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APPENDIX A:  STUDY FLYER

STUDY OF CAREGIVING AND POST-CAREGIVING
EXPERIENCES OF OLDER GAY MEN AND LESBIANS

You are invited to participate in a study of caregiving and post-caregiving
experiences of gay men and lesbians who are 50 years of age or older and
are currently providing or have previously provided care to chronically ill
partners. Chronic illnesses are long-term illnesses and include conditions
such as heart disease, cancer, HIV/AIDS, diabetes, etc.  The study is being
conducted as part of a dissertation by Kristina Hash, a Ph.D. student in social
work at Virginia Commonwealth University in Richmond, Virginia.  Kristina
is involved in the gay community and has experience working with older
adults.

The study will involve a telephone or face-to-face interview that will last 1 to
1 ½ hours in length.  The interview will be audio tape recorded and will be
done in the setting most comfortable for you.  Questions will focus on the
strains, rewards, and role changes involved in providing care.  For post-
caregivers, interviews will also include questions related to your experiences
following the death or relocation of your partner.

There will be no reimbursement for participation, although the information
you provide will benefit others by enabling social scientists to learn more
about the caregiving and post-caregiving experiences of older gay men and
lesbians.  Additionally, it may help you to talk about your experiences.

ALL INFORMATION WILL BE KEPT CONFIDENTIAL.

If you would like to participate in the study or for more information about the
study, please contact Kristina Hash by phone at (804) 266-5136

or by email at s2kmhash@atlas.vcu.edu
Please leave a message if there is no answer by phone.

Collect calls accepted.

mailto:s2kmhash@atlas.vcu.edu
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APPENDIX B:  INTERVIEW GUIDE

Interview Guide for Study of Caregiving and Post-caregiving Experiences

of Midlife and Older Gay Men and Lesbians

Demographics

•  Demographic information:  gender; race; age; highest level of education; occupation;

care duration; relationship duration; former partner’s health conditions; marital status.

Description of experience

•  Describe your caregiving experience (for caregivers and post-caregivers)

Strains?  Positive aspects?

•  Describe how your life has been since the loss of your partner (for post-caregivers)

Strains? Positive aspects?

Formal and informal supports

•  What types of services have you utilized in caregiving  (hospice, home health, support

groups, etc)? (for caregivers)

Describe these experiences

•  What types of services did you utilize in caregiving  (hospice, home health, support

groups, etc?  (for post-caregivers)

Describe these experiences
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•  In caregiving, did you receive help from informal support persons, including family,

friends, neighbors, coworkers, pets, church members? (for caregivers and post-

caregivers) Describe these experiences

•  Following the loss of your partner, did you receive help from informal support

persons, including family, friends, neighbors, coworkers, pets, church members?  (for

caregivers and post-caregivers) Describe these experiences

•  How did you deal with unsupportive informal support persons? (if applicable)

•  Did you disclose the nature of your relationship to these persons?

•  What types of formal support services have you utilized since the loss of your partner?

(post-caregivers) Describe these experiences

•  What have your experiences been with physicians, nurses, social workers, counselors,

and other health and human service professionals?  Describe these experiences

•  How did you deal with unsupportive professionals?  (if applicable)

•  Did you disclose the nature of your relationship to these persons?

•  What are some changes that could be made in the health and human services that

would better attend to the special needs of older, same sex partners?

Future plans/Decision-making

•  Have/did you and your partner make plans for the future together? What were these

plans?

•  Do/Did you and your partner have joint or separate finances/property ownership?

Explain reasons for these decisions
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•  Had/did you and your partner set up advanced directives?  Explain reasons for these

decisions

•  What are your future plans? for retirement?  for own long-term care?

•  How do you feel about specialized housing for older gay men and lesbians?

Sampling suggestions

•  What are some good ways to recruit persons for this study?

•  Do you know of other persons who may be interested in participating in this study?

Future contact

•  Would it be OK if I contacted you in the future if I have any additional questions?
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APPENDIX C:  SAMPLE FIELDNOTES

ID: #001-F-PG

Interview with Female Post-caregiver  (Interview 1)

Demographics of Respondent

Gender: Female

Race: White

Age: 62

Education: Associate degree in Business

Occupation:  Retired for past 3 yrs

Care duration:  25 yrs, last 10-12 yrs they were over 50; Caregiving started 3-4 yrs after
beginning the relationship.

Former Partner’s health conditions:  Diabetes, heart problems, high blood pressure,
vascular clotting, arthritis  (building conditions)

Interview Specifics

Date:  11/11/98

Duration:  1hr 20 minutes, 2:00-3:20 PM EST

Setting of the interview:  Respondent’s home in Southern U.S.  A home in a middle-class
neighborhood.  There are baseball cards set out on the table, she collects them and has
had more time to pursue this hobby in retirement.  The interview was contained to the
living room.

Impressions of respondent:  Respondent appears self-confident and is comfortable with
being identified as a lesbian as well as comfortable with this interview.  Respondent is
also very hospitable and attempts to make the interviewer feel comfortable as well.
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Others present during the interview:  Her current friend arrives at the conclusion of the
interview.  We are introduced and she waits in the kitchen until we emerge from the
living room.

