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Abstract
The American population of informal caregivers continues to increase each year, and
those caring for adults with a disability or illness account for 16.6% of the total national
population. Particularly caregivers of adults with developmental disabilities carry a significant
burden within South Carolina. The Aldersgate Special Needs Ministry (ASNM) of the Midlands
provides support and resources to these families. To further meet the needs of this community
subpopulation, ASNM developed a business model for a respite care program and determined
that a partial needs assessment would be necessary to confirm a need for respite care from the
perspective of key informants. These individuals are caregivers and professionals in the
Midlands region. We then partnered with the ASNM staff and Board of Trustees to facilitate two
focus groups with caregivers of adults who utilize the ASNM ministry and case managers from
the South Carolina Department of Disabilities and Special Needs. Establishing the need for a
respite care program was achieved due to the feedback expressed through the focus groups and
the information discovered in our preliminary research. Two themes emerged as these caregivers’
primary needs: “support” and “quality time” away from their care recipient. Therefore,
concluding recommendations include developing an ASNM respite care center and utilizing
suggested activities and logistics.
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Executive Summary
The Aldersgate Special Needs Ministry (ASNM) is an organization that provides
resources and care for adults with developmental disabilities in South Carolina. Their central
service is to provide homes for these adults to encourage a semi-independent lifestyle with
trained caretakers’ supervision. However, because there is a significant portion of these adults
living at home, utilizing informal caregivers is crucial to their wellbeing; this population of
informal caregivers for adults with developmental disabilities consists of a sixth of the American
population. Therefore, ASNM would like to determine if there is a need for a “Respite Care
Program” for these caregivers living in the Midlands area of South Carolina. This program
would provide an opportunity for caregivers of adults with developmental disabilities to drop off
their loved one for a few hours and rest and recover from the burden of caregiving.
Up to this point, the ASNM group had developed a business plan to create this respite
care program. Then, our specific role was to partner with ASNM Executive Director Elaine
Mathis and a board member, Sam Waldrep, to confirm with local community members that
caregivers would utilize this resource and it would not overlap with a current program or
organization. Therefore, conducting an informal needs assessment through the facilitation of two
separate focus groups was the method of choice. One focus group consisted of local caregivers,
and the other consisted of case managers from the Department of Disabilities and Special Needs.
We led a discussion with the two groups regarding the responsibilities and burdens of caring for
an adult with disabilities. We directed a series of questions about these community members
utilizing or referring people to an ASNM respite care program.
Based on the focus groups’ discussions and responses, we established a need for a respite
care program for these informal caregivers. Two themes in particular were clear from the focus
groups: caregivers would utilize a respite care program for “support” and for the “quality time”
they would receive from a break in caregiving. In addition to fruitful conversation about their
need for respite, caregivers and case managers offered their suggestions for activities, like upbeat
music and time to dance, to be facilitated during the program to benefit the adults with
disabilities. In general, the groups unanimously agreed that there is a need for caregivers to
receive respite. They all expressed that, while they love their family member with disabilities,
they experience burnout from caregiving demands.
Other suggestions for the respite care program included offering respite on multiple days
of the week and an option for respite on the weekend. Requests were made for transportation and
financial support to cover the logistics of participating in such a program and recommendations
about holding the day program from around 10 am until 2 pm. In conclusion, the respite program
is highly recommended. Elaine and the ASNM team are encouraged to stay in touch with
caregivers and case managers to collect evaluation and feedback after establishing specific
program regulations and once the program gets started.
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Introduction & Summary of the Issues
Informal caregivers make up an increasingly large portion of American society.
Approximately 39.8 million Americans are caregivers to adults 18 and older who have a
disability or illness, which accounts for 16.6% of the population (Family Caregiver Alliance,
2016). An informal caregiver can be conceptualized as unpaid support for an individual with a
disability, medical problem, behavioral problem, or other condition that restricts them from being
self-sufficient without help from a caregiver (Mollica et al., 2019). On average, live-in family
caregivers spend 40.5 hours a week caring for their loved one (Family Caregiver Alliance, 2016).
As can be seen from this statistic, caring for a care recipient is a highly time-consuming job,
often resulting in caregiver burnout from juggling their own needs and the needs of their care
recipient in multiple domains; emotionally, physically, mentally, and socially (Majumdar & Jain,
2020; McCurry & Revell, 2015).
Especially for informal caregivers of adults with developmental disabilities, there is a
significant problem associated with the aging of caregivers in South Carolina, according to
Aldersgate Special Needs Ministry representatives. It is common to find caregivers who are in
their 70’s, 80’s, and 90’s who may also have significant personal health issues while fulfilling
caregiving responsibilities. Particularly in South Carolina, one in four adults is a caregiver in this
state, and in two years, an additional one in six expect to become caregivers (SC Respite
Coalition, 2021). As we can see, while caregiver burnout is a growing nationwide problem, this
can also be seen as a growing state problem.
A researched and supported way to mitigate this caregiver burnout is seen in respite care
service availability. This resource allows caregivers to be relieved of their caregiving
responsibilities for an individual, on a temporary or periodic basis, to allow the caregiver time to
recharge and use their free time as they see fit. Respite care services are supported and have
shown beneficial effects, including stress relief and reduction, the ability to manage feelings of
burden (McCurry & Revell, 2015). These services also allow for the formation of new social
relationships or the maintaining of pre-existing social relationships, and are likely to feel more
supported by other caregivers or staff and become less likely to feel isolated or suffer from the
array of negative symptoms associated with their caregiving role (McCurry & Revell, 2015).
