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IN TRUTH, OUR_SOCIETY IS NOT ADEQUATELY SUPPORTIVE OF
ANY PARENT. THERE IS NOT REAL TRAINING FOR PARENTHOOD.
SO THE REALITY COMES AS A SURPRISE TO MOST OF US.
PARENTHOOD 1S THE HARDEST JOB ANYONE WILL EVER HAVE.
YET THE PHYSICALLY LIMITED PARENT MAY BE THE ONLY
PARENT [N THE NEIGHBOURHOOD TOWARD WHOM THE COMMUNITY
DIRECTS ITS ANXIETY ABOUT THE DIFFICULTIES OF THE JOB.

JOANN LEMAISTRE, "PARENTING",
%[ﬁLI BIBH)E POWER QF EACH BREATH.

AS LEMAISTRE INDICATES., SURVIVING AS A WOMAN WHO HAS BOTH
CHILDREN AND A DISABILITY IN A SOCIETY THAT SEES OUR DISABILITIES
BEFORE |IT SEES OUR WOMANHOOD REQUIRES INGENUITY AND STRONG
SURVIVAL SKILLS. HOWEVER, A DISCUSSION OF THE ISSUE OF PARENTING
FOR WOMEN WITH DISABILITIES MUST BE BROADER THAN A SIMPLE
DISCUSSION OF SUCH SKILLS. THE MEANS OF COPING MUST BE DISCUSSED
AND THE WOMEN WHO HAVE DONE IT MUST BE CELEBRATED. OTHER ISSUES
MUST ALSO BE DISCUSSED: THE RIGHT TO CHOOSE WHETHER TO HAVE A
CHILD OR NOT: THE RIGHT TO ADOPT: THE RIGHT TO HAVE DISABILITIES
AND KEEP OUR CHILDREN: THE RIGHT TO COMMUNITY SUPPORT IN OUR
MOTHER ING .

THIS POSITION PAPER IS BASED ON THE RESULTS OF DAWN CANADA'S
1988 SURVEY OF WOMEN WITH DISABILITIES. THE PROJECT INCLUDED THE
DISTRIBUTION OF 1,200 QUESTIONNAIRES WHICH WERE RETURNED BY 245
WOMEN WITH A VARIETY OF DISABILITIES AND MEETINGS WITH
APPROX IMATELY FIFTY OF THE RESPONDENTS FROM THE ATLANTIC
PROVINCES, ALBERTA, AND NORTHERN B.C, AND THE YUKON WHO
VOLUNTEERED TO BE INTERVIEWED., THROUGH THIS PROJECT AND THIS
PAPER, DAWN CANADA HOPES TO INCREASE AWARENESS OF 1SSUES
AFFECT ING MOTHERS WITH DISABILITIES AND TO POINT OUT AREAS FOR
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FURTHER DISCUSSION AND RESEARCH.
REPRODUCT IVE RIGHTS:.

IN THE FIRST TWO PAPERS IN THIS SERIES, "WHO DO WE THINK WE
ARE: SELF-IMAGE AND WOMEN WITH DISABILITIES" AND "BEAT ING THE
0DDS': VIOLENCE AND WOMEN WITH DISABILITIES" (BOTH RIDINGTON
1989) WE MENTIONED THE URGENT NEED FOR TRULY ACCESSIBLE SEX
EDUCAT ION MATERIALS AND BIRTH CONTROL INFORMATION, OUR SEXUAL
RELAT IONSHIPS SHOULD BE ONES THAT WE CHOOSE., OUT OF OUR OWN NEEDS
AND DESIRES. THEY CAN NOT BE SO IF WE HAVE BEEN DENIED
INFORMAT ION ABOUT SEXUALITY. SIMILARLY, A CHOICE TO BE A PARENT
MUST BE AN INFORMED CHOICE. WE MUST HAVE ACCESS TO APPROPRIATE
BIRTH CONTROL INFORMATION AND MATERIALS SO THAT OUR PREGNANCIES
CAN BE PLANNED AND CHOSEN. BEYOND THAT, SHOULD BIRTH CONTROL
FAIL, WE MUST == LIKE ALL WOMEN =-- HAVE THE RIGHT TO TERMINATE A
PREGNANCY WHEN WE DECIDE THAT ABORTION IS NECESSARY.

FOR WOMEN WITH DISABILITIES, THE TERM "REPRODUCTIVE R|GHTS"
ENCOMPASSES MORE THAN THE RIGHT OF ACCESS TO BIRTH CONTROL AND
THE RIGHT OF CHOICE. |T ALSO INCLUDES THE RIGHT NOT TO HAVE
FOETUSES TAKEN FROM US AGAINST OUR WILL, AND THE RIGHT TO RETAIN
OUR WOMBS, OUR OVARIES, OUR FALLOPIAN TUBES. IT INCLUDES THE
RIGHT NOT TO HAVE OUR BODIES USED AS A TESTING GROUND FOR
UNPROVEN CONTRACEPTIVES AND QUESTIONABLE NEW REPRODUCTIVE
TECHNOLOGIES, AND THE RIGHT NOT TO BE INJECTED WITH HARMFUL
HORMONES THAT DISRUPT OUR NORMAL BODILY FUNCTIONS IN ORDER TO
"SIMPLIFY" CARING FOR US.,]

MEDICAL SCIENCE USES US AS THE OBJECTS OF TESTS, BUT IT ALSO
STRIVES TO KEEP US FROM REPLICATING OURSELVES. PRACTITIONERS SEEK
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TO INTERRUPT PREGNANCIES WHICH COULD PERPETUATE US: THEY SEEK TO
DESTROY WHAT WE HAVE CREATED, IF IT IS FORMED IN OUR IMAGE. NEW
REPRODUCT IVE TECHNOLOGIES HAVE SIMPLIFIED THE IDENTIFICATION OF
FOETUSES WITH DISABILITIES: OUR SOCIETY'S CONCEPT THAT DISABILITY
IS ABNORMAL AND UNDES|RABLE HAS CREATED AN EXPECTATION THAT
IDENTIFICATION MUST RESULT IN ELIMINATION. WE WOULD REITERATE
THE QUESTION DISABLED ACTIVIST MARSHA SAXTON POSED TO A
CONFERENCE EXAMINING THE CONCEPT OF A "HANDICAPPED-FREE
SOCIETY": "WHY SHOULD A PRE-NATAL SCREENING REVEALING A
DISABLED FOETUS BE AUTOMATICALLY FOLLOWED BY A SYSTEMIC
ABORT ION?" (SEE BARILE 1988). CERTAINLY, WE SHOULD BE INFORMED
ABOUT ALL AVAILABLE MEDICAL TESTS. AND TOLD THE RESULTS OF ALL
THE TESTS WE CHOOSE TO UNDERGO. WE SHOULD ALSO BE PUT IN CONTACT
WITH PARENTS OF CHILDREN WHO HAVE THE SAME DISABILITY AND WITH
EXISTING SUPPORT GROUPS. WE CAN THEN CONSIDER ALL THIS
INFORMAT ION WHEN MAKING OUR DECI1SIONS,

AS FEMINISTS, WE KNOW THAT A WOMAN'S RIGHT TO CONTROL HER
BODY 1S FUNDAMENTAL TO WOMEN'S EQUALITY. YET OTHER FEMINISTS HAVE
BEEN SLOW TO SUPPORT THE RIGHT OF WOMEN WITH DISABILITIES TO
CONTROL OUR BODIES., PERHAPS NOW THAT CHORIONIC VILLI SAMPL ING
(CVS) CAN BE USED TO DETECT THE SEX OF THE FOETUS IN THE FIRST
TRIMESTER, MAKING ABORTION FOR THE PURPOSES OF SEXUAL SELECTION
POSSIBLE, FEMINISTS WILL COME TO UNDERSTAND THE ISSUE FROM OUR
PERSPECTIVE. FOR IT IS NOT WOMEN ON OUR OWN WHO ARE CHOOSING TO
ABORT FOETUSES THAT WILL BECOME FEMALE INFANTS. ACCORDING TO A
DOCTOR WHO PERFORMS SUCH TESTS AND APPEARED ON CBC-RADI0'S CROSS-

" COUNTRY CHECKUP, ON MARCH 12, 1989, IT CAN BE "COUPLES FROM MID-




EASTERN BACKGROUNDS, WHERE MEN NEED SONS AS HEIRS." ALL WOMEN
MUST HAVE THE RIGHT TO MAKE INFORMED DECISIONS AS TO WHETHER WE
MOTHER, AND UNDER WHAT CIRCUMSTANCES. AS BARILE NOTES, (1988:5)
WE MUST ENSURE THAT, "FREEDOM OF CHOICE WILL MEAN THAT ALL WOMEN
WILL HAVE ACCESS TO ALL THE AVAILABLE INFORMATION THAT WILL
PERMIT THEM TO MAKE A CHOICE THAT IS TRULY THEIR OWN.," NEITHER
MEN WANTING HEIRS NOR DOCTORS WHO SEE US AS PRODUCERS OF
"UNDES IRABLES" SHOULD MAKE THAT CHOICE FOR US.

SOME "REPRODUCT IVE TECHNOLOGIES" MAY BE NEW, BUT FORCED
STERILIZATION 1S NOT. AS ANNE FINGER POINTS OUT, COMPULSORY AND
COERCED STERILIZATION OF THE DISABLED BEGAN IN THE LATE 19TH
CENTURY. |TS MOST ENTHUSIASTIC PRACTITIONERS WERE THE NAZIS.
(FINGER 1985: 294-297). WOMEN WITH MOBILITY IMPAIRMENTS AND
THOSE OF US WHO HAVE EPILEPSY AND OTHER NEUROLOGICAL DISORDERS
HAVE BEEN STERILIZED. SO HAVE INDIVIDUALS WHO ARE DEAF: THEY WERE
SEEN AS "INCOMPLETE" HUMANS BECAUSE THEY "HAD NO LANGUAGE,"Z

STERILIZATION OF WOMEN WITH DISABILITIES REMAINS A COMMON
MED ICAL PROCEDURE. IT IS A MANIFESTATION OF THE ATTITUDE THAT
PERSONS WITH DISABILITIES ARE ASEXUAL., OR SHOULD BE. (SEE
RIDINGTON 1989A) WE LOSE OUR RIGHT TO CHOOSE WHEN OUR
REPRODUCT IVE ORGANS CAN BE REMOVED AT THE WILL OF CAREGIVERS,
LAWYERS, PARENTS, OR MEDICAL PRACTITIONERS,

IN THE INTERVIEWS CONDUCTED WITH WOMEN WITH DISABILITIES
DURING THE SUMMER OF 1988, SEVERAL WOMEN TOLD OF THEIR PAIN AT
HAVING HAD THE IR RIGHT TO PARENT REMOVED. A YOUNG WOMAN | WILL
CALL "SHIRLEY" LOST THAT RIGHT WHEN SHE WAS ONLY SEVENTEEN. SHE
HAS CEREBRAL PALSY AND USES A WHEELCHAIR. SHE 1S IN HER MID-
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TWENTIES, WELL-GROOMED., ARTICULATE AND ATTRACTIVE. SHE LOVES
BABIES. SHE WOULD LIKE TO HAVE HER OWN CHILDREN, BUT HAS HAD A
HYSTERECTOMY. DURING THE INTERVIEW., SHE SAID, "| WOULD ADOPT IF
THE RIGHT MAN CAME ALONG." HE CAME ALONG ONCE AND THEY PLANNED
MARRIAGE. HE WAS KILLED IN A MOTORCYCLE ACCIDENT FOUR.YEARS AGO,
SHE HAS NOT MET HIS LIKE AGAIN., THE HYSTERECTOMY WAS DONE WHEN
SHIRLEY WAS LIVING IN A GROUP HOME, AT THE TIME, HER MENSTRUAL
FLOW WAS VERY HEAVY. THEY PUT HER ON SIX DIFFERENT KINDS OF
HORMONES BUT NOTHING WORKED SO THEN THEY REMOVED HER UTERUS.

