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The Rights of ~tudent&'Vi th  I % A  AIDS or HIV Infection - 
' ,. e7.\s 

f your child has AlDS or is infe e ,LQ#&'~J@@, your family and your child have certain righrs q a  under the law. The ~ a s s a ~ ~ f & ~ , ~ g p y ) r f & @ !  of Education and Massachusetts Depanmer:: 
of Public Health have a wrifien pb & hat  informs schools of how they should act in order :o 
protect those rights. The following is a summary of that policy: For more information, please 
call Kevin Cranston at the Department of Education AIDS/HIV Program at (61 7) 770-7377. 

1 .  Every school-age child has the 
right to a public education. 

Your child, whether sick or not, has the same 
right to go to school, attend classes anc 
participate in school activities as any other 
student. Some children with AlDS or HIV 
Infection have special needs. Your child has 
the right to a public education that deals with 
these special needs. 

2. Your child and your family have 
the right to keep their medical 
condition a private matter. 

Since HIV cannot be caught by everyday 
cofltact. you are not required to tell anyone at 
:he school if your child has AlDS or HIV 
infection. You may, however, choose to tell 
certain people at the school so that they 
may offer better care for your child. For 
example, you might want the school nurse to 
know about your child's health, because 
ycur child may take medication or need other 
special care. Or you might want to tell your 
ch~ld's teacher. It is your decision who to tell 
ana when. 

3. If you tell someone at the school 
that your child has A l D S  or HIV 
infection, they should not t e l l  
other people  without y o u r  
permission. 
There is a law that makes it illegal for a cloc:~r 
or nurse to talk about your cnr~c's - : ' I  
infection without your permission. i f  ar,o:ncr 
person at school tells people aDour l iour  
child's condition without your permisslor. 
you have the right to sue them for '/!oler~ng 
your child's privacy. 

4. You may give people at school 
permission to tell certain people 
that your child has A l D S  or HIV 
infection by saying so in writing. 
You can give your permission in ~ r i t i n g  !o 
make clear who you wish to know acckr 
your child's health. It is in the S C ~ O O I ' S  
interest to have a form you sign telling them 
exactly who these people are. They rnav 
provide the form to sign, or you may want :o 
write your own. People who '"vork at the 
Department of Education and the De~artment 
of Public Health, Division of Children 'Nil9 
Special Health Care Needs, can h e i ~  ycu 
with this. 

!! SAVE THE DATE !! 
MassCARE retreat for parents of HIV infected children. 

March 5-7, 1993 
at Craigville Conference Center on Cape Cod. 

There will be workshops, time to talk, rest, and have fun. 
Space limited to 30. 

We need more parents to help plan it !! 
Call us at (617) 727-6941 
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Dear P a r e n t s :  
Our second newsletter covers a wide 

variety of topics--from the rights of students 
with HIV infection to an oppoprtunity to 
relax at a Maine inn. 

As parents, we struggle with whether to 
disclose our child's illness and what the 
reaction will be i f  we do. To help us with 
that decision, this issue informs us of our 
childrens' legal rights in school settings. 
We have included the Department of 
Education policy on children with HIV 
infection and new day care regulations for 
ch~ldren with disabilities, developed by the 
Office for Children. There is also an article 
on MASSTART, a program that helps 
parents work with school personnel around 
their child's illness. 

MassCARE interviewed two mothers 
who have had widely different experiences 
with their school systems. Susan (not her 
real name) feels that her North Shore 
community makes it almost impossible for 
HIV positive kids to attend classes, and she 
fears discrimination if she discloses. Kathy 
Gomes, guardian of an eight year old boy, 
told his New Bedford school. He was 
immediately accepted and treated the 
same as his classmates. 

One way that we can find support in our 
decisions around disclosure and other 
issues is to talk with each other. So it is 
appropriate that Chuck McCorkle, of DPH's 
AIDS Bureau, has written an article on the 
importance of peer support. Kelo 
Ammons-Blenman, a woman living with 
AIDS, has written a wonderful companion 
piece. It is eloquent in its plea for peer 
si;ppon. 

On a lighter note, "Moe Scott", lets 
us know of time spent at a Maine inn that 
opens its doors to HllV positive persons 
and their caregivers. 

I am grateful that parents have come 
forward and shared their experiences with 
the rest of us. In doing so, we build bridges 
to each other. 