While respite care services can be an excellent resource for caregivers, the accessibility
of this resource is a barrier. According to a South Carolina database for respite care centers in the
state, only 65 respite care centers exist to support these individuals and their growing needs
(GetCareSC, 2021). Aldersgate Special Needs Ministry is interested in expanding the services
they offer to adults with developmental disabilities and their caregivers by opening a respite care
center in South Carolina and particularly in the greater Midlands area to help mitigate the effects
of caregiver burnout.
Project Goals
The project team members were tasked with finding whether case managers and
caregivers of adults with developmental disabilities in the Midlands area of South Carolina
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would benefit from and be interested in utilizing a respite care center. The reason being to help
mitigate the effects of caregiver burden and provide an enriching environment for care recipients.
Although Aldersgate Special Needs Ministry had already developed a business plan to create this
respite care program, ASNM was interested in whether the community would be utilizing this
resource and is truly a need in the community.
Notably, the project team was assigned to conduct two separate focus groups, one with
caregivers of adults with developmental disabilities and one with case managers who work with
adults with developmental disabilities and their informal caregivers. The creation of these two
focus groups was to gauge this need for a respite care center in the community by conducting a
needs assessment. After conducting an initial literature review, the project's team developed
questions best suited to gauge the need and attitudes of informal caregivers and caseworkers for
this needs assessment based on reviewed literature and what has been proven successful in the
past. As well as assessing whether the respite care center would be necessary, the project team
reviewed literature covering informal caregiver attitudes, potential barriers to accessing respite
care services, and recommendations for respite care in the future. The project team used this
information to create questions assessing the respite care center's current planned model and
whether this model would best serve its initial goal in assisting caregivers. (Refer to Logic Model
in Appendix D.)
Stakeholder Groups
Description of the Stakeholder Groups
Stakeholder groups include The United Methodist Church and the South Carolina
Conference of the United Methodist Church. Aldersgate Special Needs Ministry is a partner of
the South Carolina Conference of the United Methodist Church, assisting Christian homes with
special needs. Aldersgate also interviewed Respite Care of Charleston, the Joy Day Program,
The Ark of SC, Rhode's Respite Care, and High Five-Adult Enrichment Center.
Stakeholders
Caseworkers and caregivers are stakeholders since creating a respite care program would
be benefitting/affecting them, and they were involved in helping decide on the utilization of a
respite care program. Aldersgate is a stakeholder, with Elaine being the Executive Director and
Sam, a board member.
The Board of Trustees includes officers. Those officers include Susan Kovas, who serves
as the chair; Suzette Catoe as the Vice-Chair; Mike Simpson, the secretary and W.C Hammet as
the Treasurer. Others include Mickey Braham, Rev. Douglas Chambers, Rev. William (Bill)
Childs, Laura Cooper-Davis, Michelle Hunt, Peggy Makins, Margie Mitchell, Rev. Steve
Patterson, Besty Smoak, Dick Thompson, Earline Ulmer, Sam Waldrep, and Daly Ward.
Leadership staff includes Elaine G. Mathis as the Executive Director, LaVeda Jenkins as
Administrator of Aldersgate at the Oaks, Ray-Hill Rosemary as administrator of Aldersgate
Columbia Home, and Victoria Maple as the Residential Manager of Rick’s House.
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Description of the Community
Aldersgate Special Needs Ministry is a United Methodists ministry formed by families
and friends seeking to prepare for the future of their loved ones with developmental disabilities.
The homes of Aldersgate provide life skill training. Our project focused on whether or not respite
care would be utilized throughout the community of South Carolina by caregivers and caretakers.
The Aldersgate Special Needs Ministry organization consists of four Board of Trustees
officers, eleven board members, four leadership staff members, and many more employees
within the three homes they operate.
Aldersgate Special Needs Ministry's mission is to provide high-quality homes and a
Christian environment for adults with developmental disabilities. The organization allows the
residents to be as independent as they would like, with trained staff at each site. One of their
priorities is to assist and support caregivers full-time care is needed. Their three homes include
Aldersgate at The Oaks housing six men, Aldersgate Columbia housing six women, and
Aldersgate Florence housing four men. This supported independent living lets the residents learn,
experience, and practice life and work skills, such as cooking, laundry, self-help, recreation, and
social skills. The Christian living also gives the residents a chance to participate in worshiping
communities each Sunday. This organization aims to allow for the highest quality of life and
independence for its residents.
Literature Review
Adults with Developmental Disabilities and their Caregivers
Before understanding a caregiver’s experience and their need for respite care, it is
essential to recognize the life of an adult with developmental disabilities is notably different from
the life of someone in the general population. Aspects of life that differ include employment,
education level, income, and life satisfaction. Less than one-third of adults with developmental
disabilities are employed, 20% have not graduated high school, and one-third report a household
income of less than $15,000 (Sheppard-Jones et al., 2005).