SHIRLEY WOULD LOVE TO WORK IN A DAY-CARE, BUT HAS BEEN TOLD
THAT HER DISABILITY PRECLUDES IT; SHE CAN'T LIFT CHILDREN, BuUT
SHE DOES LOOK AFTER THE CHILDREN OF FRIENDS RANGING FROM SMALL
BABIES TO A HYPERACTIVE EIGHT-YEAR OLD. SHE TOLD US A LONG
STORY ABOUT A FRIEND WHOSE WIFE HAD LEFT HIM WITH A VERY SMALL
INFANT WHILE SHE WENT AWAY FOR THE WEEKEND., WITHIN HOURS., HE WAS
POUND ING ON SHIRLEY'S DOOR ASKING FOR HELP, SHE WENT HOME WITH
HIM, WARMING THE COLD., DAMP BABY UNDER HER SHAWL ON THE WAY. SHE
FOUND CLEAN DIAPERS, BLANKETS AND FOOD, AND HAD BOTH FATHER AND
BABY CALMED DOWN IN SHORT ORDER.

SHIRLEY TALKED OF CARING FOR CHILDREN WITH THE SAME
ENTHUSIASM AND CARING THAT A POET OR A FINE CRAFTSPERSON HAS WHEN
SHE SPEAKS OF HER WORK. |T WAS OBVIOUS THAT IT WAS WHAT SHE
WOULD CHOOSE TO DO, ABOVE ALL ELSE. BUT SHE GREW UP WITH A
DISABILITY, AND WENT TO A SPECIAL SCHOOL WITHIN A CHILDREN'S
HOSPITAL. SHE HAD LEARNED TO BE COMPLIANT, AND TO ACCEPT THE
VERDICTS OF PHYSICIANS., SHIRLEY WAS JUST ENTERING WOMANHOOD WHEN
HER WOMB WAS TAKEN FROM HER. WOULD THE DOCTOR WHO MADE HER
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BARREN AT THE BEGINNING OF HER REPRODUCTIVE YEARS HAVE STERILIZED
A NON-DISABLED TEEN-AGER WHO HAD THE SAME SYMPTOMS?

"JANET" ALSO LOST HER RIGHT TO PARENT, NOT AT THE HANDS OF
DOCTORS., BUT AT THE FISTS OF HER EX-HUSBAND. HE BEAT HER WHEN
SHE WAS PREGNANT. WHEN | WORKED AT VANCOUVER TRANSITION HOUSE. |
LEARNED FROM THE RESIDENTS THAT WHEN A WOMAN GETS PREGNANT, THE
PATTERN OF HER HUSBAND'S BATTERING MAY CHANGE. THE BLOWS DO NOT
HIT THE FACE ANY MORE:; THEY LAND ON THE BELLY. [IT'S BEEN
CALLED THE "POOR MAN'S ABORTION." LIKE SHIRLEY, JANET WAS STILL
IN HER TEENS WHEN SHE BECAME STERILE,

| LOST THE ONLY CHILD | HAD A CHANCE OF HAVING. HE WAS
STILL WITHIN ME AFTER FIVE MONTHS. THEN MY HUSBAND WAS
ABUS ING AND BATTERING ME AROUND. WHEN IT CAME TO THE
BABY, | CARRIED IT FOR ALMOST FIVE MONTHS., AND THEN IT
DIED. |T WAS DEAD INSIDE ME. . . ., | COULD NEVER HAVE
KIDS, AND | WAS TOLD THIS RIGHT FROM THE TIME | WAS 20
ON. AND TO ME., IT'S ALWAYS BEEN PAINFUL, LIKE WHEN
MOTHER'S DAY COMES AROUND. |F YOU ARE TOLD AT 19 THAT
YOU CAN'T HAVE KIDS FOR THE REST OF YOUR LIFE, IT JUST
THROWS A COLD DAMPER ON YOUR INSIDES. | HAVE THE PAIN
EVERY NOW AND AGAIN OF REALIZING | CAN'T HAVE KIDS. . .
FOR MY OWN GRATIFICATION, KNOWING THE HELL | WENT

THROUGH. . . ITS NOT THAT | DON'T FEEL COMPLETE, | JUST
&EEL THE HURT AND THE PAIN OF NOT BEING ABLE TO BE A
UM,

(FROM TRANSCRIPT OF MEETING WITH A GROUP OF WOMEN WITH
DISABILITIES)

ADOPT ION:
WHEN | TALKED WITH JANET AND HER GROUP, HER FRIENDS SUGGESTED
THAT SHE ADOPT. "WHETHER IT 1S NATURAL OR ADOPTION, YOU CAN
STILL BE A MOTHER." BUT JANET HAD TRIED THAT ROUTE, AND BEEN
DENIED THAT POSSIBLE AVENUE TO MOTHERHOOD AS WELL.

| FOUND OUT | CAN NOT BECAUSE | AM ON A DISABILITY

PENSION AND THEY WILL NOT ALLOW IT. . . THEY WILL NOT
ALLOW MY HUSBAND AND | TO HAVE A [FOSTER] CHILD IN THE
HOME BECAUSE OF THE VERY SAME REASON. . . YOU HAVE TO

HAVE A WORKING INCOME AND "A GOOD HOME ENVIRONMENT."
(FROM SAME TRANSCRIPT)
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JANET HAS A DISABILITY THAT SHE TERMS "BRAIN DAMAGE" AS THE
RESULT OF A BUS ACCIDENT IN HER EARLY TEENS. PERHAPS THE
ADOPT |ON AGENCY SAW THAT AS A BARRIER TO GOOD PARENTING., WE KNOW
THAT OTHER WOMEN WITH DISABILITIES HAVE HAD DIFFICULTIES IN
ADOPTING. THOSE THAT HAVE BEEN SUCCESSFUL HAVE BEEN TOLD THEY
WOULD ONLY BE GIVEN A CHILD WHO IS DISABLED. WE ARE CONCERNED
ABOUT THE NUMBER OF CHILDREN WITH DISABILITIES WHO ARE NOT PLACED
IN PERMANENT HOMES. |N MANY CASES, RESTRICTIONS ON GIVING OUT
MEDICAL HISTORIES MAKE ADOPTION DIFFICULT OR IMPOSSIBLE, WE woULD
URGE THAT SUCH RESTRICTION BE LIFTED.

HOWEVER, WE BELIEVE THAT THE DECISION TO PARENT A CHILD WHO
MAY HAVE SPECIAL NEEDS SHOULD BE UP TO THE ADOPTIVE MOTHER,
RATHER THAN THE AGENCY. |F THE AGENCY IS CONCERNED THAT THE
PROSPECTIVE MOTHER'S DISABILITY MAY CAUSE HER DIFFICULTY IN
PARENTING, IT WOULD SEEM LOGICAL THAT THEY GIVE HER A CHILD THEY
CONSIDER EASY TO PARENT. |S IT THAT THEY VALUE CHILDREN WITH
DISABILITIES LESS, OR ARE SIMPLY GLAD TO GET RID OF "DIFFICULT"
CHILDREN?

IN RECENT YEARS, SOME PEOPLE WITH DISABILITIES =-- GENERALLY
COUPLES IN "STABLE MARRIAGES" =- HAVE BEEN SUCCESSFUL IN
ADOPTING, WITH NO RESTRICTIONS AS TO WHETHER THE CHILD HAS OR
DOES NOT HAVE A DISABILITY. VALERIE RICHARDSON, WHO 1S MOBILITY
IMPAIRED, AND HER HUSBAND TOM, WHO HAS EPILEPSY AND HAEMOPLEGIA.,
SPOKE AT THE "PARENTING" WORKSHOP DURING THE 1988 CONFERENCE OF
THE ALBERTA COMMITTEE OF DISABLED CITIZENS (ACDC), THEY HAVE AN
ADOPTED SON, NOW FOUR, AND ARE APPLYING TO ADOPT A DAUGHTER.
THEY FOUND A FRIENDLY SOCIAL WORKER AND WERE GIVEN SOME HELP FROM
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THE GOVERNMENT. UNFORTUNATELY., IT WAS CUT OFF AFTER THE FIRST
YEAR. STILL, THE RICHARDSONS HAVE BEEN SUCCESSFUL PARENTS,
THEIR SON HAS ADAPTED WELL: AS HIS DAD SAID, "BRANDON DOESN'T
KNOW HOW NOT TO ADAPT".

SURELY., APPLICANTS WHO SEEK TO ADOPT CHILDREN SHOULD BE
JUDGED ON THEIR ABILITY TO GIVE A CHILD A CARING HOME,
DISABILITY SHOULD BE REASON FOR PROVIDING ANY NECESSARY SUPPORT
SERVICES TO ADOPTIVE PARENTS. |T SHOULD NOT BE A REASON FOR
REFUSING THEM A CHILD.

PREGNANCY :

FOR THOSE OF US WHO CHOOSE TO BECOME PREGNANT, AND ARE
SUCCESSFUL IN CONCEIVING, PREGNANCY CAN BE AN AFFIRMATION OF
WOMANHOOD. DONNA HYLER DESCRIBED HER FEELINGS IN HER ARTICLE IN
W1TH IHE POWER QOF EACH BREATH: A DISABLED WOMAN'S ANIHOLOQGY.

. « . THE POSSIBILITY THAT | MIGHT BE PREGNANT AWAKENED

IN ME A GROWING SENSE OF JOY THAT | HAD NEVER BEFORE

FELT. A PREVIOUSLY DORMANT PART OF ME — SPIRITUAL,

PHYSICAL AND PSYCHOLOGICAL =-- WAS HERALDING ITS

EXISTENCE AND MAKING FRIENDS WITH THE REST OF ME.

(HYLER 1985: 280)

PREGNANCY CAN BRING BACK A PRIDE IN OUR BODIES THAT HAS BEEN
NEGATED., |IT ALSO CAN BE PROBLEMATIC. GIRLS WITH DISABILITIES AND
ADOLESCENTS WHO BECOME DISABLED FREQUENTLY ARE TOLD NOT TO EXPECT
TO BECOME MOTHERS. WHEN THEY FIND OUT THAT MOTHERHOOD 1S
IMPEND ING, THEY MAY DOUBT THEIR ABILITY TO BEAR A CHILD, AND TO
PARENT HER. THERE ARE FEW ROLE MODELS AND FEWER SUPPORT SYSTEMS.

FRIENDS, RELATIVES AND HEALTH PROFESSIONALS MAY BE CRITICAL
AND OVERLY SOLICITOUS. MEGAN KIRSHBAUM, EXECUTIVE DIRECTOR OF A

SUPPORT GROUP FOR PARENTS WITH DISABILITIES IN SAN FRANCISCO,

i
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POINTS OUT THAT:

. + « SOME OF THE MOST SUCCESSFUL RELATIONSHIPS WITH

MEDICAL PROVIDERS INVOLVED A KIND OF COLLABORATION IN

WHICH THE WOMAN'S KNOWLEDGE OF HER OWN BODY AND

FUNCTIONING WAS ACKNOWLEDGED AND RESPECTED."