How recruited for the study:  Saw ad in lesbian newsletter.

Events prior to beginning of the interview:  The initial phone call made to the interviewer
by the respondent….respondent said she thought I would be very interested in hearing
about her experience as she had basically been a caregiver for 25 years.  At the
respondent’s home, one of the first questions she asked was about my own sexual
orientation (and I answered her).  This seemed to be important information to her and it
felt as though it would set the stage (as far as trust and disclosure goes) for the interview.

Descriptive and Reflective (OC) Notes

We begin with general details about the caregiving situation and demographic
information (also see section above).  The respondent is a sixty-two year old white
female who is retired and holds an Associates Degree in Business.  She provided care on
and off for 25 years to her female “friend”. She uses the term “friend” as she has used it
for most of her life.  She explains that “The expression ‘partner’ is more an 80s & 90s
term.” Her friend suffered from diabetes, heart problems, vascular clotting, high blood
pressure, and arthritis.

OC:  The use of terminology to describe significant other may vary with respondents.
This may have implications for future advertisement of the study (currently seeking
“partners”).  I also need to change my language to include “friend” in the rest of the
interview.  This is also an example of extended caregiving for multiple, chronic illnesses.

Cessation of caregiving.  The relocation of her friend to her sister’s home had been
inevitable.  Unfortunately, her friend had always refused to discuss future plans and
arrangements and felt that the relocation was simply a way to “get rid of” her.  They did
not talk seriously about the topic until her friend was at her sister’s home, recovering
after a hospital discharge. They then talked about her friend’s need for 24-hour care.  Her
friend’s mind was a “closed trap” when talking about living wills or any future plans for
care.

OC:  This case is unique because it involves relocation as the reason for caregiving
cessation.  Typically, cessation is the result of death or institutionalization.    She really
stresses the one-sidedness of this decision-making process, one that was very stressful
and burdensome. She speaks about her friend as if she and the situation are from the
distant past, even though the cessation of caregiving occurred less than 2 years ago.
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Respondent’s own future plans.  For herself, she never wanted joint property ownership,
“I’m just too independent and didn’t want any legal hassles.”  This was in light of
experiences she has heard of from others.  She also had a will for herself and funeral and
burial arrangements.

OC:  At this point I wonder if this attitude about joint property is the result of her friend
being ill for such a long period of time (did she know this was coming and was preparing
for it?).  She is very adamant about this, which is evident in her voice.

Cessation of caregiving.  The relocation decision was made primarily between the
participant and her friend’s sister, coming to the decision that she needed around-the-
clock care.  The move was tough on both she and her friend.  She got through this time
with the help of two friends.  The friends were female, same-sex partners.

Caregiving strains.  The caregiving experience had more of an effect on her than she had
realized.  She was “constantly running to ER in the middle of the night” and had lost
considerable weight and could not sleep. She was also very isolated while caregiving.
She states, “I had an office job during the day and a nursing job at night”.  She did not
have much relief and her friend’s sisters did not help much.  The sisters did not even
relieve her at the hospital.  She did seek help from her friend’s family but she ended up
being the sole support person and caregiver.

OC:  The original plan of study was to look at post-caregiving experiences, although it is
now apparent that the details and strains of the caregiving experience have important
implications for caregiving cessation.  The study of post-caregivers (including former
caregiving experiences and post-caregiving experiences) may be more beneficial as it
captures the experience in its entirety.

Support from and relations with family.  She has one sister who is aware of her being a
lesbian.  This is an untouchable subject in her family.  Her brother ran around with a lot
of different women and few guys in college and both sisters have been married twice.
“You tell me, which one of the four of us has lead the most normal life? If you can’t
answer that one, then what is normal?”   Her younger sister offered support after the
relocation of her friend and was very sympathetic.  She called to see if she was OK and
recognized that she was with her friend for 25 years and was now experiencing a great
loss.

OC:  Her commentary about her siblings’ love relationships is priceless!  Really puts
things in perspective.

Effects of her friend’s relocation.  Following the relocation of her friend, it took her a
year to get back on her feet and not minding coming home to empty house.  To her, “The
house became 10x as large as it once was.  It was like walking into a canyon”.  She did,
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however, learn how to adjust to it but it was a “tremendous transition”.  She feels it is
similar to being widowed.

OC:  This marks a change in demeanor.  Prior to this point, the respondent spoke very
matter-of-factly about the experience.  This shows how much the relocation affected her.

Similarity to widowhood and prior experience with loss. This is not her first experience
with caregiving or with loss and it was reminiscent of prior experience.  Her first partner
and first love died of Hodgkin’s Disease in 1964.  This is when she learned how to be
widowed. 5 yrs later met most recent partner. That prior experience helped her deal with
the recent loss and she feels that “experience is the best teacher”.

OC: Prior experiences with loss may be a good question to ask in the future.