Also, life satisfaction is lower than that of the average person. Researchers have found
that adults with developmental disabilities experience a significantly lower quality of life than
the general population. The quality of life construct attempts to measure various aspects of daily
life, including autonomy, general wellbeing, access-rights, and community participation
(Sheppard-Jones et al., 2005). In general, adults with developmental disabilities report a lower
quality of life, especially when it comes to autonomy and choice-making. These adults also
experience a disadvantage regarding access to "basic human rights," including transportation,
privacy, and employment (Sheppard-Jones et al., 2005). Furthermore, the level of social
interaction an adult with developmental disabilities has is crucially lower than that of the average
adult. This fact means they are "lonelier and have fewer meaningful relationships"
(Sheppard-Jones et al., 2005). Therefore, it is unsurprising a caregiver commonly accompanies
these adults with disabilities.
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Caregivers make up an increasingly large portion of American society; however, this is
unknown to the average person. Approximately 39.8 million Americans are caregivers to adults
18 and older who have a disability or illness, 16.6% of the population (Family Caregiver
Alliance, 2016). Around 82% of these caregivers care for only one adult while, approximately
18% of caregivers care for two or more adults (Family Caregiver Alliance, 2016). Most of these
full-time caregivers are women, which make up 75% of all caregivers in the states (Family
Caregiver Alliance, 2016). Caregiving is time-consuming and commonly an emotionally
draining job. Many of these men and women take time out of their personal lives to make sure
they are properly caring for those who are dependent on them. On average, live-in family
caregivers spend 40.5 hours a week caring for their loved one (Family Caregiver Alliance, 2016).
There is a growing issue regarding elderly caregivers, who statistically tend to spend more time
doing these caregiving tasks than their younger counterparts. Most caregivers who are 75 years
of age and older are spending around 34 hours a week on these tasks, which is 12.3 more hours
than middle-aged caregivers (Family Caregiver Alliance, 2016). The average age of a caregiver
in America is approximately 49.2 years old, while the average age of a person being cared for is
69.4 years old (Family Caregiver Alliance, 2016). In summary, the American population of
caregivers is increasingly significant and requires that we step in to assist and help them protect
their wellbeing and the wellbeing of their family.
Caregiver Needs
Research on informal caregivers and their responsibilities in providing care has shown
how heavy the impact of caregiver burnout can be (Majumdar & Jain, 2020; McMurry & Revell,
2015; Mollica et al., 2019). While caregivers are frequently employed outside of the home,
caring for their own needs and their children's needs, the effect of these demands is vast and are
noticeable in multiple domains. These domains include emotional, physical, mental, and social
(Majumdar & Jain, 2020; McCurry & Revell, 2015). Also, caregivers of children with
developmental disabilities display higher levels of stress, higher mental health problems, and
lower quality of life than parents with children without disabilities (Majumdar & Jain, 2020).
Parents of children with developmental disabilities also showed a restricted social life, with
difficulties attending social events, strained marital relations, less time for recreational activities,
and taking time for themselves and their appearances (Majumdar & Jain, 2020). Majumdar and
Jain (2020) also found that caregivers of children with developmental disabilities experience a
negative social stigma which blocks their potential for finding social support.
Along with these negative symptoms, parents of children with developmental disabilities
experience high worry for the future (Majumdar & Jain, 2020). These findings support the need
for additional community resources and highlight the overall effect of caregivers' increased
burden. This burden results in worse wellbeing and affects the caregiver's capacity to provide
adequate care for the care recipient (Mollica et al., 2019). Additionally, according to Aldersgate
representatives, there is a significant problem associated with aging caregivers of adults with
developmental disabilities in South Carolina. It is common to find caregivers who are in their
70's, 80's and 90's who may also have significant personal health issues while fulfilling
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caregiving responsibilities. Respite care services can help mitigate the increased burden
caregivers may experience due to caring for their care recipient.
Respite Care Services for Caregivers
The general definition of respite care implies someone, typically referred to as a
caregiver, is relieved of their caregiving responsibilities for an individual either on a temporary
or periodic basis (Noelker & Browdie, 2012). The common goal of respite services is to allow a
caregiver a brief break from caregiving duties to lessen the burden placed on them through their
caregiving role. Caregivers are generally known as informal support, meaning they provide
unpaid care and support for an individual with a disability, medical problem, behavioral problem,
or other condition that restricts them from being self-sufficient without help from a caregiver
(Mollica et al., 2019). Tasks informal caregivers might assist an individual with include, but are
not limited to, psychosocial support, support with medical duties, communicating with
professionals providing care, and helping individuals with daily life activities (ADL’s) (Mollica
et al., 2019).
Respite care services have shown benefits for caregivers and care recipients alike. For
caregivers, time away from a care recipient has shown benefits relating to stress relief and
reduction and the ability to manage feelings of burden (Noelker & Browdie, 2012). Many
caregivers find the experience of providing care to be isolating and lonely. In that case, the use of
respite care services can allow these individuals to form new social relationships or maintain
pre-existing social relationships (McCurry & Revell, 2015). Caregivers who use respite services
are likely to feel more supported by other caregivers or staff and become less likely to feel
isolated or suffer from the array of negative symptoms associated with their caregiving role
(McCurry & Revell, 2015). Benefits of respite care services for care recipients include the
provided opportunity to socialize and potentially form new relationships (Noelker & Browdie,
2012). Care recipients also profit from their caregivers' benefits of respite care by increasing
attentiveness to their needs and better care overall due to the relief that caregivers experience
(McCurry & Revell, 2015).