(KiRSHBAUM 1988: 9)

WE ARE, AFTER ALL, THE AUTHORITIES ON THE WORKINGS OF THE
BODIES WE LIVE IN, BUT THIS IS NOT RECOGNIZED IN MOST DOCTOR-
PATIENT RELATIONSHIPS. PHYSICIANS WHO CAN COLLABORATE AS
KIRSHBAUM SUGGESTS ARE GREAT ALLIES: UNFORTUNATELY., THEY ARE
RARE. MANY DOCTORS MAY HAVE DIFFICULTY DEALING WITH WOMEN WHO ARE
BOTH PREGNANT AND DISABLED. WE BLUR THEIR CATEGORIES. PHYSICIANS
LACK MODELS FOR DEALING WITH US. MANY HAVE A HARD TIME SAYING., "l
DON'T KNOW HOW TO DEAL WITH THIS, BUT |'LL TRY TO FIND OUT AS
MUCH AS | CAN AND HELP YOU AS BEST | CAN." THEIR LACK OF
KNOWLEDGE MAY TRIGGER INSECURITIES WHICH BECOME EXPRESSED IN
AUTHORITARIAN BEHAVIOURS., THEIR DOGMATISM THEN REINFORCES OUR
OWN DOUBTS ABOUT OUR ABILITIES TO MOTHER., RATHER THAN DEAL WITH
US HONESTLY, THEY MAY URGE US TO ABORT, OR BE UNSYMPATHETIC,
"RUTH", WHO IS POST-POLI10, TOLD ME OF HER PREGNANCY. WHEN SHE
NEEDED AN EMERGENCY CAESAREAN, HER DOCTOR ACCUSED HER OF "WANTING
THE EASY WAY OUT." SHE WENT ON TO HAVE TWO HEALTHY BOYS, AND TO
BE A FOSTER MOTHER TO 13 KIDS,

ALTHOUGH A NEW "FEMALE PROCEDURES CHAIR SYSTEM" IS BEING
MANUFACTURED, 3, MOST GYNECOLOGICAL EXAMINING TABLES ARE NOT
DESIGNED FOR USE BY WOMEN WHO ARE MOBILITY |IMPAIRED,
TRANSFERRING ON TO THEM 1S DIFFICULT, AND SOMETIMES DANGEROUS.Y
MATERNITY WARDS MAY BE FULL OF HURDLES: TRANSFERRING TO THE

TROLLEYS THAT CARRY PATIENTS INTO THE LABOUR ROOM: GETTING ACCESS
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TO THE BABY IN A LYING-IN ARRANGEMENT: USING AN INACCESSIBLE
WASHROOM,  KIRSHBAUM TELLS OF A PREGNANT PARAPLEGIC WOMAN WHO
WAS ASKED TO STAND FOR "JUST A MINUTE" ON A SCALE, AND OF
INTERFERENCE WITH THE ROLE OF AN INTERPRETER DURING LABOUR,
(KIRSHBAUM  1988:9) ALTHOUGH PROPORTIONATELY WE MAY WELL SPEND
MORE TIME IN THEM THAN NON-DISABILED WOMEN, HOSPITAL FACILITIES
ARE NOT DESIGNED WITH WOMEN WITH DISABILITIES IN MIND.

PREGNANCY MAY EXACERBATE OUR DISABILITIES. FOR EXAMPLE,
MULTIPLE SCLEROS1S, WHICH GENERALLY BECOMES APPARENT IN YOUNG
ADULTHOOD, OFTEN INVOLVES BLADDER PROBLEMS., PREGNANCY PUTS STRAIN
ON THE BLADDER. THE RESULT CAN BE TOXEMIA. "L1Z," WHO ALSO
PARTICIPATED IN OUR INTERVIEWS, HAD TWO SMALL CHILDREN AND WAS
PREGNANT WITH A THIRD WHEN HER MS MANIFESTED ITSELF. SHE BECAME
EXTREMELY TOXIC AND GAINED SIXTY POUNDS. SHE WAS IN AND OUT OF
HOSPITAL FOR THE LAST SIX MONTHS OF HER PREGNANCY. THE PREGNANCY
WENT ON FOR TEN MONTHS. SHE 1S CATHOLIC, AND WANTED MORE
CHILDREN. SHE DECIDED IT WAS TOO RISKY,

MAK ING MOTHERING ACCESS IBLE:

EIGHTY-EIGHT OF THE 245 WOMEN WHO RETURNED OUR
QUESTIONNAIRES INDICATED THAT THEY HAVE CHILDREN. NOT ALL OF
THEM HAD BEEN DISABLED AT THE TIME THAT THE IR CHILDREN WERE BORN.
THIRTY=E IGHT WOMEN, OR 43% OF THE RESPONDING MOTHERS., GAVE BIRTH
(OR ADOPTED) BEFORE THEY BECAME DISABLED. NINE HAD CHILDREN BOTH
BEFORE THEIR DISABILITY BECAME APPARENT AND AFTER. FORTY-ONE
(47%) BECAME MOTHERS WHILE THEY HAD A DISABILITY,

THE HIGHEST NUMBER (31) WERE MOTHERS OF TWO CHILDREN.
TWENTY-EIGHT HAD ONE, AND TWENTY WERE MOTHERS OF THREE. MOTHERS
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OF MANY CHILDREN RESPONDED AS WELL. THREE WOMEN HAD FOUR., TWO HAD
FIVE, AND WAS WAS THE MOTHER OF SIX. MOST RESPONDENTS WERE
MOTHERS OF CHILDREN ALREADY GROWN: 78 CHILDREN WERE LISTED IN THE
OVER EIGHTEEN YEARS CATEGORY. ONLY 9 OF THE CHILDREN LISTED WERE
STILL PRE-SCHOOLERS, AND THIRTY-FIVE WERE OF SCHOOL AGE.  THIS
DOES NOT MEAN THAT WOMEN WITH DISABILITIES ARE NO LONGER HAVING
CHILDREN., IN FACT, THE LIKELIHOOD THAT WE WILL PARENT PROBABLY
IS INCREASING, AS MEGAN KIRSHBAUM POINTS OUT, THE FACT THAT YOUNG
ADULTS WITH DISABILITIES ARE: . . . INTEGRATING INTO THE
COMMUNITY, FORMING RELATIONSHIPS, BECOMING SEXUALLY ACTIVE,
EXPECTING A FULL LIFE [1S] LEADING TO TO A RAPID INCREASE IN THE
NUMBER OF DISABLED PARENTS." (KIRSHBAUM 1988:9)

THE FACT THAT OUR RESPONDENTS ARE MORE LIKELY TO BE MOTHERS
OF OLDER CHILDREN IN ALL LIKELIHOOD REFLECTS THE FACT THAT YOUNG
MOTHERS WITH DISABILITIES ARE OVER-BURDENED., THEY HAVE NO TIME
TO GET |INVOLVED WITH DISABLED CONSUMERS' ASSOCIATIONS AND
ORGANIZATIONS OF WOMEN WITH DISABILITIES, THESE ORGANIZATIONS
WERE A PRIMARY SOURCE OF NAMES FOR THE DISTRIBUTION OF OUR
QUEST IONNA | RE ,

THE MOTHERS WHO DID RESPOND HAD NOT FOUND MOTHERHOOD EASY,
QUESTION FIFTEEN OF OUR QUEST IONNAIRE ASKED "WERE ANY OF THE
FOLLOWING A PROBLEM WHEN YOU WERE RAISING YOUR CHILDREN?" AND
LISTED SIX ITEMS, THE PERCENTAGE OF MOTHERS WHO ANSWERED "YES"
FOR EACH ITEM IS AS FOLLOWS (MANY MOTHERS CHECKED MORE THAN ONE
ITEM):

HOUS ING 25%
TRANSPORTATION FOR YOURSELF 36%

TRANSPORTATION FOR CHILDREN 25%
CHILD CARE 33%




LTy

HOUSEHOLD TASKS 32%
LACK OF SOCIAL/MED ICAL
WORKERS WHO UNDERSTOOD YOUR .
SITUATION 33%
BECAUSE THERE IS A DEARTH OF INFORMATION, OF RESOURCES AND
OF SUPPORT SERVICES, EACH NEW PARENT HAS HAD TO RESOLVE HER
PROBLEMS ON HER OWN. VAL RICHARDSON ADOPTED HER CHILD AND THEN
FOUND THAT THE MANUFACTURERS OF BABY GEAR HAVE NOT YET REAL | ZED
THAT PARENTS WITH DISABILITIES EXIST. SHE DESIGNED AN
APPROPRIATE CRIB, AND HAD A TRAY BUILT ONTO HER WHEELCHAIR TO
FACILITATE FEEDING AND DIAPER CHANGING, PARENTS NOTICE THAT THEIR
CHILDREN ADJUST TO THEIR PARENTS' DISABILITIES VERY EARLY. As VAL
RICHARDSON SAID IN HER WORKSHOP, "BRANDON SENSED THAT HE HAD TO
DO THINGS FOR HIMSELF., |IT WAS SOMETIMES TOUGH, BUT EVERY TIME
YOU GO THROUGH A TOUGH TIME, YOU LEARN YOU CAN GET THROUGH IT."
WE DO GET THROUGH 1T, BUT RESOURCES WOULD CERTAINLY MAKE IT
EASIER, "PATSY", A MOTHER OF TWO, IS MOBILITY IMPAIRED AND LACKS
UPPER BODY STRENGTH. SHE 1S VERY COMPETENT: | MET HER IN HER
OFFICE WHERE SHE MANAGES A CENTRE FOR PEOPLE WITH DISABILITIES.,
BUT SHE HAD A HARD TIME WHEN HER CHILDREN WERE LITTLE. SHE COULD
NOT CARRY THEM, SHE HAD NO KNOWLEDGE OF ANY SUPPORT SYSTEM AND
NO AWARENESS OF HOW TO DEAL WITH THE BABIES: "| JUST GROPED
THROUGH MYSELF." SHE WENT ON TO SAY:
| WAS SCARED TO BE ALONE WITH THE BABIES UNTIL THEY
WERE WALKING, THEN WHEN THEY WERE | COULDN'T GET THINGS
LIKE CLEANING SUPPLIES OUT OF THE WAY., SO | COULD
NEVER LEAVE THEM ALONE, HAD TO WATCH THEM 24 HOURS A
DAY, A MAN WOULD NEVER UNDERSTAND. WITH THE FIRST ONE.,
| FELT EXTREMELY BURDENED, THEN GUILTY. BY THE SECOND
CHILD, | HAD A BETTER ATTITUDE. BUT THE SUPPORT SIMPLY
ISN'T THERE FOR DISABLED MOTHERS.
(FROM NOTES OF INTERVIEW)

DESPITE THE LACK OF RESOURCES., WE NOT ONLY SURVIVE, BUT FIND
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CREATIVE AND EFFECTIVE SOLUTIONS. "L1Z" ALSO ENCOUNTERED PROBLEMS
AS A MOTHER OF THREE WHEN SHE DEVELOPED MS. SHE BEGAN TO LOSE
HER SIGHT., "BUT NEVER IN BOTH EYES AT ONCE UNTIL LATER." SHE
FOUND THAT "CARRYING THE KIDS WAS HARD." CHILD CARE WAS ANOTHER
PROBLEM, AS WAS TRANSPORTATION, SHE COULD NOT DRIVE BECAUSE OF
HER EYES. HER HUSBAND DROVE HER PLACES WHEN HE COULD BUT SHE
HAD TO DO A LOT OF THINGS WHEN HE WAS NOT HOME. LIKE MANY OF OUR
RESPONDENTS, SHE RELIED ON HER CHILDREN FOR HELP, AND THEN FELT
GUILTY ABOUT IT. IN HER WORDS., "THE SIX-YEAR OLD LOOKED AFTER
THE HOUSE AND THE 3 YEAR OLD AND THE DOG. | HAD TO WORK ON
LETTING THEM STILL BE KIDS."

