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Final Goals and Objectives 

Goal #1: To better understand the unique differences between palliative and hospice care services. 
Objective 1) I will research Good Shepherd Community Care resources, programming, and online literature to identify how this distinction is made for patients and families and reflect on these findings in my goals binder. 
Objective 2) I will create my own definition of both palliative and hospice care, with specific note given to their delineation and add these resources to my goal binder. 
Objective 3) I will create a powerpoint presentation to be shared and presented to my peers highlighting these principles. 

Goal #2: To design and create a legacy project for a patient and their family (if appropriate, using dance as an expressive and therapeutic art form). 
Objective 1) I will observe Jessica in her routine interventions with patients and families and identify how she formats projects to encourage legacy work to be reflected on in my weekly journals. 
Objective 2) I will review online resources and Good Shepherd materials to identify relevant legacy projects for patient and family visits. 
Objective 3) I will introduce, create, and perform a legacy project intervention with (4) children and their families within my personal caseload. 

Goal #3: To gain more comfort and routine surrounding caregiver conversations, active listening, and topics of bereavement (as deemed appropriate). 
Objective 1) I will observe Jessica on her visits for 6 weeks, with specific observation to initiation of caregiver rapport, as reflected on in my weekly journals. 
Objective 2) I will attend visits with Jessica’s supervision and practice caregiver communication skills, discussions of end of life/ bereavement (as appropriate), and rapport building. 
Objective 3) I will meet with (x) amount of families independently, initiate conversation with caregivers using the skills learned, and reflect on these visits in anonymized charts to be added to my goals binder. 













[bookmark: G1]Goal #1: To better understand the unique differences between palliative and hospice care services. 
[bookmark: G1O1]Objective 1) I will research Good Shepherd Community Care resources, programming, and online literature to identify how this distinction is made for patients and families and reflect on these findings in my goals binder. 
· Via the Good Shepherd Community Care Website – Pedi Pal: “Pedi Pal is compassionate, primarily home-based care for children age 18 and younger* who have a life-limiting illness for which curative treatment is available but may not be successful. Pedi Pal focuses on the comprehensive management of the physical, psychological, social and spiritual needs of the child who is ill and his or her family. Children can receive Pedi Pal services while also pursuing life-prolonging or curative treatment.” *services are now expanding to ages 18-22
· These life-limiting illnesses and conditions may include but are not limited to: progressive cancer or heart disease, congenital or genetic conditions, traumatic injuries, and/or multi-organ dysfunction. 
· Pedi Pal is organized and contained within the Pediatric Palliative Care Network of Massachusetts 
· Via the Good Shepherd Community Care Website– Hospice Services: “Hospice clients are people of any age who have life-limiting illnesses…With the focus of care on comfort measures such as controlling pain and alleviating distressing symptoms, hospice clients have made the decision not to be undergoing aggressive treatment for their disease.” 
· Hospice patients must undergo an evaluation by a Good Shepherd intake physician or their personal clinician to certify that based on their condition their prognosis is approximately 6 months or less. 
[bookmark: G1O2]Objective 2) I will create my own definition of both palliative and hospice care, with specific note given to their delineation and add these resources to my goal binder. 
· Palliative Care: a modality of services offered to patients with some form of life limiting illness to help support physical, social, emotional, and spiritual needs.  These services can be received in-tandem with treatments and/or life-prolonging measures. Many patients who receive palliative care services may not consistently be affected by the symptoms/ manifestations of their illness but through these services receive support and guidance for the numerous stages of their life and development as an individual experiencing illness. Additional services and outreach may be offered to the family and friends of the patient to help foster a supportive network and community. 
· Hospice Care: a system of care and support, offered to those approaching end of life. Hospice services can include medical, psychosocial, expressive, and other interdisciplinary clinical teams. To qualify for hospice care, a licensed physician must certify that the patient is expected to pass within a timeline of 6 months or less. A majority of hospice services are received in the home setting, however, care can also be provided in the hospital, nursing homes, or other specialized hospice facilities. Enrollment in hospice services can help support goals of family connections, legacy building, and positive coping techniques. 
[bookmark: G1O3]Objective 3) I will create a PowerPoint presentation to be shared and presented to my peers highlighting these principles. 
· Journal Entry #11: 11/27/2022… This week during the Pedi Pal interdisciplinary team meeting I also had the opportunity to present on the unique differences between palliative and hospice care as a part of my goals for the semester. In giving this presentation, I hoped to gain important practice and ensure that my information was accurate based on the reflections of clinicians with expertise in these fields. The Pedi Pal team was so supportive and excited to see all that I had learned in my time working with them. Some members, including social work and spiritual care clinicians, provided useful additions which I could make to help peers better understand the work they do. I was so grateful to have this opportunity to practice and present with Pedi Pal, especially since this team is made up of so many unique interdisciplinary care staff and experienced individuals. It has been and continues to be such an amazing experience to work with this supportive and family-centered team and presenting to them allowed yet another great learning opportunity. 
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[bookmark: G2]Goal #2: To design and create a legacy project for a patient and their family (if appropriate, using dance as an expressive and therapeutic art form). 
[bookmark: G2O1]Objective 1) I will observe Jessica in her routine interventions with patients and families and identify how she formats projects to encourage legacy work to be reflected on in my weekly journals. 
· Journal Entry #3: 10/2/2022– The legacy project which I had planned for this visit was an apple tree created using handprints for the leaves, fingerprints for the apples, and coloring/cutouts for the base of the tree. Jessica demonstrated how to use the patient’s eye tracking device and although we weren’t able to use it in this session, I hope to gain a better understanding and skill base with this technology in the future. Using our own assessment of eye tracking to express the patient’s choices and hand-over-hand with elbow support as modeled by Jessica, the patient was able to complete the project in his own unique way. While adaptation and accommodation were factors, I readily considered when choosing this project, in practice I found it was difficult, at times, to know which accommodations were best for each patient. Having Jessica there, helped for guidance and to make me feel confident that the project was doable no matter the physical limitations or patient needs.
· Journal Entry #4 : 10/9/22– During the home visit, the patient and his family shared that he had an upcoming procedure at BCH and based on past experiences was expressing some anxiety and nerves about returning to the hospital. The patient, a 6-year-old with trach dependence, was eager to interact and share stories about his family, school, and activities he’d like to do during our session. … Finally, I initiated the apple tree legacy project with this patient and supported him to express his choices of colors, materials, and designs, even if it looked non-traditional. Having this opportunity for creative expression and control, the patient showed engagement and excitement through each step. 
[bookmark: G2O2]Objective 2) I will review online resources and Good Shepherd materials to identify relevant legacy projects for patient and family visits. 
· Legacy Project #1 
· Handprint Apple Trees: This project was selected based on its potential for accessibility and adaptations to meet the variety of needs for the children and families which Good Shepherd Pedi Pal serves. By using patient’s handprints, thumbprints, and footprints, the artwork created encourages choice, family connection, and artistic expression. [image: ][image: ][image: ]
· Legacy Project 
· Legacy Project #2 
· Construction Paper Scarves: This paper was selected as it incorporated seasonal designs without any specific Holiday affiliation. Additionally, this project allows for opportunities for choice in construction, colors, and design. 
· [image: ][image: ]Legacy Project #3
· Customizable Paper Snow Globes: After reflecting on the accessibility of the second legacy project chosen, I wanted to find a project which allowed for easier accommodations and less reliance on scissions to produce. The Snow globes were selected based on their ability to be produced and cut out ahead of time and personalized using a variety of craft materials. 
[image: Kids Craft: Paper Snow Globes - Happiness is Homemade]
[bookmark: G2O3]Objective 3) I will introduce, create, and perform a legacy project intervention with (2-3) children and their families within my personal caseload. 
· Journal Entry #10: 11/20/22- … Finally, on Friday, Jessica and I met with a patient whom we’ve visited together before to initiate a routine interaction and check-in. In this visit, I was able to trial a new winter themed legacy project and find ways to best accommodate for this project's creation. Jessica allowed me to lead this visit with a large deal of independence as this patient may become part of my independent caseload and it was valuable to see the ways which intervention and projects change without a team-based approach.

