Additionally, according to the South Carolina Respite Coalition (2021), the
benefits caregivers experience from respite care include, but are not limited to, renewal, energy,
space, pleasure, identity, time away, and engagement. Renewal means that someone will be
rejuvenated doing something they love, and energy relates to someone taking a break to allow
them to focus and be more effective in their work. Space allows for one to take a break and
re-center, pleasure relates to someone being able to enjoy life, and identity means that one will
keep in mind that while they may be a caretaker, they must also take care of themselves.
Furthermore, time away is a necessary experience because it can give an individual a break and
allows one to get a new perspective and engagement. Lastly, isolation is detrimental to one's
mental health, and a change of pace is always beneficial both for the caretaker and their care
recipient (SC Respite Coalition, 2021).
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Potential Barriers for Accessing Respite Care
As we have seen the benefits of respite care for caregivers, some caregivers are reluctant
to use these services, even temporarily (McCurry & Revell, 2015; Noelker & Brodie, 2012).
Some caregivers often struggle with complex emotions of guilt and abandonment when
relinquishing care to outside services (Noelker & Browdie, 2012). While this is a common
concern among caregivers, caregivers also reported barriers to accessing these services. Many
caregivers reported not understanding how to access these services (McCurry & Revell, 2015).
Some caregivers said taking the time to find resources was too time-consuming and difficult to
arrange, thus putting an excessive emotional strain on the caregiver (McCurry & Revell, 2015).
Others reported the recipient of care was unwanting of these services (McCurry & Revell, 2015).
It was found respite care is often an underused resource for caregivers, with only 9.3% of
caregivers using available respite care services (McCurry & Revell, 2015). Even among
members of the field, there is a lack of agreement about when and how often to use respite care
services to maximize this service's benefits to caregivers and care recipients (Noelker &
Browdie, 2012). To mitigate these concerns and barriers, Noelker and Browdie (2012) suggest
caregivers could benefit from an assessment that identifies the burden they feel, identify the
sources of strain on the caretaker relationship, and identify the need level for assistance.
Counseling was also recognized as an ability to determine appropriate services and how
caregivers can best utilize these services (Noelker & Browdie, 2012).
According to ARCH National Respite Network and Resource Center (2019), respite care
is most effective for caregivers and care recipients when combined with other services and
assistance. It should be meaningful and purposeful for caregivers and enjoyable and safe for the
care recipient to reach the maximum benefits it offers (ARCH National Respite Network and
Resource Center, 2019). However, despite there being hesitancies on behalf of the caregiver to
use respite care services, there is a shown need for these services (Mollica et al., 2019). Among a
sample of caregivers, 20.4% of caregivers needed respite care services but lacked the support of
receiving access to these services (Mollica et al., 2019). Among the same sample, they found of
those who needed access to respite services the most, meaning caregivers supporting 5-6
activities of daily life (ADLs) for their care recipient, 30.9% did not receive respite services at all
(Mollica et al., 2019). These potential barriers will be discussed in the Recommendations for
Respite Care section.
Respite Care Model
A standard model for respite services would be the respite center-based model (ARCH
National Respite Network and Resource Center, 2019). This model would be the one Aldersgate
Special Needs Ministry would use in their respite care center. According to ARCH National
Respite and Resource Center (2019), this model allows for a contract between a respite care
program and an existing daycare center housed in after-school programs, community centers, and
churches. This model has shown to be beneficial when offered on a regular intermittent basis
(ARCH National Respite Network and Resource Center, 2019). Thoughts should be given to
transportation for the care recipient and the potential need for special equipment when
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developing respite care services (ARCH National Respite Network and Resource Center, 2019).
This respite center-based model allows for out-of-home care, which provides an opportunity for
care recipients to experience new surroundings outside of their home, develop new expectations
and relationships with peers, and provide emotional and cognitive stimulation (ARCH National
Respite Network and Resource Center, 2019). Benefits to caregivers include the opportunity to
enjoy free time in their home and give attention to other family members and friends without the
constraint of constant care (ARCH National Respite Network and Resource Center, 2019).
Respite Care and Caregivers in South Carolina
Respite care is considered a need in South Carolina because one in four adults is a
caregiver in this state (SC Respite Coalition, 2021). In two years, an additional one in six expect
to become caregivers (SC Respite Coalition, 2021). Additionally, 228,478 children in the state
have a particular healthcare need, ninety-two thousand people have Alzheimer's, and 610 million
hours of unpaid care are provided annually by South Carolina caregivers (SC Respite Coalition,
2021). Additionally, we can see a need for respite care services in South Carolina by the
provided hours caregivers give in just a year to their care recipients, as mentioned above. If we
replaced these unpaid services provided by caregivers with paid caregivers, who earn $10.04 an
hour, this cost would be $7.4 billion a year (Department of South Carolina on Aging, 2021). In a
search for "respite and support for caregivers" on GetCareSC (2021), only 65 centers listed in the
state of South Carolina offer respite services to caregivers. While GetCareSC (2021) mentioned
they try to keep their database up to date on providers in South Carolina, there may be
discrepancies in the actual number of providers listed. While there may be more respite care
centers in the state than listed, this still shows a barrier to accessing care in the state (McCurry &
Revell, 2015; Mollica et al., 2019). Overall, there is a lack of information provided on
caregivers, care recipients, and services offered in the state of South Carolina, which may show a
lack of concern for this target population as a whole.