LIKE VALERIE, L1Z INVENTED SOLUTIONS, IN THE WINTER, SHE
MADE THE GIRLS RED PARKAS SO SHE COULD SEE THEM EASILY AGAINST
THE SNOW., HER PROBLEM 1S A COMMON ONE. |IT IS DIFFICULT TO KEEP
TRACK OF ACTIVE CHILDREN WHEN YOU CANNOT SEE THEM CLEARLY., OR
WHEN YOU CANNOT RUN AFTER THEM, CHILDREN OF TWO LEARN THAT THEY
CAN OUTRUN A WHEELCHAIR. THEY SENSE THAT THE IR MUM CANNOT FIND
THEM [F THEY SNEAK INTO DARK CORNERS. WHEN IT SUITS THEIR
PURPOSES, THEY TAKE ADVANTAGE. FOR THIS REASON, THE PRE-SCHOOL
YEARS CAN BE THE MOST DIFFICULT.

GAIL, WHO DEVELOPED MS AT SIXTEEN, FOUND THAT THINGS GOT
MORE DIFFICULT WHEN HER DAUGHTER GOT TOO HEAVY FOR HER TO LIFT,

| WENT THROUGH THE PREGNANCY, NO PROBLEM AT ALL. IN

FACT FOR THE FIRST TWO YEARS | WAS ABLE TO CARRY HER

AROUND, IT WAS A NORMAL SITUATION, |IT WAS JUST WHEN

SHE WAS TURNING ABOUT 3 AND A HALF, 4 YEARS OLD. | WAS

FINDING IT MORE OF A PROBLEM, MY BALANCE STARTED

GOING: THAT WAS MY PROBLEM FROM THE BEGINNING BUT IT

STARTED TO BE A LITTLE MORE THAN USUAL SERIOUSNESS.,

SHE WAS TAKING SWIMMING LESSONS FROM ABOUT 4 MONTHS
OLD, BUT AFTER SHE WAS ABOUT 3 AND A HALF YEARS OLD |
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COULD NOT CONTINUE ON BECAUSE | DIDN'T FEEL SAFE WITH

HER. | COULDN'T LIFT HER UP, | WAS ALWAYS AFRAID OF

FALLING OVER, IN FACT | DID DO THAT A COUPLE OF TIMES,

FELL OVER ON TOP OF HER. AND THAT WASN'T IN SWIMMING,

THAT WAS JUST GETTING OUT OF THE CAR AND WALKING UP TO

THE BANK. . . . | GUESS | WAS RELIEVED IN A WAY, SHE

STILL HELD TOGETHER EVEN THOUGH | FELL ON HER, SHE TOOK

IT IN STRIDE.

(FROM TRANSCRIPT OF TAPE OF INTERVIEW)

LACK OF KNOWLEDGE AND INFORMATION FORCES PARENTS TO DEVELOP
THEIR OWN WAYS OF COPING. FORTUNATELY, WE SEEM TO BE BRILLIANTLY
ADEPT AT DOING THAT. IT SEEMS THAT OUR CHILDREN ARE ALSO
RESOURCEFUL. THEY FOLLOW OUR LEAD, AND THE PROCESS BECOMES
REC IPROCAL .

MEGAN KIRSHBAUM AND HER ORGANIZATION, "THROUGH THE LOOKING
GLASS." HAVE STUDIED AND VIDEOTAPED THE INTERACTION OF PARENTS
WITH DISABILITIES AND THEIR INFANTS DURING THE BABIES' FIRST
YEAR., THEY SEEK TO "DESCRIBE THE DANCE BETWEEN DISABLED MOTHER
AND INFANT =-- THE MUTUALITY, RECIPROCITY AS IT OCCURS IN
CARETAKING AND PLAY." (1988: 10) FOR EXAMPLE, THEIR VIDEOTAPES
SHOW THE CO-OPERATION BETWEEN A MOTHER WITH PARAPLEGIA AND HER
BABY. THE MOTHER'S PROBLEMS WITH BALANCE MEANT THAT SHE HAD TO
LIFT HIM WITH ONE HAND: AT ONE MONTH OF AGE, HE WOULD ADAPT BY
CURLING UP LIKE A KITTEN AND REMAINING VERY STILL DURING THE
LIFT." AS TIME PROGRESSED, THE CO-OPERATION INTENSIFIED.
K1RSHBAUM AND HER CO-WORKERS ALSO FOUND THAT INFANTS WERE MORE
PATIENT WITH THEIR DISABLED PARENT THAN WITH OTHER CARE-GIVERS
(1988 :11),

HAVING ACCESS TO SUCH INFORMATION IS VITAL., WE NEED TO KNOW
HOW OTHER MOTHERS AND CHILDREN HAVE CHOREOGRAPHED THEIR "DANCE".

AT PRESENT, THERE IS NO COMPENDIUM OF KNOWLEDGE THAT CAN HELP US
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WHEN WE ARE STRUGGLING. THE DANCE IS REDEVELOPED STEP BY STEP AS
EACH NEW MOTHER COMES ON STAGE.

COMMUNITIES AND GOVERNMENTS PROVIDE FEW RESOURCES., IN MOST
REGIONS OF THE COUNTRY, SOME SERVICES EXIST FOR PARENTS OF
CHILDREN WITH DISABILITIES., YET THERE IS LITTLE AWARENESS THAT
PEOPLE WITH DISABILITIES ARE ALSO PARENTS.

CHILD CARE IS EXPENSIVE, AND THE BEST CARE IS VERY EXPENSIVE
INDEED. MANY GOOD CENTRES REQUIRE PARENT INVOLVEMENT., AND NO
PARENTS WANT TO LEAVE THEIR CHILD IN A CENTRE THEY HAVE NOT
EXAMINED CAREFULLY. WE HAVE ALL HEARD OR READ REPORTS ABOUT
CHILDREN WHO ARE ABUSED AND NEGLECTED BY CAREGIVERS: WE DO NOT
WANT THAT TO HAPPEN TO OUR CHILD. HOWEVER, MANY CENTRES ARE
INACCESSIBLE., FEW PROVIDE ACCESSIBLE TRANSPORTATION TO ENABLE
MOTHERS TO ACCOMPANY THEIR CHILDREN. CHILD CARE ACTIVISTS HAVE
ONLY BEGUN TO ADDRESS THE NEEDS OF PARENTS OF CHILDREN WITH
DISABILITIES., THE CONCERNS OF PARENTS WHO THEMSELVES HAVE
DISABILITIES WERE NOT MENTIONED DURING THE CANADIAN DAY CARE
ADVOCACY ASSOCIATION'S 1988 CONFERENCE. 2

THE "NE |GHBOURHOOD HUB" MODEL, WHICH WAS MENT IONED DURING
THAT CONFERENCE,® IS ONE THAT == WITH INPUT FROM MOTHERS WHO HAVE
DISABILITIES == COULD PROVIDE A GOOD RESOURCE., |T COMBINES A
CHILD CARE CENTRE WITH A LIBRARY, A DROP~-IN CENTRE, A TOY
LIBRARY, A NEWSLETTER, AND CONFERENCES AND WORKSHOPS., VIDEOTAPES
LIKE THOSE MADE AT "THROUGH THE LOOKING GLASS" AND OTHER
INFORMATION COULD BE INCLUDED IN THE LIBRARY, |NFANT-CARE ITEMS
ADAPTED FOR SPECIFIC NEEDS COULD BE RENTED OR TRADED THERE. IF
MADE PHYSICALLY ACCESSIBLE, AND WITH INFORMATION PROVIDED IN ALL
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NECESSARY FORMATS, THE "NE IGHBOURHOOD HUB" COULD BE A SOURCE OF
INFORMAT ION AND REL |EF,

AT PRESENT, COMMUNITY SERVICES USED BY MOST PARENTS --
COMMUNITY CENTRES, FAMILY DROP-INS, SWIMMING POOLS AND PARKS,
OR EVEN SCHOOLS =-- MAY PRESENT BARRIERS TO PARENTS IN WHEELCHAIRS
OR PARENTS WHO USE GUIDE-DOGS AND CANES. MOST OF US COPE,
STRUGGL ING BY OURSELVES OR RELYING ON FRIENDS AND RELATIVES.

SOME, LIKE L1Z, HAVE SUPPORTIVE SPOUSES.
EVEN WHERE SERVICES EXIST, MANY MOTHERS CANNOT GET TO THEM,

As RAWNIE DUNN POINTS OUT IN HER "DISCUSSION PAPER ON PARENTING",
(1988: 6) TRANSIT SERVICES FOR THE DISABLED MAY NOT ALLOW SMALL
CHILDREN ON BOARD. THIS MAKES IT IMPOSSIBLE FOR MOTHERS WITH
DISABILITIES TO TAKE THEIR INFANTS AND TODDLERS WITH THEM, EVEN
WHEN A CHILD REQUIRES A MEDICAL CHECK-UP. |IN PARENTING, AS IN SO
MANY THINGS, IT 1S NOT OUR DISABILITIES THAT CREATE DIFFICULTIES:
IT IS THE BARRIERS PRESENTED BY AN INACCESSIBLE WORLD,

THE RESOURCEFULNESS AND THE ENDURANCE OF MOTHERS WITH
DISABILITIES ILLUMINATED THE ANSWERS TO ANOTHER OF OUR QUESTIONS:
“IF YOU RESOLVED ANY OF THESE PROBLEMS., PLEASE TAKE A MINUTE TO
TELL US HOW YOU DID THIS." ONE WOMAN MENTIONED THAT SHE HAD
STARTED A MOBILITY BUS AND IS STILL ON THE BOARD THAT RUNS IT,
OTHERS WROTE:

| READ AS MUCH AS | COULD ON THE SUBJECT, AND

PRACT | CAL EXPER!ENCE FROM MY WORK AS A NURSE CAME. I

TSNQLE éT?Y{ HELPED WITH FORMATION OF A SELF-HELP GROUP

| BECAME AGGRESSIVE AND LEARNED HOW TO VOCALIZE MY
CONCERNS AND | BECAME ADAPTED TO MOST SITUATIONS,

FORTUNATELY., | OWN AND DRIVE A CAR. THERE HAVE BEEN
TIMES WHEN | COULDN'T EVEN OPEN A CAR DOOR WITHOUT
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SEVERE PAIN, BUT | HAVE PERSEVERED AND MANAGED TO GET

THROUGH THE DIFFICULT TIMES. | HAVE REFUSED TO GIVE IN

TO THE DISEASE AND TRY TO LIVE AN ACTIVE LIFE, NOT

MATTER HOW SEVERE THE PAIN AND THE DESIRE TOGIVE INTO

IT. (MOTHER OF TWO SCHOOL-AGE CHILDREN: SHE HAS

ARTHRITIS)

| INSISTED THAT MY CHILD BE PROVIDED TRANSPORTATION

FROM KINDERGARTEN TO DAY-CARE EVEN THOUGH SEATS WERE

RESERVED FOR SOCIAL SERVICE CLIENTS =-- STUBBORNNESS ON

MY PART,

MANY MENTIONED THE HELP THEY GOT FROM THEIR KIDS. MARRIED
WOMEN ON THE WHOLE SEEMED TO FIND IT EASIER. THEY GENERALLY HAD
MORE MONEY: SOME OF THEM COULD HIRE HELP. ONE "ADAPTED LIVING --
HOUSE, CAR, HOMEMAKER HELP." THREE LEARNED TO DRIVE AND BOUGHT
CARS (ONE OF THEM WAS PLANNING TO LEAVE, BUT WAITED UNTIL SHE HAD
HER LICENSE). SOME MARRIED MOTHERS SPOKE OF THE HELP AND SUPPORT
THEY RECEIVED FROM THEIR SPOUSES. YET THERE WERE MORE WHO,
DESPITE THE PRESENCE OF A PARTNER, GAVE ANSWERS THAT INDICATED
THEY RESOLVED THINGS ON THEIR OWN. ONE ANSWERED, "MADE SPECIAL
ARRANGEMENTS WITH PLAYSCHOOL., HIRED MY OWN, NEVER DID SOLVE IT."
ONE STATED SIMPLY, " THEY GREW UP, THANK Gop."