Moving on after the relocation in relationships and other areas of her life.  She is
currently involved with someone 10 years younger.  After her friend relocated, she got
involved in another relationship in a little after 1 year.   After the relocation she got
involved in life and realized she wanted a partner and wanted to share things with
someone. She got tired a being a 3rd wheel.  Being alone, she said, “Hit me in the face
like a brick wall” and outings became extremely awkward.  But she did enjoy not having
to chase rescue squad in the middle of the night.  There is a trade-off there.  With the help
of her two friends she renovated the house after her friend relocated and got rid of a lot of
furniture.  She changed the whole atmosphere of the home and completely remolded her
friend’s old room.  At first couldn’t even go in the room after the relocation.

Difficulties and adjustments of post-caregiving.   After her friend relocated she had to
“get a life”, get a new focal point.  She hadn’t been able to express interests while
caregiving, but now have time to do so.  She gained a sense of freedom.  She also used to
hate to hear the phone ring, but now can enjoy it because it is not bringing bad news. She
has also had improved health since caregiving cessation…improved eating habits and
sleep and is a “happier person”.

OC:  She has really been through a major transition in the last few years.  It is nice to
hear the positive aspects of this transition.  Even though it is awkward to ask about the
positive aspects of caregiving cessation, it seems very important in understanding this
experience.

A reunion with former friend.  She hasn’t seen her friend in about a year.  She was
disappointed when she saw her last as she was not taking care of herself.  It was a
friendly visit though.

OC:  She does not say much about this encounter.  Again pointing to her moving on.
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Encounters with health professionals.  She has had mixed experiences with health
professionals, but has had “more of the negative” kind of experiences.  She explains, if a
heterosexual couple go to an MD, the MD would confide with wife/husband.   In gay
world, this is the exception as in her experience the MD would not want to discuss care
issues with a same-sex partner and will “instead be looking around for the husband,
mother, sister, etc.”  In attempt to be recognized by the MD, she would “go through the
generalizations” such as ”I’m her best friend” or  “She lives with me.”  Sometimes, the
MD will catch onto these hints. She doesn’t know if the MDs just don’t understand or
that they are opposed to it.  It also didn’t matter whether she was dealing with a male or
female MD.   On the other hand, social workers encountered tended to be very accepting
and compassionate.  With Nurses, it was “50-50”, as some were compassionate and other
gave you the “ice cube treatment”.

OC:  This topic area (experiences with professionals) was not originally planned but has
brought out a very pertinent topic and one in which the respondent appears emotionally
charged.  Interviewer is also very interested in this area and continues questioning.  These
are definitely experiences worth soliciting in future interviews.

Formal supports.  In regard to formal in-home support, she had VNA periodically but
not often from 1993-95, and 1984. It bothered her greatly to have others coming into the
house and she worried about what they would think about the relationship.

Help from therapy and clergy.  She did not seek help from church but did see a therapist.
She describes the therapist as the “strongpoint”.  Initially she had “a lot of
squeamishness” about going to a therapist and thought ”there is nothing wrong with my
mind”.  She states that “mental health today is different than what they thought of years
ago.”  The therapist showed her she was in the closet, told her to get out and meet people,
and told her about the gay community.  Through therapy and getting out, she realized
others had gone through the same thing.

OC:  This shows a positive experience with a helping professional.  Interesting to see the
initial reluctance and attitude towards therapy (which is very common among older
adults).

Future plans, attitudes toward facilities and specialized communities.  In regard to her
own decision making and plans for care in the future, she has the same apprehension of
entering a SNF as walking into MD office as a lesbian as it the same medical
staff/society.  She feels that if she “is lucky”, she will run across someone accepting. She
has thought some about alternative living arrangements for herself and is familiar with
local assisted living facilities.  She admits that she does not “dwell on it” or plan for
future arrangements in detail.  If SNF needed, so be it.  She also thinks specialized
communities for older gay men and lesbians are a good idea.  “We’ve been mixing all of
our lives in the heterosexual world, so why not have special freedoms in the later
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years?…Why go back to a closeted-style of living? In the last few years of life, you
should live it.”

OC:  This was also an added question.  Seems pertinent in light of the current talk of
specialized services and communities for this special population of older adults.  Again,
she points to her negative experiences with health care professionals.

Suggestions for future sampling.  She offers suggestions for reaching this population,
including newsletters and general media and says, “They have come a long way and have
proven that they can now spell homosexual.”  She suggests putting an article in the
general media, although it may run the risk of attracting “hate people”.

OC:  This was an afterthought.  Asking the experts (older gay men and lesbians
themselves) may be the best way to devise a sampling plan!
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ID:  #017/M/PG

Interview with Male Post-Caregiver

Demographics of Respondent:

Gender: Male

Race: Caucasian, his partner was African American

Age: 59, his partner was 13 years younger

Education: Masters Degree

Occupation:  Teacher

Care duration: 1 ½ years  (partner died in 1992)

Relationship duration:  7 years

Former Partner’s health conditions:  HIV/AIDS

Marital status:  both he and his partner were never married

Interview Specifics:

Date:  8/6/00

Duration:  1 hour 30 minutes, 10:30AM-12:00PM EST

Setting of the interview:  Over the telephone (respondent at home in Northeast U.S.)