Recommendations for Respite Care
As discussed previously, Noelker & Browdie (2012) suggest caregivers could benefit
from an assessment that identifies the burden they feel, identify the sources of strain on the
caretaker relationship, and identify the need level for assistance. Other research has shown the
significance of considering caregivers’ needs and why it is crucial to assess these needs. Family
Caregiver Alliance (2020) recommends caregivers should have their needs not only
acknowledged but valued as well. If this assessment is carried out, they will have better insight
into their roles, abilities, and skills. Having their needs heard and better understood by
practitioners will also allow for support to be provided to them to alleviate strains that could
affect the care they are giving.
Planning is essential in the effort to assist caregivers. Assessing the needs of caregivers
allows effective services to be presented to help the caregiver and the family's wellbeing. A
caregiver's formal needs assessment can speed up finding services they are eligible for and
providing possible referrals. This assessment includes an outlook of what services, programs,
and support are effective for them and what is not. This feedback will allow new programs,
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services, and policies to be of higher quality, more meaningful, and more effective for caregivers
in the future. All in all, a needs assessment on caregivers or individual caregivers will create a
better outcome for the wellbeing and quality of life of the caregiver and their family (Family
Caregiver Alliance, 2020).
In addition to assessing the needs of caregivers to inform the community of the services
and respite care programs that are most appropriate for them, research shows caregivers require
assistance in planning how they will use these resources. This fact especially applies to how they
spend their time during the break they receive from dropping off their loved one at respite care.
Dale Lund and his colleagues at the University of Utah found that almost half of individuals
were not fully satisfied with the way they spent their time during respite. They then found that
these individuals were more depressed and experienced caregiving burdens more negatively than
caregivers who were very satisfied with how they used the respite time. Because of their
findings, they recommend respite care providers work with caregivers to assess their resources,
create goals and a concrete plan for their respite time, and evaluate these goals to maximize the
respite opportunity and contribute productively to their wellbeing (Lund et al., 2009).
A needs assessment for this population should also investigate whether care recipients
will have transportation to a respite care center (ARCH National Respite and Resource Center,
2019; Sheppard-Jones et al., 2005). Since the respite care center’s operations will most
commonly occur during business hours, this may make transportation complicated if the
caregiver works out of home or only has one vehicle to use. Additionally, the time in which
respite care services would be offered to caregivers and care recipients should be considered in a
needs assessment (Noelker & Browdie, 2012). Assessing whether transportation should be
provided and when the respite care center should operate are vital for ensuring participation and
benefits are reached in respite care services.
Meeting with Stakeholders
Our process with Aldersgate involved email correspondence and zoom meetings with our
contacts Sam and Elaine. Our first email to them was us inquiring if they wished to partner with
Master's level Social Work students from the University of South Carolina on a project we
needed to do for class helping out a community organization. Aldersgate and the group decided
we would have an initial zoom meeting to discuss what they were looking for from us and what
they were working on and intended to do. They explained what the agency does and who they
were, and what Aldersgate is. They also mentioned why they were looking into creating a
respite care program. Questions that arose were, is there a need for this?, would it be utilized?,
and why a respite care program? They also mentioned what they were looking for from us in
terms of collaboration and working with them on this project. We discussed our class
assignments through several meetings and reported back to Sam and Elaine with our results that
a respite care program would be beneficial in South Carolina. Our group and Sam and Elaine
thought it would be insightful and impactful to gather more information to make sure what we
were finding was pertinent. Initially, we talked about doing an online survey. However, after
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discussing it with our Aldersgate contacts, we decided due to time sensitivity, confidentiality, and
usually a lack of involvement and participation to do a focus group. We decided to formulate two
separate focus groups; one for caretakers and one for caseworkers. Sam and Elaine were on
board with the idea and set those meetings up for us. Before we met with these groups, we set up
another zoom meeting with Sam and Elaine. We discussed the questions our group came up with
to ask each of these individualized groups and were willing to take any feedback or guidance if
they think we needed to adjust. We also discussed what we felt would be an appropriate number
of attendees for each group. Our group met on zoom with Elaine from Aldersgate, who
introduced us and allowed us to run the focus groups where she stayed on the call if there were
questions we could not answer. Our focus groups went exceptionally well and were insightful.
We got good feedback from the individuals we questioned. Structurally from a team perspective,
we worked well with Aldersgate to the point that they trusted us enough to handle this project,
primarily as an individual group of Master's level students as if we were employees of the
agency representing them along with the university.