ALTHOUGH WOMEN WHO WERE IN RELATIONSHIPS WERE GENERALLY LESS
POOR THAN SINGLE MOTHERS., SOME WOMEN FOUND MARRIAGE A FINANCIAL
IMPED IMENT, WIVES ARE SEEN AS DEPENDENTS BY MANY GOVERNMENT
SOCIAL SERVICES, SO WIVES OF MEN WHO ARE THEMSELVES ON PENSIONS
OR IN LOW-PAYING JOBS SUFFER. ONE WOMAN 1S STRUGGL ING TO MAKE HER
HOUSE ACCESSIBLE, BUT LACKS MONEY:

| HAVE MADE A FEW RENOVAT IONS FOR ACCESS WHEN | COULD

GET MONEY TOGETHER FOR IT. HUSBAND'S INCOME IS TOO

HIGH TO QUALIFY FOR HELP =- NO DISABILITY PENSION ==

CATCH 22 SITUATION."

SOME WOMEN BECAME RESIGNED, AND STOPPED SEEKING ASSI|STANCE.

"I DIDN'T DO TASKS | WAS UNABLE TO DO." ONE WROTE., AND ANOTHER
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JUST "DID WHAT WE COULD WITH WHAT WAS AVAILABLE -- USED NE|GHOURS
AND FRIENDS OR DID WITHOUT." SOME WERE FORCED TO GIVE UP FOR A
WHILE:

| LEFT HOME AND WENT TO AN INSTITUTION IN 1981 BECAUSE

TOWNSHIP WOULD NO LONGER PAY FOR MY HOMEMAKER ATTENDANT

TO COME IN AND MY HUSBAND AT THE TIME WORKED 3 SHIFTS .

. | COULD NOT BE LEFT ALONE.

(THIS RESPONDENT IS NOW REMARRIED, AND LIVING AT HOME,)

FOR OTHERS, THE STRUGGLE CONTINUES: "I'M STILL TRYING, STILL
FIGHTING WITH YUKON HOME CARE SERVICES." FROM ANOTHER:

WHILE | FOUND NO IDEAL SOLUTIONS TO ABOVE PROBLEMS, |

MANAGED TO MAKE ARRANGEMENTS . . . HIRED DOMESTIC HELP,

RELYING ON FRIENDS, MATE., PUBLIC TRANSPORTATION., TAXIS

. « THE HARDEST PART IS FINDING SOMEONE (ANYONE) WHO

UNDERSTANDS ENOUGH TO REALLY HELP ONE COPE. PERHAPS

THIS IS SIMPLY ASKING TOO MUCH? SOMETIMES THE SOLUTION

MUST COME FROM INNER STRENGTH.

SINGLE PARENT ING:

MOTHERING ISN'T EASY: SINGLE PARENTING HARDLY EVER 1S.
MOTHERING WITH A DISABILITY 1S ALWAYS DIFFICULT, AND SINGLE
PARENT ING WHEN YOU HAVE A DISABILITY IS TOUGH INDEED. YET OVER
HALF OF THE MOTHERS IN OUR SAMPLE (48/88) ARE, OR HAVE BEEN,
SINGLE PARENTS./ THEIR PROBLEMS ARE THE SAME AS THOSE OF WOMEN
WHO ARE PARTNERED, BUT THEY ARE MORE LIKELY TO BE EXACERBATED BY
POVERTY.

As GRAPH 1: "INCOME LEVEL OF MOTHERS BY RELATIONSHIP STATUS"
(SEE APPENDIX A) SHOWS, SIMILAR NUMBERS OF SINGLE PARENTS AND
MOTHERS WHO ARE PARTNERED HAVE LOW INCOMES. IN BOTH GROUPS, TEN
WOMEN REPORT INCOMES UNDER $5.000. HOWEVER., GRAPH 2: "SOURCE OF
INCOME OF MOTHERS BY RELATIONSHIP STATUS" (SEE APPENDIX B) SHOWS
THAT 25% OF PARTNERED MOTHERS ARE SUPPORTED BY THEIR SPOUSES AND

THE TOTAL FAMILY INCOME IN MANY CASES MAY BE HIGHER. THE MEDIAN
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INCOME FOR BOTH GROUPS OF MOTHERS IS BETWEEN $10,000 AnD $15,000
AND ELEVEN OF THESE WOMEN HAVE INCOMES OF OVER $20.,000, ONLY 30
OF THE 4@ MOTHERS IN RELATIONSHIPS ANSWERED THE QUESTION ON
INCOME: ONLY ONE. SINGLE MOTHER DID NOT REPORT HER INCOME.

SEVENTEEN SINGLE MOTHERS (36%) HAVE INCOMES OF UNDER $10,000
AND 25 (53%) EARN LESS THAN $15,000. ONLY 17% EARN OVER $20,000,
THIS GROUP OF MOTHERS, WHICH INCLUDES WIDOWS. SEPARATED AND
DIVORCED WOMEN, AND NEVER MARRIED WOMEN, SUPPORT THEMSELVES AND,
IN MANY CASES, THEIR CHILDREN, ON THEIR LOW INCOMES.

WHEN ASKED TO GIVE THEIR MAIN SOURCE OF INCOME, MANY WOMEN
NOTE MORE THAN ONE CATEGORY. FOR THIS REASON, THE INFORMATION
CONTAINED IN GRAPH 2 1S BASED ON A HIGHER NUMBER THAT THAT USED
FOR GRAPH 1. FIFTY-SIX ANSWERS WERE GIVEN BY THE 20 MOTHERS
LIVING WITH A PARTNER AND 53 WERE RECEIVED FROM SINGLE WOMEN. ON
THIS BASIS, 20% OF SINGLE MOTHERW WORK FULL-TIME WHILE ONLY 12.5%
OF PARTNERED MOTHERS DO. FIFTY-EIGHT PERCENT OF THE SINGLE
MOTHERS (31 OF THE 47) RELY TO SOME EXTENT ON GOVERNMENT
ASSISTANCE (PENSIONS, WELFARE BENEFITS, ETC.), WHILE ONLY 23% OF
MOTHERS WHO ARE IN A RELATIONSHIP RECEIVE GOVERNMENT PAYMENTS.
OUT OF 35 DIVORCED AND SEPARATED MOTHERS, ONLY 3 RECEIVE SUPPORT
PAYMENTS FROM A FORMER SPOUSE. ONE WIDOW SURVIVES ON INSURANCE
PAYMENTS,

THE SINGLE MOTHERS COPE WITH POVERTY AND WITH OTHER
DIFFICULTIES, THEY GET VERY FEW SUPPORT SERVICES FROM
GOVERNMENTS OR FROM THEIR COMMUNITIES., |IN THEIR REPLIES TO OUR
QUESTION, "IF YOU RESOLVED ANY OF THESE PROBLEMS, PLEASE TAKE A
MINUTE TO TELL US HOW YOU DID THIS," SINGLE MOTHERS PROVED
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LEMAISTRE'S POINT: COMMUNITIES AND GOVERNMENTS DO LITTLE TO HELP
PARENTS WITH DISABILITIES MEET CHALLENGES., "YET THE PHYSICALLY
LIMITED PARENT MAY BE THE ONLY PARENT IN THE NEIGHBOURHOOD TOWARD
WHOM THE COMMUNITY DIRECTS ITS ANXIETY ABOUT THE DIFFICULTIES OF
THE JoB,"

SELF-WILL AND DETERMINATION TO STAY ACTIVE AND | WAS
ABLE TO ACCOMPLISH [AS] MANY PROJECTS AS | POSSIBLY
COULD. | RELIED ON MYSELF., IT WAS DIFFICULT. (SINGLE
MOTHER OF 5, MOBILITY IMPAIRED)

RE: HOUSING -- NOT RESOLVED: JUST CONTINUED TO PAY 1/2
TO 3/4% OF MONTHLY INCOME FOR HOUSING WHILE RAISING MY
CHILDREN ALONE. RE: CHILD CARE: MY PARENTS LOOKED
AFTER CHILDREN FROM DIVORCE FOR FIVE YEARS; THEN |
PACKED THEIR LUNCHES AND PHONED THEM AFTER SCHOOL AT
HOME DAILY TO CHECK UP ON THEM,

EMERGENCIES ARE THE DREAD OF EVERY MOTHER. FOR WOMEN WHO
HAVE RESTRICTED MOBILITY AND LIVE ALONE WITH THEIR CHILDREN, THEY
ARE A NIGHTMARE. IN 1985, | INTERVIEWED A YOUNG MOTHER | CALLED
"MELODY" FOR AN ARTICLE THAT APPEARED IN RESQURCES EOR EEMINIST
RESEARCH (RIDINGTON: 1985), SHE TOLD ME ABOUT THE NIGHT HER
YOUNGEST CHILD HAD ACUTE BRONCHITIS, AND NEEDED HOSPITALIZATION.

| WAS JUST OUT OF THE REHAB CENTRE. | HAD NO MONEY,
COULDN'T AFFORD AN AMBULANCE. | HAD MY MuMm's CAR
OUTSIDE, BECAUSE |'D BEEN BE ING CHAUFFEURED AROQUND IN
IT, BUT IT DIDN'T HAVE HAND CONTROLS. BUT | HAD TO GET
HER TO THE HOSPITAL. | CARRIED HER OVER MY SHOULDER,
BALANCING HER WHILE | TRIED TO CRUTCH MY WAY TO THE
CAR. YOU CAN IMAGINE ME TRYING TO PUT HER IN THE CAR,
TRYING TO GET THE DOOR_OPEN WITH HER AND MY CRUTCHES,
AND MY NO-GOOD HANDS. THEN | DROVE WITH MY FEET ON THE
CONTROLS, BUT NO REAL IDEA OF HOW MUCH | WAS PRESSING
ON THE ACCELERATOR. | WAS SCARED STIFF SOMEBODY WAS
GOING TO DRIVE RIGHT THROUGH ME. BUT | GOT HER THERE.

HOUSING THAT 1S LIVABLE, AFFORDABLE AND ACCESSIBLE 1S A
PROBLEM FOR ALL PEOPLE WITH DISABILITIES., THERE ISN'T ENOUGH OF
IT. FOR SINGLE MOTHERS., IT CAN BE AN INSURMOUNTABLE PROBLEM,
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MANY APARTMENTS THAT ARE SUPPOSEDLY ACCESSIBLE HAVE ONLY ONE
ACCESSIBLE BEDROOM. HOW DOES A MOTHER IN A CHAIR REACH HER
CHILDREN TO TUCK THEM IN? TO TAKE THEIR TEMPERATURE OR CLEAN UP
THEIR VOMIT? OR TO GET THEM OUT IN AN EMERGENCY?