I wish vou well. 

Katie Bond 

MassCARE NEWS Staff: 
Editor: . . . . . . . . . . . . . . . . . . . . . . . . K ~ r i r :  B ~ i n z  
M s s C A R E  Director . . . . . . . . . . Brunl; i ia Tc)rr?s 
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New Day Care Regulations 

1. Day care centers must accept 
applications f rom al l  children with 
disabilit ies, regardless of the type or 
severity of disability. 

2. The parents and center must  
determine together i f  any special 
changes are needed for a chi ld with 
a disabil i ty to participate in the day 
care program. These agreed upon 
changes must  be  in writing. 

3. Children wi th  disabil i t ies cannot 
be  excluded f rom a day care center 
simply because they are not toilet 
t rained. 

4. The center must identify a teacher 
who wi l l  serve as the "Center 
Liason" for each chi ld wi th a 
d isabi l i ty .  

5. The day care center must provide 
parents of  chi ldren with disabil i t ies 
wi th written progress reports every 
three months. 

6. All  new day care centers and all 
existing centers that move to new 
space must  be ful ly accesible to 
people wi th disabil i t ies as of  
September 8, 1992. 

7. Day care centers must  insure that 
250h of their staff training is  about 
chi ldren wi th  disabil i t ies. 

MassCARE NEWS is published by rhe Dz?arrm:r.: 
of Public Health. 150 Trernont St.. Bosrcn .  \I ' \  
02111.  It is supported in part by projes:  no 

PriCH-P01060-01-0 irom the Matcrn2i ~ n i i  
Chlld Healrh Bureau. Health Resources 
Administration, Health 2nd Human Sc:v[ci.s. 
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AlDS and the School System: 
Two Views 

Interview With "Susan" 

MassCARE: When did you first begin to S u s a n :  Right now she is in a priva:e 
nave fears about your local school system? kindergarten that is only half a day, anc 

Susan: Last year, my older daughter [who 
IS HIV negative] had an HIV awareness 
class in science. The teacher taught wrong 
information, such as "we don't really know 
how the disease is transrnited." The kids in 
the class were frightened, and the way my 
i r~ends and neighbors believed him made 

she gets her medicine at home. 1'71 

thinking about sending her to Cathol~c 
school because I don't think some of them 
have as strict a medication policy. By ther 
she will be old enough to take her own 
medicine. If I have to explain why she 
needs it, I will lie. 

me realize my family will have a hard time MassCARE: How do you get her school 
i f  we disclose our illness. to inform you of outbreaks of chicken cox  

MassCARE: What happened after that? 
[which can be more serious in HIV positil/e 
chlldren than in healthy ones] and 3ther 

Susan: A friend of mine, who is on the illnesses without making them suspic io~s? 
Board of Education, told me, without 
knowing that my child has HIV, that she 
wanted to keep kids with AlDS out of the 
schools because "you can't be too careful." 
Then I saw the school policy. It states that 
no medicine can be left at school during 
the day. and that it can only be given by 
parents during school hours. Teachers and 
nurses can't qive it to the child, nor can the 

- 
Susan:  I tell them that she hasn't kac 
chicken pox, even though that's not true. 
also tell the teachers that we have 
someone in our house witn cancer, and we 
need to know if my daughter is  exposed to 
any disease. When I pick my daughter uo. 
I check the kids over to see i f  anyone has 
an obvious rash or cold. 

student leave it in her locker and take it MassCARE: What advice would you give 
nerself. I feel this policy is designed ~ a r e n t s ?  
specifically to exclu'de kids wi th-HIV 
because they tend to take a lot of medicine. Susan:  Tell only on a "need to know" 

basis. Think very carefully before you tell 
MassCARE: Where is she in school now, in order to protect your child. 
and what will you do in the future? 

Interview With Kathv Gome3 

MassCARE: When did you first tell the appropriate forms filled out. But I fe't 
school system of your son's HIV disease? uncomfortable, because I did not want :o 

Kathy: When he was in kindergarten [he leave it for someone else to do. 

I S  now eight], I told his teacher. She MassCARE: Do they inform you wile? 
adored him and felt really bad but was glad other kids are sick? 
that I brought it to her attention. I told-her 
that I would tell the principal and nurse. Kathy: Yes, they have been on top of it. 