Methods
Who
Elaine and Sam with Aldersgate Special Needs Ministry agreed to partner with the team
to complete this community project. Aldersgate is a charity organization with the South Carolina
Conference of the United Methodist Church. The board of trustees consists of seventeen
members, in addition to Elaine, the executive director. The organization provides homes for
adults with developmental disabilities who need full-time care. They currently operate three
different homes, all with fully trained staff to provide this care. The three homes collectively
house sixteen adults, and each has an administrator. Their mission is to "provide the highest
quality of life and greatest level of independence in Christian homes for adults with special
needs." The team also communicated with about seven caregivers of adults with special needs in
the community and nine relevant case managers. This communication happened through focus
groups in which our whole team was present, and Elaine was present incognito if anyone had
specific questions we could not answer.
What
Elaine and Sam asked the team to provide a needs assessment for respite care in the
community. To do so, we planned and facilitated two different focus groups; one with caregivers
of adults with developmental disabilities and the other with case managers. Both focus groups
consisted of Elaine introducing Aldersgate and the purpose of the group, one or two members of
our team asking about five to seven questions, and finally leaving the floor open to questions,
suggestions, or a discussion. Hannah and Ryan started the focus group with the caregivers asking
which hours of the day would work for their schedule and if they would benefit from the respite
care program offering weekend days in addition to weekdays. They continued by asking about
any possible transportation issues to the program, if the families would be able to use or benefit
from this program, and if anyone would be willing to give a nominal contribution. To end, Ryan
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asked about the caregiver burnout the participants may experience, a rate of the level of burden
as a caregiver, and if they think Aldersgate should offer a support group for caregivers. As for
the focus group with the case managers, Audrey started by asking if the participants see a need
for the respite care program and if they would refer their clients to the program. She then asked
for suggestions on how they have to make the program work and be beneficial. Lastly, she asked
how the participants thought the caregivers would use their time during respite care hours and if
the caregivers would benefit from talking to someone about using this time. Again, each focus
group had a time at the end for the participants to raise questions or concerns; however, both
groups also had participants who brought their questions, concerns, and suggestions throughout
the meeting's duration.
When
The focus group questions were compiled on February 24th and were finalized and sent
to Elaine and Sam on March 2nd. The case managers' focus group occurred at 4:00 pm on March
3rd, and the group for the caregivers occurred at 5:00 pm on March 4th.
Where
All correspondence between the team and Aldersgate happened via email and several
Zoom calls, with varying participants. Additionally, both focus groups were conducted via
Zoom.
How
Elaine and Sam had a phone call with their board to identify and compile a group of
participants for the focus group on February 22nd; they sent out the invitations and Zoom links
to these possible participants on February 23rd and called these participants individually. Those
sent invitations and calls were not required to participate in the focus groups but got the option or
invite to participate.
Findings
In an attempt to answer our research question, "Is there a need in the community for the
respite care program Aldersgate is wanting to provide?" The team analyzed the responses and
suggestions of participants in each group. The majority of responses were similar to each other,
and there were many suggestions and questions prompted as well. Sixteen total participants
offered their insight; some spoke more often than others, but everyone had the chance to say
something at least once.
Data Analysis
Sixteen participants were engaged in the two focus groups, nine case managers and seven
caregivers. This analysis will first focus on the caregiver group and shift to the case manager
group.
Of the total caregivers, most agreed that the program hours that would benefit them
would be around 9:00 am to 12:00 pm. One woman said she did not want it too early or too late
as she would have to take more time out to account for rush hour traffic, and another participant
said the time stated also worked around lunchtime. When asked if offering a weekend option
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would be beneficial, which we had asked because a case manager brought it up in their focus
group the day before, all participants agreed that they would not attend on the weekend. Many of
the participants stated they spend weekends with family and have other programs explicitly for
the weekends. As for transportation, every individual in the group had explained transportation
to the program would not be a problem. One woman said, if this were a problem with families, it
would be because the caregiver also works full time.
After these more logistical questions, the following questions were to see if the caregivers
or families would use a program like this if Aldersgate would offer it. While one woman said she
should not be able to as she has a full-time job and her son, who she is the caregiver for, also has
a job, everyone else said yes. However, it would need to be introduced in the right way to the
caregivers and adults participating in the activities because many of these adults dislike
significant change. This response initiated a follow-up question: "what are some suggestions for
this introduction?" to which participants were eager to answer. Some ideas included anonymous
shadowing where caregivers could observe the program without the adults seeing them; this
would allow them to wean off having this time with the caregiver.
Once this discussion started to end, we asked the following question, "would you
consider making a nominal contribution?"; we prefaced this by stating payment is not required,
and Aldersgate would not make money a barrier for someone who wants to participate. Every
participant who responded to the question had responses like "absolutely yes," "of course," and
"we will contribute whatever amount." After this short question and answer, we opened the floor
to any suggestions they may have for the program; immediately, most people chimed in to start a
discussion.
Following this discussion, we asked if the caregivers ever experienced 'caregiver
burnout,' in which they responded "of course" with some sarcastic laughs all around. They
continued, it gets more challenging to be a caregiver as they get older, especially when there are
no respite care providers. This statement is significant to this needs assessment in that a program
like that of what Aldersgate wants to start can have a substantial impact on the caregivers. One
man later added the burnout is not as much when there are two caregivers, such as if there are
two parents of the adult with special needs. The participants were then prompted to rate their
level of burden on a scale from one to ten, one being not as much, ten being a significant amount.