Impressions of respondent:  Respondent appears to be comfortable with the interview and
the interviewer.

Others present during the interview:  None.

How recruited for the study:  Website (gay.com)

Events prior to beginning of the interview:  Respondent emailed me to express interest
and inquire about the study. Email correspondence continued until the conduction of the
phone interview.
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Descriptive and Reflective (OC) Notes

Beginning of relationship.  He begins by describing how he and his partner met and
began their relationship.

Finances.  They had separate finances throughout the relationship.  They did, however,
buy a house together.  The respondent says that they had very careful and open
communication about these issues.

Daily losses and role reversal.  He says of his partner’s condition,  “I did not do anything
for him that he could do for himself…I didn’t do it until I was told I could.  It was a
matter of not taking away from him things that he was already losing faster than…”   He
says of this experience, “That was very difficult and a learning lesson.”  It was difficult to
“see each of these pieces go away…seeing his losses…the role reversal was difficult on
him and me.”

Decision-making.  He says he was always a part of his partner’s decision-making.  He
had POA and they were very clear about it to everyone that was involved.  His partner
also left him money when he died.

Dying at home.  His partner died at home and he describes that “as a gift.”

Caregiving.  “I had friends that said ‘I don’t understand how you do this’ and I said
‘Well, you just do it.  You don’t think about it while you’re doing it.  I didn’t see him
changing on a day to day basis.”  “The person was still there and that person
overwhelmed the physical challenge.”  “It’s still the person even though there is a
change.”

OC:  Others have mentioned something similar, “you just do it” and don’t really think
about it.

Positive aspect of caregiving, growth experience.  He says of his partner, “He gave me
the opportunity to become an adult.  I had never been around long-term illness.  I had
never had the long-term experience or had the responsibility that went along with it.  It
was very good for me.  It was an awful way to get it (the experience) but at the same time
I found out what I was capable of.”  His family members had all died quickly.  When
asked if it was a growth experience he said “very much so.”

OC:  Others have mentioned that caregiving gave them the chance to realize what they
were capable of.  This was an outcome of the caregiving experience.  Being a first-time
caregiver may be even more challenging.



Gay and Lesbian Caregiving     251

Positive aspect, communication and intimacy.  The experience deepened their
communication and intimacy.  But, good communication and intimacy always existed in
their relationship.

OC:  Caregiving provides an opportunity to deepen the relationship.  This is a re-
occurring theme.

Outcome of caregiving, clarity.  As a result of caregiving he became “very clear about
the kind of person I wanted in my life.”  He agrees that he learned what was important in
a relationship and shared, “I needed the communication, I needed the honesty,
directness…and these were his characteristics…someone who was completely
comfortable being a gay man.”

Other’s views and relationship history.   He talks about others’ perceptions of his partner
and how his partner really was and his relationship history.

OC:  Slightly off the topic here.

Stressful aspects of caregiving, roles.   He says about the stressful aspects of caregiving,
“I became sick with him…although I continued with my life and the roles I had agreed
upon in the relationship, I had to pick up others…it was simple stuff, we no longer shared
the walking of the dogs…it was things like that.”

OC:  There was a change in the relationship, including the shifting roles and
responsibilities.

Other changes.  He adds that he gained weight from the change in the relationship.  He
was eating to “fill a hole.”

Family involvement.  The respondent’s family would call and ask about his partner but
did not help with care.  He says that they did provide emotional support.  His partner’s
family was also supportive.  His partner’s mother had a hard time dealing with it (the fact
that her son had HIV/AIDS) and he had a hard time dealing with her “because it meant
she didn’t do a whole lot as far as the day to day stuff but I also got to understand
that…this was part of my growth…people do the best that they can and they do what they
are able to do and sometimes it is not what I would like but it’ what they are able to do.
The flip side of that is that she never interfered with any of his decisions, she never
second guessed him or criticized me for anything that I ever did and she really tried to be
there as best she could.”

OC:  Here is the added stigma of HIV/AIDS.  This case also shows how having family
members who are not very involved can be a positive.   This is an amazing realization:
“people do the best they can do and what they are able to do…”
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Family.  When asked whether his partner’s family had a difficult time with his being gay
(as African American families are thought to be less accepting of homosexuality) he
states, “They didn’t have any choice with him in terms of his being gay, he was slam,
bam, out there.”  He says his partner’s mother was accepting of the respondent and they
are still in touch.  He was nervous about her at first but it worked out fine.  They didn’t
interfere with any of their decisions and his partner was very clear about his decisions.

Respite from family and formal services.   His partner’s family (mother, brother, and
sister) would provide some respite.  His partner also had a respite volunteer from an
agency.

Friends.  Of the support they received from friends he states, “The friends were
amazing.”  Some, however, “dropped off.”  Through this time, he says, “We became very
aware of the people who can walk with you and the people who cannot.”  “Some of the
best friends were (name’s partner) former partners.”  “Everybody had keys to everybody
else’s house.”  Friends provided respite and socialized with them.  Some friends were
also HIV positive. He says they really needed the socialization and says, “The laughter
was there and he needed people around like that.”