MELODY LIVES IN A SO-CALLED "HANDICAPPED" SUITE WITH HER
TWO DAUGHTERS. SHE EXPLAINED WHY THE SUITE DIDN'T MEET HER
NEEDS:

THERE IS AN ASSUMPTION THAT DISABLED PEOPLE WILL LIVE

ONLY WITH AN AIDE. A SPOUSE, A RELATIVE., OR KIDS --

YOU'RE NOT EXPECTED TO HAVE THOSE. AND THE GARBAGE,

THE LAUNDRY ROOMS, THE FIRE DOORS ARE ALL INACCESSIBLE,

WHEN YOU'RE HOLDING A SMALL CHILD., IT'S HARD TO HOLD

ONE OF THOSE HEAVY DOORS AND PUSH YOUR CHAIR THROUGH,

THERE'S A THREE OR FOUR INCH STEP UP TO THE LAUNDRY

ROOM, AND YOU HAVE TO OPEN THE DOOR WITH A KEY. So |

CAN DO ONLY LAUNDRY IF TERRI [HER DAUGHTER] 1S AROUND.

(RIDINGTON 1985)

MANY OF US REQUIRE SERVICES, LIKE MEDICAL SPECIALISTS AND
REHAB IL ITATION CENTRES, THAT ARE ONLY AVAILABLE IN THE CITIES. As
HOUSING IN MAJOR CITIES BECOMES MORE AND MORE EXPENSIVE, CHOICES
BECOME FEWER AND FEWER. THE TREND TO "USER PAY" PHILOSOPHIES AND
PRIVATIZATION OF SOCIAL SERVICES 1S MAKING IT STILL MORE
DIFFICULT TO GET ACCESS TO RESOURCES. NO WONDER MANY MOTHERS
SPOKE OF SURVIVAL RATHER THAN RESOLUTION,

HELP WITH MY SON WAS NEVER AVAILABLE SO HE HADA HARD
CHILDHOOD .

| REALLY DIDN'T [RESOLVE], JUST HAD TO STRUGGLE WITH
THE SITUATION.

NEVER! LONG TERM CARE THREATENED TO TAKE MY CHILD AWAY:
ALSO SAID HE HAD TO QUIT BOY SCOUTS TO LOOK AFTER ME.
L.T.C, wWOULD NOT LET HOMEMAKERS COOK. CLEAN OR WASH FOR
HIM (HE WAS ELEVEN).

KEPT SEEKING ASSISTANCE THROUGH VARIOUS AGENCIES.
LIVE THE BEST | CAN UNDER ANY CONDITION: CLOSE MY EYES
TO THE REST.
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SEVERAL SENT A SUCCINCT MESSAGE: "| STRUGGLED UNTIL THE KIDS GREW
UP", OR "| SURVIVED AS BEST | couLD."

SINGLE PARENTS WHO ARE NATIVE OR MEMBERS OF "VISIBLE
MINORITY" GROUPS AS WELL AS HAVING DISABILITIES, MAY FEEL THE
"ANXIETY OF THE COMMUNITY" MOST DIRECTLY. EDONA COFFIN IS A NATIVE
WOMAN WITH A MOBILITY IMPAIRMENT. SHE WAS A SINGLE PARENT FOR
SEVERAL YEARS. HER "DEMOGRAPHICS" ARE THE KIND THAT SEEM TO PUSH
SOCIAL WORKERS' BUTTONS. |IN A WORKSHOP ON PARENTING AT THE
ALBERTA COMMITTEE OF DISABLED CITIZENS CONFERENCE IN SEPTEMBER,
1988, SHE SPOKE OF THE PRESSURE THAT SOCIAL WORKERS PUT ON HER TO
ABORT, OR TO HAVE HER CHILDREN PLACED FOR ADOPTION. ONCE THEY
WERE BORN, SHE WAS THE TARGET OF UNANNOUNCED VISITS AND GENERAL
HARASSMENT AT THE HANDS OF SOCIAL SERVICES.

SUCH STORIES ARE COMMON; CASES WHERE SINGLE MOTHERS WITH
DISABILITIES RECEIVED THOUGHTFUL SUPPORT ARE NOT. SOME SINGLE
MOTHERS GOT INVOLVED WITH AGENCIES THAT COULD HELP, OR FORMED
THEIR OWN GROUPS WHEN NONE EXISTED. "l SOLVED [MY] HOUSING
PROBLEM BY GETTING INVOLVED WITH ONTARIO HOUSING." WROTE ONE:
FROM ANOTHER, "| LOBBIED AND ORGANIZED FOR HOUSING ACCESS."

SOME DIDN'T MAKE IT: OTHERS HAD VERY DIFFICULT TIMES INDEED.
ONE WOMAN ANSWERED, "MY SISTER ADOPTED MY SON." ANOTHER STATED.
"I WAS IN A MENTAL HOSPITAL FOR A NERVOUS BREAKDOWN FOR A WHILE."
COPING WITH VIOLENCE:

MORE THAN HALF OF THE SINGLE MOTHERS WITH DISABILITIES WHO
RESPONDED TO OUR SURVEY NOT ONLY HAD TO DEAL WITH PROBLEMS OF
TRANSPORTATION, ACCOMMODATION, CHILD CARE AND THE LIKE: THEY HAD
TO DEAL WITH THE RESIDUE OF VIOLENCE IN THEIR OWN LIVES AND IN
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THE LIVES OF THEIR CHILDREN. WE DID NOT ASK WOMEN WHO WERE
SEPARATED OR DIVORCED WHY THEIR MARRIAGE BROKE UP. OUR DATA,
HOWEVER, ALLOWED US TO COMPARE THE RATES OF VIOLENCE EXPERIENCED
BY MOTHERS WHEN COMPARED TO WOMEN WHO HAD NEVER PARENTED. WE
FOUND THE RATE OF VIOLENCE FOR ALL MOTHERS (4@ OUT OF 88, OR 45%)
TO BE SOMEWHAT HIGHER THAN THE OVERALL RATE OF REPORTED VIOLENCE
FOR ALL RESPONDENTS (4@%).

WE ALSO COMPARED VIOLENCE EXPERIENCED BY WOMEN WHO WERE
CURRENTLY IN RELATIONSHIPS WITH THAT EXPERIENCED BY THOSE WHO HAD
SEPARATED OR DIVORCED. FOR MOTHERS WHO WERE IN A RELATIONSHIP,
THE RATE OF VIOLENCE WAS 23%: THE RATE OF ABUSE BY A SPOUSE WAS
13%. SEPARATED AND DIVORCED MOTHERS., IN CONTRAST., HAD A 47% RATE
OF ABUSE BY A SPOUSE. OVERALL. 64% OF THEM HAD EXPERIENCED
VIOLENCE, WHETHER BY A SPOUSE, A PARENT, OR SOMEONE ELSE. ELEVEN
WOMEN LISTED MORE THAN ONE ASSAILANT. ONE MOBILITY IMPAIRED
MOTHER OF TWO LISTED FOUR ASSAILANTS: PARENT, SPOUSE, SERVICE
PROVIDER AND CAREGIVER. THE RATE INCREASED FOR THOSE WHO WERE NOT
CURRENTLY IN A RELATIONSHIP: ALMOST TWO-THIRDS (30 OUT OF 48, OR
63%) OF DIVORCED, SEPARATED., WIDOWED OR SINGLE (NEVER-MARRIED)
MOTHERS HAD EXPERIENCED VIOLENCE.

REGARDLESS OF THEIR RELATIONSHIP STATUS, SIXTY-FIVE PERCENT
OF ALL THE MOTHERS WHO REPORTED VIOLENCE (26/4@) NAMED A SPOUSE
OR EX-SPOUSE AS A PERPETRATOR. DIVORCED, SINGLE, REMARRIED AND
WIDOWED MOTHERS ALL HAD HIGHER RATES OF SPOUSAL ABUSE THAN DID
WOMEN CURRENTLY IN A RELATIONSHIP., BUT FIVE MOTHERS CONTINUED TO
LIVE WITH A PARTNER OR SPOUSE WHO HAD PERPETRATED VIOLENCE
AGAINST THEM,
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THE HIGH RATE OF ABUSE BY SPOUSES SUGGESTS THAT MANY MOTHERS
WITH DISABILITIES LEFT -- OR WERE FORCED OUT OF =- VIOLENT
RELATIONSHIPS. RE-INTEGRATING A LIFE AFTER VIOLENCE, EVEN WHEN
THE DIFFICULTIES ARE NOT INCREASED BY THE LACK OF RESOURCES FOR
MOTHERS WITH DISABILITIES, IS AN ARDUOUS TASK. CHILDREN WHO HAVE
KNOWN VIOLENCE CAN BE DIFFICULT TO MOTHER. IN "BEATING THE
"ODDS': VIOLENCE AND WOMEN WITH DISABILITIES", WE MET CLARE WHO
IS BLIND. HER HUSBAND'S SEXUAL ABUSE OF HER TWO YOUNG DAUGHTERS
BROKE UP THE FAMILY. CLARE IS VERY POOR AND SAYS SHE FEELS VERY
ISOLATED: "| HAVE NO REAL SOCIAL LIFE." THE KIDS ARE NOW IN
SCHOOL ALL DAY, BUT THEY STILL SHOW SIGNS OF THE ABUSE. THE
YOUNGER DAUGHTER IS HAVING PETIT MAL SEIZURES. SHE IS IN A
"SPECIAL" CLASS, AND FEELS A LOT OF STRESS - "SHE JUST BLANKS
OUT, AND SHE GETS VERY HIGH TEMPERATURES."
| SOLATION:

THE LACK OF SOCIAL CONTACTS AND SUPPORT THAT CLARE LAMENTED
IS A REAL PROBLEM FOR MANY MOTHERS WITH DISABILITIES. WE HAVE
MENTIONED THE NEED FOR COMMUNITY, FOR A CHANCE TO LEARN FROM
THOSE WHO HAVE PASSED ALONG OUR PATH BEFORE US. SOME MOTHERS
SPOKE OF ANOTHER KIND OF ISOLATION: THEY TOLD US OF ESTRANGEMENT
IMPOSED ON THEM BY THOSE WE SHOULD BE ABLE TO TRUST. SUCH NEGLECT
IS A FORM OF PSYCHOLOGICAL ABUSE. WE CAN BE ISOLATED EVEN WHEN
WE ARE SURROUNDED BY PEOPLE., IF THEY ARE INSENSITIVE AND
NEGLECTFUL OF OUR NEEDS.

|SOLAT ION AND DESPAIR LED "LOUISE", A MOTHER WITH MS AND
ASTHMA, TO TRY TO COMMIT SUICIDE THREE TIMES. HER BODY., HER HOME
AND HER FAMILY LIFE WERE DETERIORATING. |MPROPER MEDICATION HAD
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EXACERBATED HER DISABILITIES TO THE POINT WHERE SHE WAS "HAVING
SEIZURES, TALKING NONSENSE, FEELING BURNING SENSATIONS." SHE
WENT DOWN TO 62 POUNDS. |T WAS PAINFUL TO EAT: HER BOWELS WERE
SO BACKED UP "MY FECES WERE UP AROUND MY HEART." SHE WAS
PARALYZED FOR TWO YEARS., AND IN BAD SHAPE FOR FIVE. WHEN SHE
COULD NO LONGER WALK, SHE WAS PUT ON A COUCH IN THE BASEMENT. SHE
SPENT YEARS DOWN THERE, IN A ROOM WITH NO WINDOWS. SHE FELT VERY
ISOLATED AND DID NOT UNDERSTAND WHY SHE WAS PUT THERE., "I DON'T
KNOW WHERE MY HUSBAND'S HEAD WAS." HER BOYS WERE AFRAID OF HER
DYING, "l DON'T KNOW HOW THE PEOPLE AROUND ME PUT UP WITH ME." IT
SEEMS THEY PUT UP WITH HER BY ISOLATING HER.