The participants were hesitant to answer this question; however, most said it depends on the day
and time. In response to this discussion, we asked their thoughts on Aldersgate offering a support
group for the caregivers since they mentioned needing support earlier in the meeting. Every
participant said yes. As we wrapped up the focus group by opening up to questions, the two we
got were about which days they would be and if there would be adequate parking, which will be
something to keep in mind.
The focus group with case managers did not have as much discussion but still provided
valuable information for the needs assessment. In response to our first question regarding them
seeing the need for a respite care program, everyone who responded said yes. One woman said it
would be great for smaller families, while another participant said it would be suitable for
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families from out of state. There was a unanimous "yes" from the case managers when asked if
they would refer their clients to a respite care program like this. Next, we opened the floor for
suggestions; some of these included: providing transportation for those in rural areas,
socialization outings, emergency respite care, a weekend option, and a space to go to if
overstimulation occurs. They also noted it would be beneficial to have the program last more
than three hours for families who work full time and to build rapport with the families
beforehand, such as through a facility tour and meeting the staff. The final question, "How do
you think the caregivers would use this time and would they benefit from discussing with
someone about how to use time?", participants said this time would be beneficial for the
caregivers, and it is the case manager's position to help manage this time. To close this focus
group, we opened the floor to questions, which consisted of the following: "What would be the
benefit of choosing this over a waiver supported programs, or is there a cost?", "Are there
regulations over how many people will be there?" and "Will there be different ages of adults
coexisting?". At this point, Elaine came on the call to offer her answers; she explained they
would not turn anyone down from the program due to financial issues, and the adults will be
coexisting, but all will be over 18. As for the regulations, they would determine this later; she
then offered her closing statements.
Main Findings
Developing and analyzing this needs assessment was incredibly crucial. It informed us a
respite care program would provide caregivers the support they need and give care recipients the
quality time they need.
Support
Based on the responses given, caregivers and case managers would look at this respite
care program as a vital support source, which the caregivers feel they need more of. Literature
states that time apart from those caregivers care for has shown many supportive benefits, such as
stress relief and the management of self and social relationships (McCurry & Revell, 2015).
Participants mentioned the social relationship aspects many times during the focus group
regarding respite care. For example, the participant who suggested "anonymous shadowing" as
an introduction to the program explained this would also be good for caregiver support because
they can talk amongst each other while observing the program. This remark sparked a
meaningful conversation regarding their need for this support, which this respite care program
could provide the time and possible space. Some participants said they are starting to need extra
support as they age, and one man stated having this support could help them navigate complex
parts of the system, such as finding specific programs. One woman then explained it would be
nice to have the time to do something fun, like shopping or getting coffee, within a social group.
Again, this respite care program would provide the time and possibly space to do such things.
Quality Time
In the responses we analyzed, much of the discussion revolved around the quality of the
time the care recipients would spend during respite care. The majority of open discussions within
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both focus groups revolved around the program's care recipients' activities. When asked about
suggestions for the program, almost every caregiver had a lot to say regarding the time care
recipients would spend with Aldersgate. Most said they want it to be fun and filled with activities
instead of just sitting around. When asked what activities those receiving care would enjoy, the
caregivers listed the following: playing music, dancing, short walks, crafts, and exercising. They
also proposed having a solid social time, especially now, because they have not seen their friends
in a long time due to the pandemic.
Additionally, the participants recommended having a good schedule for the activities and making
sure there is a quiet place or have smaller groups to alleviate overstimulation. We can see from
these responses quality of care is one of their top priorities. Case managers can also see this;
when asked about activity recommendations in their focus group, an extensive discussion started.
For activity recommendations, they suggested the following: arts/crafts, puzzles, watching
movies, playing music, dancing exercise videos, karaoke, and bingo. Knowing the priority of the
quality of time at the program facility and the activities, Aldersgate can make sure this time
would be worth it for the care recipients.
Project Strengths and Issues
This project's initial goal was to find whether a respite care program would benefit
community members, specifically informal caregivers caring for their adult children with
developmental disabilities. Reflecting Aldersgate Special Needs Ministry's mission statement,
providing the highest quality of life and the greatest independence level in Christian homes for
adults with special needs, this project highlights this mission powerfully. Opening a respite care
center would help provide quality of life for both the caregiver and care recipient and provide a
sense of independence with guaranteed time during the week for relaxation. As we know in the
Social Work profession, finding the genuine need of the community we serve and identifying the
attitudes and opinions of the individuals we serve is vital in ensuring the success and
effectiveness of programs created. This project highlights the importance of this and would be
considered a strength. While Aldersgate Special Needs Ministry could have opened a respite care
center and program without conducting a needs assessment and focus groups, conducting these
allowed for feedback of the program's proceedings to serve the community best.
A potential setback of the project would be COVID-19. With the pandemic and following
health guidelines, this project had to be conducted online. All meetings with Aldersgate Special
Needs Ministry were conducted electronically, as well as the focus groups with case managers
and caregivers. While this may not necessarily prohibit the project's running or the results, it is
unknown whether conducting this project in-person would have allowed for better project
running or results. Another limitation of this project would be the experience level of the team
conducting the focus groups. While the literature review conducted before these focus groups
took place and allowed for education on caregivers, care recipients, and caregiver burnout, the
team are not experts in this field, which will be discussed further in this paper's implications
section.