OC:  As with other respondents, former partners were in their circle of friends.  Others
have also noted that some friends “dropped off.”  The emotion in his voice is apparent as
he talks about the wonderful support they received from friends.

Caregiving and prognosis.  He said “I was in my denial mode.  I could talk about the
mechanics of it (of the care).”  It was difficult to think about the prognosis and what was
ahead.

OC:  Denial about the situation is a common theme among the respondents.

Advocates, etc.  “In a long-term chronic illness and especially if it’s terminal illness, you
need to have an advocates…it becomes a full-time job.  When he went to the doctor, I
went so I could drop in information that he might forget.  I knew what all the medications
were and he didn’t always.”  You need advocates because “there was so much stuff you
had to keep track of.  When he was in the hospital I went with him and I was the one
opening the book…you know, the one’s that the nurses at that time were saying you
couldn’t open…saying excuse me but I need to know what you are doing with the
medications because some of the medications he was getting they couldn’t give him in
the hospital because they were coming out of test and not coming out of the hospital
pharmacy.”

OC:  Need for an advocate is another common theme.  There is so much to manage in
these situations.
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Disclosure to professionals.  When asked about how they disclosed the nature of their
relationship to professionals he says, “From the first time he ever went to the hospital it
was a definite from him ‘This man comes with me everytime I come in.  This man is my
partner and he stays with me whenever he wants to and whenever I need him to.’”  “We
were always in the same hospital and it had to only be done once.”  The hospital and the
doctor were both known for HIV/AIDS care.  He said, “It only had to be said the first
time.”  They were living in a large metropolitan area on the East Coast during caregiving.

OC:  Hospitals with large numbers of HIV/AIDS clients are often more supportive.  Here
again, connections are important.  This couple was very direct in their disclosure and it
worked well for them in their interactions with medical professionals.

Future plans together and moving on.  If his partner could have moved his health plan
they would have moved West.  Respondent has since moved out there.  He has also
started working on a degree in counseling.  He says of his partner, “He is still sort of like
my guardian angel.” He said the caregiving experience “sharpened” his desire and
motivation to get a counseling degree.  He wants to work in grief and loss issues but does
not see himself as being restricted to the gay community.  He says he wants to work in
the areas of grief and loss because “these are my issues.”

OC:  He gets very emotional talking about his partner being his guardian angel.  This
experience has influenced his desire to help others who are grieving.

Support group.  He joined a caregivers support group for HIV/AIDS during his partner’s
illness.  This was a positive experience.  There was one straight man in the group whose
wife contracted HIV from a transfusion.  There were no problems with being accepted in
this group.  He adds that the “straight” man had “too many other things on his plate” to
be homophobic.

OC:  It seems that all of those who attended support groups (gay or mixed) have had
good experiences.  Perhaps the common experience of illness and loss keeps others from
focusing on differences (sexual orientation)??

In-home services.  They had home health at the very end.  This was a good experience
except for that they kept “switching schedules” on him.  This was stressful because he
didn’t want any surprises because of his work schedule, etc.  One of the MDs changed a
drug on him and he looked it up and found a side effect.  He had to keep up on the
doctors and nurses and what they were doing.  He said, “I learned to be assertive.”

OC:  Most have also mentioned good experiences with in-home services.  Becoming
more assertive is another outcome of the experience.

Professionals.  He didn’t have any problems with professionals because it was “big city.”
He does describe a situation when his partner became ill while doing business in the
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Midwest.  His partner had an accident and a head injury while there (in a small town).
The respondent flew out there and the staff didn’t know what to do with his partner
because he had HIV/AIDS.  One of the doctors said to the respondent, “’Well, of course
you are positive too.’  And I said, ‘well, no.’ And he said, ‘How can that be?’  And I said,
‘Doctor, haven’t you ever heard of safe sex?’”

HMO.  He said the HMO was very good.

Disclosure to professionals.  They were up front with the home health staff about their
relationship.  “And, again, this was always from the standpoint of as long as you are
secretive and as long as you tip-toe around, it remains your problem.  Put it out on the
table, be direct and up front and do the things you need to do for yourself and it then
becomes other people’s problem.  They can either deal with it or they can’t.  They can
make a choice.”

OC:  Wonderful insight…put it out there and it becomes their problem, otherwise it
remains your problem.

Disclosure.  He said his previous partner was very much in the closet and he got tired of
it.  With the partner he cared for, things were always up front and he says things were
much easier that way.  “You have all of things to deal with and that (being in the closet)
shouldn’t be one of them.”

OC:  From experience, he has become an advocate for directness.

Coworkers.  People at his workplace (the family business) were supportive during this
time.  He went back to teaching and said when his partner died he had just started in a
new school.  He couldn’t confide a lot initially but they were supportive in time.  The city
where they lived also had sexual orientation statutes related to employment.

OC:  This is the first respondent to mention sexual orientation statutes in their area.  I’m
sure this makes a difference who persons who might otherwise fear losing their jobs.

HIV services.  They were also connected to an HIV/AIDS organization but didn’t use
them much.  They didn’t really need a case manager at the time because they could do it
all (finances, etc.) themselves.

