apostle Paul who knew about these things,
‘No discipline seems pleasant at the time, but painful’ (Hebrews 12:11).
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When he went on to write of the ‘harvest of righteousness and peace’, he
was careful not to tell us when that harvest will be. Perhaps, after all, it is
not always in this life. Sowing, yes, but not yet reaping.

Even when she felt at her lowest, Barbara always had value, both to me
and to countless others; and what was more important many, from
Christian friends to community nurses and hospital consultants, made
this clear. She once said to me, ‘I feel the Lord has thrown me on the scrap
heap.’ But this was not true. Her life was still counting, and all of us who
cared for her were better people for our contact with her. Not least myself,
who knew her best of all. I can watch that African mother struggling to
grind a few grains of corn into flour to make a paste to feed her children
and, heart-rending though it is, I am strangely a better person because of
the example of her devotion and care. And she is a better person than she
would be if she simply knifed the baby and herself to end it all. 

Perspectives
Back in Frimley Park Hospital I empathised with those pied wagtails! The
surgeon’s skill had transformed our peaceful quadrangle into a seeming
battleground. Had we known just how long the battle would take, or its
outcome, I wonder if we could have handled it. Barbara made a recovery
that startled both medical and nursing staff. There were bad days, of
course, but her determination to recover and join me once again in our
ministry gave her the necessary incentive. I shed much of my work in order
to spend five or seven hours a day with her. The ward staff let me wander in
and out as I wanted.

I was intrigued at the way my busy life, involved with national evan-
gelical issues, had narrowed down. What mattered more than anything
now was whether the physiotherapist would be able to keep our noon
appointment, or whether today it would require only the physio, myself
and one nurse to stand Barbara up and lay her back again in bed. We all
knew that she could not come home until I could move her from bed to
wheelchair on my own. Regularly and diligently Barbara exercised her
limited leg movements to strengthen vital muscles. I counted, while she
struggled to hold her leg a few inches off the bed in our daily ‘work-out’.
Suffering focussed our lives and made us appreciate so many of the ‘inci-
dentals’ that often life was too busy to take in. It also put into perspective
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those ‘big’ issues that we think are so important. I hope I will never again
assume that the only actions that matter in this world are those that affect
the maximum number of people. I have learnt that, at a crucial moment,
the warm smile and pleasant greeting of the lady with the meal trolley
(and that’s a rare thing in many NHS hospitals) can suddenly, even if only
temporarily, make everything seem better.

I cannot pretend that we always found contentment in our experiences. I
have often been challenged by Paul’s claim to have learnt that whatever
state he found himself in, he had learned ‘to be content’ (Philippians 4:11).
What did he mean?  He admits to his ‘deep concern’ for the churches (2
Corinthians 11:28), and to his troubles and burdens in Asia that caused
him to ‘despair even of life’ (2 Corinthians 1:8). So, in what way was he
content? I don’t imagine that Paul hummed little tunes to himself all day
when Demas walked out on the gospel in favour of the world, or that he set
up a fixed smile to impress his visitors when Alexander the coppersmith
caused him such hurt. What I do believe is that he had learnt to focus on
both the here and the hereafter—at the same time. As he confessed to the
Philippians, on the one hand he longed to depart and be with Christ, but
knew that it was more necessary for him to remain here (Philippians 1:23-
24). There was a life to live and work to do. This was a man with purpose,
who knew that until God called him away from this life—in his case in the
Roman execution yard—there was always purpose and meaning for him.
Suffering helped us also to focus on the ultimate hope of heaven and to see
it in perspective. Barbara and I often talked about heaven; she longed to be
there and wondered why the Lord had spared her so often when she was
near to death. But whenever we thought together about this, it was never
long before the subject turned to now. We called it ‘The meanwhile.’ There
was a life to live and work to do. Our task was to find that task and do it.
We had to discover the value of meanwhile.

All of those whose story is told here have three vital ingredients to life in
common. First, we are committed Christians. By this I mean that we have
each come to a point in our lives when we accepted Jesus Christ as our
Saviour to forgive our sin and rescue us from all its consequences, and at
the same time we accepted him as Lord, to take charge of our life.
Secondly, although it may not always be obvious, we all believe that our
testimonies centre on the love of Christ and the daily courage, strength
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and purpose supplied by God himself. And thirdly, we have each
determined to make the very most of the life God has given to us.

Re-reading each person’s story, I doubt whether any of them could get
much more out of life, or for that matter, put more in. In fact, that has been
their unwritten secret. They do not talk so much about getting something
out of life, but of putting something in. Their quality of life is measured
not by what they get, but by what they give. 

We each want our stories to encourage others. At times they may be
deeply moving, simply humorous, or just ordinary, but our purpose is to
convince the reader that there is always value in the individual—and
meaning to life—however hard the path or bleak the outlook. All of us,
whether carers or cared for, know the varied experiences of frustration
and dashed hopes, aloneness and pain, as well as the joys, loves and hopes
of Christian relationships. I suppose we have all, at times, passed through
the tunnel of feeling sorry for ourselves, concluding that no one under-
stands us, and wondering what on earth God is doing—or even where he is
—when life hurts so much. Barbara once wrote, ‘Suffering is a very lonely
path, cut off from others but longing that someone would understand.’
Claire, unknowingly wrote almost exactly the same thing, ‘Sometimes I
feel very isolated, even from my closest friends and then I get frustrated. I
have days when I think just nobody understands, or ever can.’ 

For others who often feel the same, we want our stories to show that this
is not the whole picture. They are not alone, because there are others who
understand. However dark the room may seem, there is always a window
of light. Barbara’s comment went on to affirm, ‘Suffering tests the reality
of faith more than most trials. Instead of it becoming a source of
bitterness, we must let it become a means of praise. God wants us to have
peace, courage and faith in all the difficult circumstances of our lives.’
There can be few things worse than suffering without hope—this leads
only to black despair. But there is a rich value in disability when it is borne
with horizons of hope—this leads to quality and purpose.

We want our stories to encourage others because, although we have not
glossed over the hardships, frustrations and dark times, we have all found
value in our experiences of life. A wise man in the Bible wrote, ‘A man’s
spirit sustains him in sickness, but a crushed spirit who can bear?’
(Proverbs 18:14). It is our prayer that our stories will not crush but sustain.

Chapter 1
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If I may employ the words of Paul in the New Testament and turn them
just a little for our cases, ‘We are hard pressed, but not hemmed in; we
hardly know which way to turn, but we are not completely without a way
through; we are constantly pursued by trouble, but we are never
abandoned by God; we are knocked down, but never knocked out’
(2 Corinthians 4:8-9).
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