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A strength of this project lies in the agency, Aldersgate Special Needs Ministry. This
agency is partnered with the United Methodist Church and has pre-existing strong ties to the
community it currently serves. The agency has many contacts with partnering agencies that help
serve this specific population and offers support and valuable information surrounding this new
project idea. Along with this, Aldersgate Special Needs Ministry also has the financial backing
for this respite care program and a clear budget for getting the program started.
Summary of the Main Findings
Overall, the findings show a need in the community for this respite care program
Aldersgate wants to provide. During the focus group with caregivers, every person said,
following an introduction to the facility, they would love to use a respite program like this. These
participants expressed excitement and enthusiasm to have a program like the one discussed as an
option and an opportunity for their care recipients to socialize.
Those in the focus group for case managers explained a need for a respite care program in
the community, not only for the average family but also for those under certain circumstances,
like families new to the state. Every participant in this group stated they would refer their clients
to this program. This finding is significant to note because it shows that people will know about
this program. There was an opportunity for caregivers to discuss the burnout they face and their
need for support during trying times. This respite care program aims to provide caregivers
support by giving them time and giving their care recipients the highest quality care. There were
many suggestions regarding the program with the care recipients as far as activities and time.
During this, there were meaningful and productive conversations exemplifying what is essential
to the caregivers, those this program would look to serve. We determined the crucial aspects of a
possible respite care program like this would be to support the caregivers and provide quality
time at the facility for the care recipients.
This needs assessment created a starting point for the Aldersgate Special Needs Ministry
to begin their respite care program in a way that will best serve their community.
Limitations
In any research, there are different levels of reliability and validity. In our particular case,
one limitation would be the focus group style of gaining information. Focus groups can be a
highly effective method of finding information but become more complicated when discussing
sensitive subjects. These difficulties are due to participants possibly withholding important
opinions due to not wanting to share them in a group setting. Focus groups can also result in poor
validity as participants may "conform to peer pressure and give false answers" (McLeod, 2014).
Another limitation is that focus groups rely heavily on the person facilitating the meeting.
Many would require an experienced and well-trained person who has prior knowledge of the
population and a solid background in focus group facilitation to elicit quality discussion from the
participants (Leung & Savithiri, 2009). While one member of our group has had experience
conducting a need assessment, each member is new to this research method.
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An additional limitation is that the reliability could be affected due to participants
knowing each other. Since our focus group relied on asking questions regarding respite care
needs specifically for our area, participants would be more likely to know each other. While this
could encourage smoother conversations, it can affect how participants share information and
creates a possible contamination of the research (Catterall & Clarke, 2001).
Recommendations
One recommendation to fix the reliability and validity of a focus group where
participants know each other is to conduct individual follow-up interviews or follow-up calls.
Many researchers recommend combining the two in order to create more solid results. If using
these multiple forms of research methods to align data completeness, each method offers
different takes and a more comprehensive view of the results (Lambert & Loiselle, 2008). A post
focus group individual interview also allows participants to elaborate more on previous accounts,
which could change the answer from a broad interpretation to a more linear form of
interpretation (Lambert & Loiselle, 2008).
Regarding the lack of experience with respite care and focus group facilitation, further
research on effective focus group methods would benefit future facilitations. Focus group
facilitation guides recommend an in-depth focus group script. This script would "provide
structure to the conversation, define the purpose of the event and help keep the discussion on
track" (ACET, Inc., 2011). A focus group script would also allow for a more cohesive
experience. A strong facilitator would combat awkward silences and use reminders to ensure all
participants are involved rather than a few dominating.
Finding participants who do not know each other is very difficult to achieve with the
specific type of research we are conducting and how specific it is to Columbia. It could be
beneficial to recruit participants who may confirm they do not know any other caretakers of
adults with developmental disabilities. It could also be practical to recruit participants from
different areas, schools, and organizations around Columbia. This recruitment can be done by
asking simple preliminary questions regarding where the caretaker spends time with the person
who is receiving care. Using formal recruitment agencies is
Implications
Even though there are some possible weaknesses in this study or any study being
conducted, the work done in this focus group and the information gained can shape future respite
care and add additional reforms to current respite care programs. Respite care programs are
lacking in the Columbia area, and the study's consensus was that it is highly needed. With this
study, there are implications that this specific respite care program would relieve some stress of
the caregivers; however, participants are also looking for a program that would occur daily and
take off more pressure than just a couple of days a week. Even still, participants would benefit
from any possible care that could be received, even if just a few hours a week.
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Other recommendations include employing the activities mentioned above and ensuring
that the program participants receive adequate exercise and socialization. Also, it is
recommended that the program provide a space for program participants to go to when they need
a break from socializing and prefer to be alone or have quiet. Next, case managers suggested that
ASNM consider the financial burden and transportation needs of participating in a respite care
program and offer scholarship funds if daycare vouchers are not accepted. Furthermore, they
recommended that the day program be held from around 10 am until 2 pm so that the morning
and afternoon could be enjoyed and caregivers could avoid rush hour traffic. Lastly, our project
team recommends that Elaine and the staff at ASNM conduct continual program evaluation and
seek feedback from program participants, caregivers, and case managers.
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