HER CHILDREN HAVE BEEN DAMAGED BY IT ALL. HER 12 YEAR OLD
IS "MENTALLY DISTURBED" AND CAN'T READ YET, SHE IS STILL IN THE
MARRIAGE. NOW SHE 1S WALKING, STRUGGLING TO KEEP HER HOME CARE,
AND INSISTING THAT THE BOYS HAVE A YEAR OFF HOUSEWORK TO MAKE UP
FOR THE YEARS WHEN SHE HAD TO RELY ON THEM FOR SURVIVAL.

CHILDREN AS HELPERS:

MOTHERS SPOKE AND WROTE OF THEIR FEARS ABOUT THE EFFECTS OF
THEIR DISABILITIES ON THEIR CHILDREN, THEY WORRIED ABOUT BE ING
DEPENDENT ON THEIR KIDS FOR CARE. THEY THOUGHT THEY WERE DENYING
THEIR CHILDREN A PROPER CHILDHOOD. THEY WERE CONCERNED THAT THE IR
CHILDRENS ' FRIENDS WOULD TEASE THEM ABOUT THEIR "WEIRD" MOTHER,
THEY WONDERED HOW TO DEAL WITH KIDS WHO FELT RESPONSIBLE FOR THE
DISABILITY, AS MANY DID.

THE QUEST ION OF WHETHER 1T HARMS CHILDREN TO HAVE TO DO MORE
CHORES THAN THEIR PEERS 1S A MOOT ONE. MOST PARENTS AT THE ACDC
PARENT ING WORKSHOP FELT GUILTY ABOUT MAKING DEMANDS ON THE IR
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CHILDREN, CERTAINLY, KIDS MUST BE ALLOWED TO BE KIDS. THEY
SHOULD HAVE TIME FOR SCHOOL WORK, TIME TO FORM FRIENDSHIPS, TIME
TO LIE ON THEIR BELLIES AND DREAM, IF THEY WANT TO DO SO,
CHILDHOOD MUST NOT BE DENIED THEM, AND THEY SHOULD NOT BE USED AS
SERVANTS AND 24-HOUR ATTENDANTS. THE PRESENCE OF CHILDREN SHOULD
NOT BE AN EXCUSE FOR SOCIAL AGENCIES TO REFUSE TO PROVIDE NEEDED
HELP,

HOWEVER, IF CHILDREN KNOW THEY ARE LOVED AND THAT THEIR
EFFORTS ARE APPRECIATED, IT SURELY DOES NO HARM FOR THEM TO LEARN
EARLY IN LIFE THAT OTHERS MUST DEPEND ON THEM, AND THAT THEY MUST
TAKE AS WELL AS GIVE. IN A WORLD WERE INDIVIDUALISM AND
SELFISHNESS ARE SEEN AS PREREQUISITES FOR "SUCCESS", OUR CHILDREN
HAVE GREATER OPPORTUNITIES TO LEARN TO BE RESPONSIVE AND
RESPONSIBLE. IN A WORLD OF HIERARCHY, WE CAN SHOW THEM THE NEED
FOR THE WEB OF INTERCONNECTEDNESS. THESE ARE QUALITIES THAT
WOMEN TRADITIONALLY VALUE, AND RIGHTLY SO,  THEY RESULT IN THE
NON-H|ERARCHICAL WORLD VIEW THAT CAROL GILLIGAN HAS DESCRIBED IN
HER BOOK, IN A DLEEERENT VQICE (1982: 62-63).

SINCE RELATIONSHIPS, WHEN CAST IN THE IMAGE OF

HIERARCHY, APPEAR INHERENTLY UNSTABLE AND MORALLY

PROBLEMATIC, THEIR TRANSPOSITION INTO THE IMAGE OF WEB

CHANGES AN ORDER OF INEQUALITY INTO A STRUCTURE OF

INTERCONNECTION, . . . THE EXPERIENCES OF INEQUALITY

AND INTERCONNECTION, |INHERENT IN THE RELATION OF

PARENT AND CHILD, THEN GIVE RISE TO THE ETHICS OF

JUSTICE AND CARE, THE IDEALS OF HUMAN RELATIONSHIP —

THE VISION THAT SELF AND OTHER WILL BE TREATED AS OF

EQUAL WORTH, THAT DESPITE DIFFERENCE IN POWER, THINGS

WILL BE FAIR; THE VISION THAT EVERYONE WILL BE

RESPONDED TO AND INCLUDED, THAT NO ONE WILL BE LEFT

ALONE OR HURT,

WHAT BETTER VISION TO GIVE OUR CHILDREN, TO ALLOW THEM TO GROW

INTO THE KIND OF HUMAN BEINGS WHO CAN SOLVE THE SOCIAL AND
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ENVIRONMENTAL PROBLEMS THAT EXIST NOW AND WHICH WILL NO DOUBT GET
MORE COMPLEX AS THEY MATURE?

ADOLESCENCE :

MOTHERS WITH DISABILITIES MAY FIND THEIR CHILDREN'S
ADOLESCENCE TRYING. MOST MOTHERS DO, AND HAVING A FIFTEEN YEAR
OLD SIX-FOOTER TOWER OVER YOUR CHAIR AS YOU TELL HIM HE'S
GROUNDED DOESN'T MAKE IT EASIER. AS "SUSAN" PUT IT DURING OUR
INTERVIEW, "IT IS HARD TO STAND UP TO THEM WHEN YOU'RE SITTING

‘DOWN ALL THE TIME." SHE HAS A DEGENERATIVE AND GENETIC

DISABILITY, AND HAS BEEN IN A CHAIR FOR THREE YEARS. HER DAUGHTER
IS SOLICITOUS, AND WANTS TO STAY HOME AND HELP ALL THE TIME: "|
HAVE TO PUSH HER OUT INTO THE WORLD." BUT HER SONS ARE DIFFERENT,
THEY ARE STRUGGL ING TO COME TO TERMS WITH THE CHANGES SUSAN'S
DISABILITY HAS MADE TO THEIR LIVES. SHE REMARKED:

| TRULY THINK IT IS HARDER ON THEM THAN ON ME. | WOULD
LIKE TO FIND A SUPPORT GROUP FOR THEM. | THINK A LOT
OF IT IS THAT THEY ARE AFRAID THEY MIGHT GET IT. RIGHT
NOW THEY'VE BOTH BEEN TESTED AND THEY ARE ALL RIGHT.
BUT THAT DOESN'T MEAN THEY WON'T DEVELOP IT SOMEWHERE
DOWN THE LINE, THERE 1S NO TEST FOR THE GENE. THEY
DON'T KNOW ENOUGH ABOUT IT."

YOUNG PEOPLE WHO MUST CONFRONT THE FACT THAT A DISABILITY 1S
GENETIC MAY BEAR RESENTMENT: "WHAT DID YOU DO TO ME, GIVING ME
THIS TO COPE WITH?" SUSAN CONTINUED:

THEY HAVE A LOT OF ANGER, BECAUSE THE IR MOTHER CAN'T DO
SO MANY THINGS, THEY SEE THE TV MOMS AND EXPECT THAT,
YOU KNOW, BOBBING AROUND LIKE CLARE HUXTABLE, LAW DEGREE
IN ONE HAND, VACUUM IN THE OTHER. IT'S NOT VERY REAL.
THEY WANT EVERYTHING OTHER TEEN-AGERS HAVE, IN FAMILIES
WHERE BOTH PARENTS ARE WORKING. MY HUSBAND 1S
UNEMPLOYED., THEY CAN'T UNDERSTAND WHY | CAN'T GO OUT
AND WORK. THEY LOOK IN THE PAPER AND SAY, "HEY MuMm,
THERE'S A JOB FOR YOU." BUT | HAVE REALLY LOW ENERGY
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BECAUSE OF MY DISABILITY. |F | DON'T FEEL GOOD, THEY
HAVE TO COOK FOR THEMSELVES. THEY GET MAD. THERE IS NO
SUPPORT, UNLESS YOU CAN CONTACT SOMEONE YOU KNOW WHO'S
BEEN THROUGH IT.

WE HAVE TO BE VERY SECURE IN OUR IDENTITIES AND IN OUR
PARENTING SKILLS TO RESPOND TO OUR CHILDREN'S ANGER AND THE IR
CONCERNS WITHOUT FEELING GUILT OR GRIEF. AGAIN, SUPPORT GROUPS
AND KNOWLEDGE OF THE WAY OTHER PARENTS HAVE HANDLED SUCH
SITUATIONS WOULD BE HELPFUL. AGAIN, SUCH RESOURCES ARE RARE,
ROLE MODELS:

WE HEARD AND READ STORIES OF SUCCESS AS WELL AS THE STORIES
OF STRUGGLE. WE TALKED TO "GAIL", WHO CHOSE TO LEAVE HER MARRIAGE
BECAUSE SHE HAD OUTGROWN IT., SHE AND HER FORMER HUSBAND SHARE
CUSTODY OF THEIR DAUGHTER, AND THEY HAVE MADE IT WORK VERY WELL.
WE TALKED ABOUT HER PARENTING DURING OUR INTERVIEW, | FELT
ADMIRATION FOR THE WAY SHE HAD HANDLED A SITUATION THAT AFFECTS
MANY FAMILIES, AND 1S ALWAYS DIFFICULT FOR CHILDREN AND PARENTS.
WHEN SHE DECIDED TO LEAVE THE RELATIONSHIP,SHE SAID,

"DO WHATEVER YOU WANT., YOU CAN HATE ME, BUT DON'T DO IT
IN FRONT OF [DAUGHTER]." BECAUSE | HAVE A SIX YEAR OLD
DAUGHTER NOW, AND | SAID, SHE IS OUR PRIORITY, WE'VE
GOT TO FOCUS ON HER, AND NEVER MIND WHAT PROBLEMS WE
HAVE, |'VE FOUND SINCE THEN, AS FAR AS MY EX GOES, WE
GET ALONG BETTER NOW, WE JUST COULDN'T LIVE TOGETHER, .
BECAUSE NOW WE HAVE THAT ONE FOCUS., OUR DAUGHTER. SHE
WAS THERE WHEN HE MOVED OUT . . . IN THE TRUCK AND
WHEREVER THEY WENT, DRIVING TO HIS PLACE, WHICH IS MAYBE
FIVE MINUTES FROM WHERE WE LIVE, IN A VICINITY THAT IS
REALLY FAMILIAR TO HER. THE THING THAT REALLY PLEASES
ME 1S THAT OUR FRIENDS, THE MAJORITY OF THEM, AS FAR AS
THE KIDS AND SUCH THEY SORT OF CONTINUE ON ACTING JUST
LIKE WE HAD BEEN BEFORE, EXCEPT THAT [EX-HUSBAND]
DOESN'T LIVE HERE, | THINK THAT HELPED A LOT WITH MY
DAUGHTER, THE FACT THAT THEY TOOK IT IN STRIDE. |
TALKED TO THE DAY CARE WORKER AT THE TIME, THE FACT THAT
THIS WAS HAPPENING, THAT SHE MIGHT HAVE A BIT OF CHANGE
IN HER REACTION. AND ACTUALLY | WAS TOLD THAT THE DAY
AFTER [HER DAD] MOVED OUT SHE WAS COLOURING BY HERSELF
AND VERY QUIET, NOT TOO MUCH MINGLING WITH THE OTHER

:
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KIDS, BUT THAT WAS ONLY FOR ONE DAY. SHE CAN PHONE HIM

WHENEVER SHE WANTS, THERE'S VERY GOOD ACCESSIBILITY.

THERE'S NO "NO, YOU CAN'T COME OVER THIS TIME." IN FACT

SHE'S WITH HIM NOW, HIS COUSIN'S GETTING MARRIED.