Activism.  “One of the things that made it easier was that (name’s partner) was so
politically active.”  His partner helped pass sexual orientation legislation in their city.
“Of course if they had fired every gay teacher, they would have had to shut the school
system down.”

Discrimination.  His partner grew up middle class. Even though this was the case, he
says, “Everybody assumed that he was inner city.”  This included the hospital staff (in the
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Midwest town where he had the accident).  “You do get into a black and white thing.” At
one point he was taken to the “poor” hospital.  When they found out he had insurance,
they moved him to a different hospital (during his accident in the Midwest).

OC:  Added discrimination because of race.

Layers of discrimination.  “These layers were always there…with the racial difference
and the age difference and same sex… we were always very much aware of it.”  They
always dealt with it head-on.

Therapy for loss.  He went to therapy after partner’s death.  He says, “The level of loss
was so overwhelming…it still is.”

OC:  He gets very emotional talking about this.

Moving on.  He has had 2 partners since this loss and is currently in a one-year
relationship.  In his current relationship he says, “All the pieces that I always wanted are
there…but I still cry over (name’s former partner).”

OC:  This loss is not something that is replaced by a new relationship.

Goals, etc.  Says he has met every goal since he lost his partner.  He says he has anger
that “he isn’t here experiencing the things that I am…in some way he has missed these
things.”  “He was on his way with his stuff and he couldn’t do it (he had started his own
business).”  They got tested together and they found out that his partner was HIV
positive.  At that time, people were not living long with this illness so he didn’t know
what long-term care was.  “This long-term care thing hadn’t hit yet and if it was it was
underground.”

OC:  This isn’t easy for him to talk about.

Outcome of the experience.  He says that his partner was his “motivator.”  “This is
somebody that I still love.”  The experience gave him clarity about what he wants in
relationships, in life, etc. and “brought things into focus.”

Moving on.  He became a facilitator of a support group.  He also gave a workshop on
caregiving at a national gay health care conference.

Retirement.  “I don’t see myself retiring. The people my age bore me to death because
they want to retire.”  Says he has extraordinary good health.    Says he has money but will
always have to work, “There is no retirement fund.”

OC:  Others have mentioned not having much money for retirement.
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Changes to health and human services.  He suggests, “Accepting people as human
beings…knowing that, regardless of who this person is…whether it’s a older man or a
older woman…that there are feelings there, there are needs there. It’s a sort of a hard one.
I’m sort of spoiled.  I’m in an area where there are really good services.  That’s one of the
reasons I chose to move here.  I didn’t wanna start all over again.  I wanna go somewhere
where they have a sexual orientation bill.  I’m not fighting this battle again.  So, when I
go (move), I’m gonna be a place where I’m comfortable.  So, I’m in a place where there
is a lot of awareness.  It’s just for people to be aware.  Be accepting of people for who
they are, what their limitations are, and as a professional do your job…do what it is you
are trained to do…if you are trained to be a good doctor, be a good doctor and don’t be a
judge of human nature…just take care of the patient and understand what the limitations
for the patient are and the people around them.  It goes back to my thing …in the long
run, people do the best that they can…they do what they know how to do as well as they
are able to do it at the time and to expect them to do what you want them to do isn’t
always fair when they don’t know how you’ve learned to do it.”

OC:  This is great…professionals should do their jobs and not be judges of human
nature.  A concern in retirement is living in a progressive area.

Internet.  He heard about the study on the Internet.  He didn’t discover the Internet until
after his partner died.

Sampling suggestions.  He suggests recruiting from HIV/AIDS organizations.  He might
also personally know of other people for the study.  He mentions a friend who is a “serial
caregiver” and has taken care of a few partners.

Progressive area.  He talks about how progressive the area he lives in is.

Services.  When his partner was ill, they had Meals on Wheels that were for persons with
HIV/AIDS.

Caregiving experience and commitment.  He says of the experience, “For myself I
would say that if I had to do it all over again, I would.  No exception to that.  I remember
that minute when they told us that (names partner) was positive and he turned around to
me and said, ‘Well?’ and I looked at him and I said, ‘What do you mean well?  Do you
think that I’m going to give up one minute…ya know, I don’t know, but we’ll deal with
it.  It’s OK.’  I was not gonna give up one second with this man.  I was just totally, madly
in love with him. This commitment brought us a lot closer and he was surprised I didn’t
jump ship.”

OC:  This is interesting, receiving this news early in a relationship and making a
commitment to a partner during this time.

Study.  Says he “really appreciate the opportunity” to participate in the study.



Gay and Lesbian Caregiving     257

Post-caregiving support.  “One of the things that was so important for me in that first 6
months after (names partner) died was the experience on the Internet, talking to other
people who had gone through or were going through comparable experiences.  That
whole support group sort of mentality.  I was constantly meeting people to my total
amazement that it would turn out that we were going through these parallel experiences.
People were able to pull me along because it had happened to them much earlier.  I, in
turn, was able to talk to other people who were at a place I had been.”  He agrees that it is
important o connect with people who have been through or are going through the same
experience and people “who need the support also, it has to work both ways.”  He is
really for group support.