Everyone has made us feel 'comfortable. MassCARE: What can you say to other 

MassCARE: Does he get his medication fami-lies? 

at school? K a t h y :  I would be open, but I also 

Kathy: No, he takes it at home. He is in understand, since he is not my biological 

an after school program, and they were child, that it may be easier for me to do 

l~i l l ing to give it to him as long as I got the than for some other parents. 



Rest and Relaxation in Lee, Maine 

Time to Relax ! 
Vt. Jefferson Inn, located in the rural 

town of Lee, Maine, is the perfect place to 
get some rest and relaxation. 

Just a few months ago, Larry Demeron, 
proprietor, decided to use his inn as a 
place of respite for people with HIV and 
AIDS. 

My son and I arrived on a cloudy 
afternoon and were welcomed warmly by 
Rick, the inn's assistant. After our tour of 
the facilities, my son, age three, bolted out 
to the spacious yard and found that 
climbing a big tree was very muich to his 
liking. 

It was the fourth of July weekend, but, 
anfortunately, all the festivities were 
canceled because of the heavy downpour. 
So the rest of the time we spent watching 
television and getting needed sleep. 

Guest staying at the inn can swim 
during the summer and cross country or 
downhill ski during the winter. 

"Mce Scott" is a woman who is HlV positive and the 
parent of an HIV positive son. . 

If  you have a medical question 

about HIV or AlDS that you would 
l ike answered, let MassCARE know. 

We will ask a doctor or nurse to 
respond and print the answer in the 

next issue of MassCARE News. 

Mt. Jefferson Inn 
In March of 1992, Larry Demeron. 

opened the Mt. Jefferson Inn. H e  had 
raised his family in the house but, after 
having worked at Eastern Maine AlDS 
Network for five years as a "buddy" anc 
volunteer, he decided to turn his home ~n to  
a bed and breakfast for people with 
HIVJAIDS and their caregivers. 

People are welcome to stay as long as 
a week, and, as money is tight for many 
people with HIVIAIDS, he rquests a 
voluntary donation of cash or of physical 
labor. Right now the inn is not k i l y  
wheelchair accesible, but there is one 
bedroom on the first floor that guests may 
use. He provides breakfast, and guesis 
are asked to bring food for lunch ana 
supper (there are also a few restauranrs 
nearby). The house is not geared ro 
families with toddlers, although infants and 
older children are welcome. 

For guests who do not have a car: there 
are buses to Bangor, Maine. From there. 
Larry can transport people to the inn, aocur 
an hour's drive from Bangor. 

The inn will be closed from October ; s t  
1992 to the end of January 1993 but will be 
open the rest of the year. For more 
information, Larry can be reached at: P.C. 
Box 267, Lee, Maine 04455-0267. (207)  
738-5049. 

around pediatric protocols (drug studies), 1 
join a community advisory board of the 
ACTG (AIDS Clinical Trial Group). 

Boston--Ruthie Liberrnan: (6  1 7 )  442-6164 
Rest of Mass.--MassCARE '61 7 727-5941 

Plan Ahead !! 
HIVJAIDS and Disability Network 

will hold four day long programs, beginning February 1993, in 
Springfield, Worcester, Lawrence and New Bedford. 

Presentations on disability issues for people with HIV disease. 
Panel on women and families. 

Contact Jo Bower: (617) 727-6374 



The Benefits of Peer Support When Facina H-IV Disease 

Learning that you or your child is HIV 
positive can be initially overwhelming. You 
may experience many feelings at once, 
~ncluding a sense of isolation. The first 
step in breaking that isolation is to 
remember that you are not alone. Perhaps 
as many as  50 ,000  people in 
Massachusetts are living with HIV (at least 
109 are children, under age 12, with 
AIDS). You may also feel that your family's 
life is in the hands of medical personnel 
and insurance companies. This sense of 
loss and feeling a lack of control may 
cause additional anxiety. Remember, 
however, as an HIV positive person or 
parent of an HIV positive child, you are on 
your way to becoming an expert in the 
field, and, with help, you will become your 
own and your child's best advocate. 