(FROM TRANSCRIPT OF TAPE OF INTERVIEW)

OUR CHILDREN CAN ACCEPT US, AND WILL, IF WE ACCEPT OURSELVES.
FATHERS WITH DISABILITIES WHO SPOKE DURING THE ACDC WORKSHOP ON
PARENTING WORRIED ABOUT THEIR CHILDREN'S REACTION TO THEIR
DISABILITIES., THEY GRIEVED THE LOSS OF PHYSICAL STRENGTH WHICH
THEY SAW AS BEING NECESSARY FOR INTERACTION AS A FATHER. [T MAY
BE THE ONLY ROLE MODEL THEY KNOW. ONE QUERIED, "How DO | DEAL
WITH MY KIDS WHEN | CAN'T PLAY HOCKEY WITH THEM?" HE MIGHT HAVE
BEEN REASSURED HAD HE READ THE RESULTS OF FRANCES BUCK'S STUDY
WHICH COMPARED THE PSYCHOLOGICAL HEALTH OF CHILDREN WITH FATHERS
WHO HAD AND DID NOT HAVE DISABILITIES. AS CITED BY RAWNIE DUNN,
BUCK FOUND THAT 97% OF THE CHILDREN WITH DISABLED FATHERS
REPORTED THAT THEY HAD BENEFITTED FROM HAVING A DISABLED FATHER,
MANY EXPRESSED APPRECIATION THAT THE IR FATHERS STAYED HOME AND
TAUGHT THEM PATIENCE, VALUES, COPING SKILLS, AND SENSITIVITY TO
OTHERS. (DunN 1988:2)

THE FATHERS WHO WORRY BECAUSE THEY CAN'T PLAY SPORTS HAVE
FAILED SO FAR TO REALIZE THE INFINITE CAPACITY OF KIDS TO ADAPT
AND TO LOVE. EDNA COFFIN IS ATHLETIC., AND SPOKE IN THE ACDC
WORKSHOP ABOUT HOW HER KIDS WERE "SURPRISED THAT OTHER PARENTS
WALKED, AND THAT BASKETBALL WAS PLAYED WITHOUT WHEELCHAIRS."
GAIL'S MS HAS DEVELOPED TO THE POINT WHERE WALKING IS NOT ALWAYS
POSSIBLE, AND SHE RECENTLY GOT A SCOOTER. HER SIX-YEAR OLD
DAUGHTER LOVES IT,

| KNOW WHEN | GOT THIS SCOOTER HERE., SHE THOUGHT IT WAS
THE BEST THING SINCE SLICED BREAD., SHE RAN OFF TO THE
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PARK ACROSS THE STREET AND SAID, "My MuM's REALLY GOOD

NOW, SHE'S GOT A SCOOTER., SHE CAN COME NOW." AND SHE

WAS HAPPY THAT | COULD COME, BECAUSE FOR A SHORT WHILE

BEFORE | GOT THIS, | WASN'T ABLE TO GET ACROSS THE

STREET, | JUST COULDN'T. SHE WASN'T HELD BACK., BUT |

COULDN'T GO WITH HER. SO SHE WAS VERY PLEASED WHEN |

GOT THE SCOOTER, SHE COULD RIDE ON MY LAP. SHE'S

GETTING A LITTLE TALLER NOW SO ITS GOING TO BE NOT TOO

MUCH LONGER BEFORE SHE CAN'T: |'M ALWAYS MOVING HER

HEAD TO THE SIDE SO | CAN SEE AROUND THE CORNER.

(FROM TRANSCRIPTION OF TAPE OF INTERVIEW)

THE GIFTS WE GRANT OUR CHILDREN:

AS WE LEARN TO COPE, AS WE RESOLVE OUR DILEMMAS, AS WE
DEMAND OUR RIGHTS AND THE RESPECT WE SHOULD BE ACCORDED., WE ARE
GIVING OUR CHILDREN THIS KNOWLEDGE AS WELL. OUR CHILDREN HAVE
OPPORTUNITIES TO ACQUIRE SKILLS THAT ARE RARE IN THE NON-D|SABLED
POPULACE. THERE ARE PRACTICAL EXAMPLES. MOTHERS WHO ARE DEAF
TOLD ME OF THEIR CHILDREN WHO ARE GROWING UP BILINGUAL., LEARNING
AMERICAN SIGN LANGUAGE (ASL) FROM THEIR MOTHERS AND SPOKEN
LLANGUAGE FROM FRIENDS AND TELEVISION., SUCH CHILDREN GROW UP TO
BE WONDERFUL INTERPRETERS: MANY PROFESSIONAL SIGNERS ARE THE
CHILDREN OF A DEAF PARENT.

KNOWLEDGE OF THE COMPLEXITY AND DIVERSITY OF THE WAYS IN
WHICH HUMANS GAIN AND EXPRESS KNOWLEDGE, AND COMMUNICATE WITH
EACH OTHER 1S A GIFT WE ARE PERHAPS PART ICULARLY ABLE TO GIVE OUR
CHILDREN, JOANN LEMAISTRE HAS MADE THIS POINT WELL.

TO OUR CHILDREN [PARENTS WITH DISABILITIES] CAN GIVE A

ZEST FOR HUMAN CONTACT AND THE EXAMPLES OF MYRIAD WAYS

IN WHICH IT IS POSSIBLE TO GET GOING PRODUCTIVELY WHEN

THE GOING GETS VERY TOUGH INDEED. TO HAVE A HAND IN

PRODUC ING EMOTIONAL RESILIENCE, COMPASSION, AND THE

WILLINGNESS TO SET REASONABLE GOALS FOR ONESELF 1S A

VERY FINE EXPRESSION OF PARENTAL LOVE.

JOANN LEMAISTRE (1985: 291)

DAWN CANADA MOTHER'S CAucCuUS.

AT THE "PARENTING WORKSHOP" CO-SPONSORED BY DAWN CANADA., THE
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COALITION OF PROVINCIAL ORGANIZATIONS OF THE HANDICAPPED (COPOH)
AND THE CANADIAN ASSOCIATION OF THE DEAF (CAD) MARCH 25-26., 1989,
MOTHERS WITH DISABILITIES ASKED DAWN TO CREATE A MOTHER'S CAUCUS.
CAUCUS MEMBERS WILL INCLUDE DELEGATES WHO ATTENDED THE CONFERENCE
FROM ACROSS CANADA AND THREE WERE ELECTED TO THE BOARD OF
DIRECTORS. THEY IDENTIFIED MANY ISSUES OF CONCERN., INCLUD ING
MANY DISCUSSED HERE (SEE RECOMMENDATIONS).
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RECOMMENDAT IONS

THE FOLLOWING RESOLUTIONS BROUGHT FORWARD FROM THE PARENTING
WORKSHOP HELD ON MARCH 25 - 26, 1989 WERE CARRIED UNANIMOUSLY AT
gsggANNUAL GENERAL MEETING OF DAWN CANADA oN MONDAY, MARCH 27,

1. THAT DAWN CANADA FORM A MOTHER'S CAUCUS TO REVIEW THE ISSUES
IDENTIFIED BY THE PARENTING WORKSHOP AND FURTHER DEVELOP
SPECIFIC PROPOSALS.

2. THAT THE MOTHER'S CAUCUS ACT AS A LIAISON WITH OTHER
NAT IONAL CONSUMER GROUPS ON 1SSUES OF CONCERN TO DISABLED
MOTHERS, ESPECIALLY THOSE IDENTIFIED IN SPECIFIC RECOMMENDA-
TIONS OF THE PARENTING WORKSHOP,

3. THAT DAWN CANADA APPLY FOR AND ADMINISTER A GRANT FOR A
THREE TO FIVE YEAR PROJECT THAT WOULD FACILITATE THE RESOLU-
TION OF THE |ISSUES IDENTIFIED BY THE MOTHER'S
CAUCUS/PARENT ING WORKSHOP AS PRIORITIZED, INCLUDING:

MOTHER'S SUPPORT GROUPS

INFORMAT ION AND REFERRAL

TECHNICAL AIDS AND ATTENDANT SERVICES
ACCESS TO DAYCARE AND OTHER SERVICES
LOBBY ING FOR INCREASED FUND ING
LOBBYING FOR IMPROVED LEGISLATION

THIS WORK MAY INCLUDE ACTIVITIES SUCH AS:

RESEARCH

POSITION PAPERS

A RESOURCE HANDBOOK
COMMUNITY OUTREACH WORKER(S)
TRAVEL

ADVOCACY WORK

(THE MOTHER'S CAUCUS WAS FORMED AT THE ANNUAL GENERAL MEETING AND
OUT OF A POSSIBLE SIX MEMBERS, FOUR POSITIONS WERE FILLED., Two
OTHER POSITIONS WERE PROV IS IONALLY FILLED AND THREE MEMBERS OF
THE MOTHER'S CAUCUS WERE CONSEQUENTLY ELECTED To THE DAWN CANADA
BOARD OF DIRECTORS.)
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NOTES

THE MOST CONTROVERSIAL TESTS AND ADMINISTRATION OF HARMFUL

DRUGS INVOLVE DEPO-PROVERA TO WOMEN IN INSTITUTIONS, AND
OTHERS. FOR INFORMATION, CONTACT THE CANADIAN COALITION ON
DEPO-PROVERA, C/0 HEALIH%&ARLN& 101 NIAGARA ST., TORONTO.
ONT. FINGER'S ARTICLE (SEE REFERENCES) IS ALSO GOOD, BUT THE
DISCUSSION IS FRAMED IN AN AMERICAN CONTEXT. THE HISTORY OF
THE DEPO-PROVERA ISSUE 1S VERY DIFFERENT IN CANADA.

RoGER CARTER CITED THIS AND OTHER EXAMPLES OF THE "EUGENICS"
ARGUMENTS TO STERILIZE INDIVIDUALS WITH DISABILITIES DURING
HIS PRESENTATION IN THE "PARENTING WORKSHOP", ALBERTA
COMMITTEE OF DISABLED CITIZENS, EDMONTON., ALBERTA.
SEPTEMBER, 1988,

THE MIDMARK CORPORATION, MEDICAL PrRODUCTS, VERSAILLES, OHIO,
U.S.A. 45380 MANUFACTURES A "FEMALE PROCEDURES CHAIR" THAT
IS DESIGNED FOR EASY TRANSFER FROM A WHEELCHAIR, AND ADJUSTS
TO ACCOMODATE "98 ouT OF 100 wOMEN." SEE CASSADY., JUNE.,
"CHAIR FOR COMFORT AND CONVENIENCE" IN ACCENT %y L#yluﬁL
WINTER THE CHAIR COSTS $11,00@8 CANAD AN, AT |SRAEL
OF THE DAWN CANADA EXECUTIVE 1S WORKING TO GET IT PLACED IN
WOMEN'S HEALTH CENTRES IN ONTARIO.

IN THE FIRST PAPER IN THIS SERIES, WE DESCRIBED THE PROBLEMS
ENCOUNTERED BY ONE WOMAN BECAUSE OF A FALL OFF AN EXAMINA-
TION TABLE. SEE RIDINGTON, 1989a: 22.

SEE %%&&FE%&NGSA Cufyn CARE: MEET THE CHALLENGE. APRIL 21-
%5, + OTTAWA, ONTARIO. OTTAWA: HEALTH AND WELFARE
ANADA.,

AS NOTE 3: DISCUSSION OF NE|GHBOURHOOD HUB MODEL IS ON P, 41,

THIRTY=EIGHT OF THE RESPONDING MOTHERS ARE CURRENTLY LIVING
WITH PARTNER OR SPOUSE: FOUR HAD DIVORCED AND ARE REMARRIED:
EIGHT ARE WIDOWED: THREE ARE SINGLE (NEVER MARRIED):
THIRTY=FIVE ARE DIVORCED OR SEPARATED.
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