OC:  The Internet appears to be a good place for these folks to meet others who have
been through the same experience.  Again, the importance of finding others who have
been through what you have been through.

Changing to counseling field.  He says he feels like “I have found where I belong.”  (in
getting into the counseling field).
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APPENDIX D: CODING SAMPLE

(Represents one page of coding)

Post-caregiving
Period following the cessation of care

Outcomes of the experience
Changes made in life or outlook on life that were influenced by the caregiving experience
and, for some, by losing their partner

#002-M-PG, P5/L44-47
The experience has made him much more emotionally sensitive to other’s loss and to
what they need.  In the past he always worried about what to say, etc.
He is also having a colonoskapy next week at his annual check up because he doesn’t
“want any surprises”.

#004-M-PG, P4/L11-14
What he got out of this is the importance of balance in his life, time for family, church,
etc.  He is no longer interested in “building up a huge retirement account” or cares if he is
poor the rest of his life. “To be able to have that kind of a relationship with someone and
going through that death experience is an eye-opener”.

2#004-M-PG, P1/L18-20
As the result of the caregiving experience, he says material things aren’t really important
to him.  He recently had a fire in his house since the last time we talked and lost a lot of
items.

2#004-M-PG, P1/L43-44
He says he “never wants to go back a position like that, that stress, when a job was more
important than a relationship.”

#006-M-PG, P2/L42-43
He feels the intimacy he experienced in this situation empowered him to move on into
another relationship.  Respondent was in another relationship within 6 months.
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APPENDIX E:  INFORMED CONSENT FORM

CONSENT TO PARTICIPATE IN A STUDY OF CAREGIVING AND POST-
CAREGIVING EXPERIENCES OF OLDER GAY MEN AND LESBIANS

You are invited to participate in a study of caregiving experiences of gay men and
lesbians who are currently or have previously provided care for older partners with a
chronic illness. This study is being conducted as part of a doctoral dissertation.  The
research interview includes questions about your experiences in providing care,
including the strains and role changes which may have resulted, the positive aspects of
providing care, and the informal and formal social support networks and services that
you may be currently using or may have previously used.  If your partner has died or has
relocated, questions will also focus on the changes that have occurred since the loss or
relocation of your partner.  The interviewer will use an audio tape recorder during the
interview.

Benefits: You will derive no personal benefit from the study. Your participation will
benefit others by enabling social scientists to learn about the experiences of gay men and
lesbians providing care to a partner. This information may help in the development of
appropriate services to be provided to people like you. You may request a copy of the
study report.

Alternative Therapy: This is not a therapeutic study.  You have the alternative not to
participate.

Risks, Inconveniences, and Discomforts: The study asks about experiences that may
be unpleasant to recall. This recall could stir up feelings that may cause some
discomfort. Additional risks associated with your participation in this study are: having
confidential information collected, being asked personal questions, being taped using an
audio device, and being inconvenienced by the time spent in the interview (a total of
about one to one and one-half hours).

Cost of Participation: The only cost to you for participating in the research is the time
that you will spend during the interview.

Research Related Injury: In the event of physical and/or mental injury resulting from
your participation in this research project, Virginia Commonwealth University/MCV
Hospitals will not provide compensation. If injury occurs, medical treatment will be
available at the MCV Hospitals. Fees for such treatment will be billed to you or to
appropriate third party insurance.

Confidentiality of Records: The researchers will treat your identity with professional
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standards of confidentiality. The information obtained in this study may be published,
but your identity will not be revealed. No identifying information will be used to
connect personal information about you to the audio tape recording. No identifying
information will be used to identify you in the data analysis or the final report of study
findings. Access to research data is limited to the principal investigator and her
dissertation committee.

Withdrawal: Participation in this study is voluntary. You are free to withdraw your
consent and discontinue participation at any time. You may ask that the interview be
stopped and that the audio recording be destroyed. You may also request after the
interview that the information gathered in your interview be destroyed.

If you decide to withdraw from this study, you should contact Dr. F. Ellen Netting,
Professor at (804) 828-0404. Discontinuation will in no way affect or jeopardize the
quality of care you receive now or in the future at this institution.

Authorization for Participation: I understand that as a participant in
this research study:

• My participation is voluntary. I am not required to participate;
I can choose to quit at any time.

• The confidential research interview will be recorded using an
audio recording device.

• My identity will not be revealed in any publication or
document resulting from this study, or to anyone other than
the research interviewer and her faculty mentor.

I have read or had read to me the above, and I have decided that I will participate in the
research interview. Its general purposes, the particulars of involvement and possible risks
and benefits have been explained to my satisfaction. My signature also indicates that I
have received a copy of this consent form.