How, when feeling overwhelmed, do 
you begin to reach out and start to take 
some control over decisions regarding 
your family's health? Talking with others 
who are facing the same difficulties and 
who are asking the same questions is a 
good place to start. That's what peer 
s ~ p p o r t  is all about. As well meaning as 
relatives, friends, and health care providers 
may be, they do not always understand 
what it is like to be living with HIV or to 
have AIDS. This newsletter is  the 
beg~nning of a network that may help you 
connect with other parents across the state 
who, like you, know first hand what it 
means to be living with the disease. When 
you hear their stories and talk with them 
you will feel supported in your decisions 
and be able to begin to break the isolation 
that you experience. Knowing that you are 
part of a larger network of families can 
instill a sense of hope. Through peer 
support, families can begin to speak with a 
un~fied voice; this has the power to affect 
the quality of care and access to treatment 
that your family deserves. It is an important 
step in becoming an equal partner with 
health care providers and social service 
agencies. 

Peer support, which is working with 
other families in your same situation, takes 

work, but it w~ l l  bnng you untold bene?ts. : 
offers you the strength of your c c m r c r  
experiences, your common struggles joLr 
common sorrows, and your common joys 
It makes sense that when t r a v e i ~ ~ c j  2 

difficult road, we travel it together. 

Chuck McCorkle works for Mass. DPH 's AlCS 
Bureau in HIV Counselirg, Testing, and Suooori 
Services and provides technical assistance to peer 
support groups. 

- - - -  - - - - 

I f  y o u  h a v e  b e e n  p a r t  o f  a 
p e e r  s u p p o r t  g r o u p ,  t e l l  u s .  
I t  w i l l  h e l p  o t h e r  p a r e n t s  t o  

k n o w  o f  y o u r  e x p e r i e n c e .  

1 

One Woman's Wish 
I 
I 

There have been so many traumatic 
episodes since my husband, Rich's, aeaih i 
last September. The pain for me has / gotten worse, and it began to manifest into 1 
physical pain. In addition to my HIV, I I 

developed asthma, which felt like a I 
tightness in my chec;. But as soon as i 
started dealing with my feelings, my 
asthma began to leave me. I feel like this 

too. 
stress must leave my oeing or it can kill n e . ,  

I 
I'm determined to beat it. Spirituality / 

has helped me live rather than think a b c ~ t  ~ 
dying. My support system has helpea me 1 
deal with all the rage. You see. I can't do I 
this alone. I need prayers and love. I neec 1 
to be accepted by my Black commun~ty. 

I have found that denial keeps coverirg 
our eyes, but, with the spread of the vlrus. 
sooner or later, everyone will be touched In 
some way. Education is one answer. 
Passing out condoms and needles is not 

I 

the only answer, but it may well save one 1 
life. I 

1 have started a suppofl group that I S  i 
held Sunday afternoons at 4PM at 1 1 Mar;; 1 
Moore Beatty Circle, #2B, Mattapan. MA i 

021 26. You may also call me at (61 7) 
296-480 1. 

Kelo Ammons-Blenrnan is an activist and r 
woman living with AIDS. 



SERVICES 

MASSTART 
Llke many other children with chronic 

illnesses, HIV positive children often have 
special treatments or medication needs during 
the school day. Parents may have concerns 
around "who to tell" and "what to tell" school 
personnel, while school systems often lack the 
technical knowledge or understanding of health 
issues. MASSTART is a project that can help 
families with these and similar issues. 

MASSTART is a joint effort of the 
Department of Public Health and Project School 
Care at Children's Hospital. Staff act as a link 
between family and school, to assist in 
development of the child's health care plan, train 
school personnel, and provide information, 
referral, and resources. Parents are always 
included in the process. 

For further information or to make a referral, 

Southeast Region: 
Susan Larson 
Margaret O'Toole 

Margaret Harding 
Joanna McCarron 

the HIV ombudsperson program can help. 
Call (6 1 7) 534-471 7 

RIVER VALLEY COUNSELING 

River Valley Counseling Center I S  

located in Holyoke, MA. Its' HIV services 
provide: housing assistance; adult ana 
pediatric case management; pediatric play 
group; menta l  heal th services a r a  
substance abuse counseling; outreach. 
advocacy, and transportation for people 
infected with andlor affected by HIV. 

Child care and respite services, home 
health care, and legal servlces are aise 
available. 

Vo lun teer  oppor tun i t ies  inc lude 
participation on a consumer advisor\/ 
subcommittee, fundraising, and suopor: icr 
HIV infected persons. 

For information, please call I 800-286- 
8221. 

Submitted by Francine S. Loporno. Program 2jrec:cr 

Parents' and Childrens' Services 
Homemaker Service Program 

This program provides direct in-home 

area. A professionally supervised. 
help to families within the greater Boston 

expereinced, and caring homemaker is 
available to assist parents and individuals 1 

who are in crisis or who need on-going 
help. Services include: child care, 

cleaning, laundering, shopping. meal 1 
preparation, errands, and emotional 1 

support. Please call, (61 7) 437- 1777. 1 

CHILDREN'S AlDS PROGRAM OPENS NEW FACILITY 
CAP [Children's AIDS Program] in Boston, a comprehensive respite program that provides residential 

and day care services to children with HIV infection and their families, has a new home! It has moved 10 
a new building on the grounds of Boston Specialty and Rehabilitation Hospital in Mattapan. The Boston 
interlor design community donated their time to design and furnish the interior of the CAP house. 

The new facility includes a day care program for 20 children, with an outdoor play space, and 
residential respite care for up to 5 children. The staff is skilled in addressing the medical, nutritional, and 
other specialized HIV related needs of  children and families.Other services include counseling and 
advocacy, drop-in day care, and in-home respite services for parentskaregivers. 

I f  you would like more information about CAP, please call (617) 534-2050. 
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How To Reach MassCARE 
Brunilda Torres, MassCARE director, and 
Katie Bond, parent consultant, can be 
reacned at: 

(61 7) 727-6941 
Department of Public Health, 

150 Tremont St., 7th floor 
Boston, MA 021 1 1. 

You can also get information through the 
MassCARE coordinator at your child's 
clinic. 

MassCARE Coordinators 
1 ) .  Brockton 

Rosie Vasquez: (508) 586-3600 

2). Holyoke 
Steve Torres: (41 3) 784-5014 

3). Lawrence 
Terri Tellez: (508) 685-1 770 

4). Lowell 
Luisa Read: (508) 937-61 00 

5). New Bedford 
Louise Norko: (508) 992-6553 

b d 

ational AlDS info hotline 
-800-342-AIDS 
panish hotllne 
-800-344-7432 
earing impaired hotline 
-800-AIDS-TTY 
ass state hotllne 

ass anonymous test site info 

About MassCARE 
The first goal of MasCARE is to exoanc! a m  

extend the delivery of HIV specialty care TO ' i ' ~ ?  
targeted cities in Massachusetts: Loweil. 
Lawrence, New Bedford, Brockton, and 
Holyoke. Four Massachusetts hospitals :hat 
have pediatric HIV clinics--Children's Hoscltal. 
Boston City Hospital, University of 
Massachusetts Medical Center, and Baystate 
Medical Center--have joined forces with 
community health care centers in each of :he il\ie 
communities. A team of medical personnel from 
each health center is Jinked with a team frcrn one 
of the hospitals to provide follow up care to 
children who are at risk for HIV or who are 
infected with the virus. By develop~ng a 
statewide network of services and suppor: 'cr 
pediatric HIVIAIDS, MassCARE works to iRsia:s 
that children who are HIV positive or wno have 
AlDS and their families receive fam~ly centerecr. 
community based, comprehensive, and 
coordinated care. 

The second goal is to deve lo~ state!vide 
parent-to-paren t support networks. This 
newsletter is one aspect of that network. 
Parents are also involved in planning weekena 
retreats, attending conferences, and becom~ng 
active on decision-making committees of 
MassCARE. Children do not have to get 
their care at a MassCARE clinic in order for 
parents to be part of our project. 

Parents  are  n e e d e d  
to attend MassCXRE coordinating 

committee. It meets once ;1 month i n  

Worcester to discuss the pro= .lr  

each health center. 
Stipend for time and tr;i~rel. 

WOULD YOU LIKE THE NEWSLETTER ? IT'S FREE TO PARENTS !!! 

Yes. I wish to receive MassCARE News by mail. 

i want to help with MassCARE. Please call me. 

C I T Y  - STATE ZIP 

:PHONE -- 
: ~ l e a s e  return this form to: Katie Bond, MassCARE. Dept. of Public Health. 7th floor, 150 Tremcnt St. 
Boston. MA 021 11. 
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