Research Participant's Name (Print):

Research Participant's Signature:

Date:

Witness Name (Print):

Witness Signature:
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If you have further questions about the research interview you may contact the Principal
Investigator, Kris Hash, MSW at (804) 266-5136 or Dr. F. Ellen Netting (804) 828-0404.
If you have questions about your rights as a research subject you may contact the VCU
Committee on the Conduct of Human Research at (804) 828-0868.
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 APPENDIX F:  RESOURCE LIST

RESOURCES FOR CAREGIVERS AND WIDOWS/WIDOWERS

Pride Senior Network
(212) 757-3203
www.pridesenior.org

Senior Action in a Gay Environment (SAGE)
(212) 741-2247
www.sageusa.org

Gay Mens Health Crisis
(212) 367-1000
www.gmhc.org

Gay and Lesbian Medical Association
(415) 255-4547
www.glma.org

Family Caregiver Alliance
(415) 434-3388
www.caregiver.org

National Alliance for Caregiving
Email: gailhunt.nac@erols.com
www.caregiving.org

The Eldercare Locator
(800) 677-1116
www.aoa.gov.elderpage/locator.html

**Your local area agency on aging, department of social services, and office of mental
health are often excellent resources for support services in your area or for help if you are
in crisis.

http://www.sageusa.org/
http://www.glma.org/
mailto:gailhunt.nac@erols.com
http://www.caregiving.org/
http://www.aoa.gov/elderpage/locator.html
http://www.aoa.gov/elderpage/locator.html
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APPENDIX G:  MEMBER CHECK LETTER

12/15/00

Dear Participant:

Thank you so much for agreeing to be a “member checker” for my dissertation study.  A
member checker is someone who initially participated in the study and later provides
feedback on the findings.  Your time and effort is greatly appreciated and your input will
truly enhance the quality of the study.

As you may recall, the purpose of this study was understand the unique experiences of
gay men and lesbians 50+ who are currently or had previous provided care for a partner.
Information was collected by phone or face-to-face interviews with those who
participated in the study.

I have enclosed a draft the “Findings” section for the study.  I call this a “draft” because it
may be adjusted depending on the input received from the member checkers.  Please
carefully examine this document and judge the accuracy of its main points, conclusions,
and interpretations.  You may want to note areas that need clarification, or information
that you feel should be added or deleted.   Please also note any problems you see that
may jeopardize the confidentiality of those whose experiences are cited in the findings.

In approximately four weeks I will call you to discuss your feedback.  I will contact you
in advance to arrange a date and time that is most convenient for you. The feedback you
provide will be considered, along with the suggestions of other member checkers as well
as those made by my dissertation committee, for inclusion in the final draft.

If you have questions or need to reach me, feel free to contact me at (804) 266-5136 or by
email at s2kmhash@atlas.vcu.edu.  Please also contact me if you find that you are unable
to assist with this process.

Thank you so much again for your time and commitment to this process and this study.  I
look forward to talking with you again soon.

Sincerely,

Kristina Hash
Ph.D. Candidate

mailto:s2kmhash@atlas.vcu.edu
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APPENDIX H:  SAMPLE FIELD JOURNAL

Date: 7/18/00

Re: #008-F-PG

I began the interview with these questions in mind:

1. What are the strains and positive aspects involved in providing care and following the
cessation of care?

2. Given these experiences, what are the long-term plans and decisions that are made
and how are they made?

3. What are the implications of the caregivers’ experiences for health and social service
professionals and for supportive policies and programming?

As the result of this interview, I learned the following:

The respondent appears to have a lower income level than previous respondents.  There
was also 10-year age difference between the respondent and her partner.  The respondent
was very upfront with professionals about the nature of the partner relationship and
suggests that being upfront and having legal documents (POA’s etc.) on hand can assure
more respectful treatment. This case also highlights the importance of connections with
gay/lesbian or gay friendly professionals to assure better treatment.  The respondent also
reports much better treatment (as a couple) at the hospitals as opposed to the nursing
homes.  Here we are also seeing additional discrimination based upon mental health
status in health care settings.  This is also a clear example of disenfranchised grief, as she
did not receive consideration in bereavement from her mother or many of her coworkers.

Continuing themes:

connections, upfront disclosure and documentation, additional discrimination,
disenfranchised grief

Other topics worth investigating in future interviews include:

Differences between treatment of the relationship at hospitals v. nursing homes
Does having POAs etc. really make a difference for these couples?
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Keep looking for signs of disenfranchised grief
Keep track of reasons for not wanting to go to “straight” support groups
Be aware of large age differences between the couples
Stay in tune with styles of disclosure

Respondent’s recommendations for sampling this population:

Two groups, Mountain Mammas and OWLS (both lesbian groups).

Issues for sampling:

Try to get more rural respondents
Connect with gatekeepers in rural areas
Need to attract persons of different economic statuses
Continue to place ads in G/L newspaper with large circulation
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     Kristina Hash was born on December 6, 1968, in Newark, Ohio and is the daughter of
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minored in Women’s Studies, and was a member of the Varsity Tennis Team.  The

Master Degree in Social Work was earned from West Virginia University in

Morgantown, West Virginia, in 1993.  A Graduate Gerontology Certificate was also

earned from West Virginia University in 1996.  She was the recipient of the Phi Kappa

Phi award at Virginia Commonwealth University in 1998.  Her volunteer and paid work
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