[bookmark: G3]Goal #3: To gain more comfort and routine surrounding caregiver conversations, active listening, and topics of bereavement (as deemed appropriate). 
[bookmark: G3O1]Objective 1) I will observe Jessica on her visits for 6 weeks, with specific observation to initiation of caregiver rapport, as reflected on in my weekly journals. 
· Journal Entry #2: 9/25/22–…This patient and her mom are well known to Jessica and Pedi Pal services and were excited to have visitors to provide activities and comfort in the hospital setting. Jessica first ensured that the patient’s mother had time to discuss any medical updates, important news, and personal matters before beginning her planned activities. This separation signified to me an important step in allowing the caregivers time to take up space and share their thoughts without feeling as though they were interrupting the child’s session and/or taking time from the activity itself. Throughout the week, I saw how Jessica facilitated this step each time. She offered opportunities for caregiver discussion and I worked to add my insights and join in with active engagement and questions when appropriate. This skill of communication and allowing the caregiver to express their needs and concerns upfront is something that I plan to add into my own practice and will model with Jessica as I continue to shadow her. 
· Journal Entry #7 10/30/22-... In one of these visits, the mother of the patient, a 14-year old girl recently discharged from Spaulding Rehabilitation Hospital, shared that her daughter has been struggling to drink water on a daily basis. With this in mind, her mom requested child life assistance in practicing this habit to help with stroke prevention. Jessica and I engaged in empathetic listening with the patient and discussed past efforts to encourage hydration to better understand why they didn’t succeed. Additionally, we created a “water contract” and applied a strengths-based approach to highlight the ways in which hydrating allows her independence and control, needs crucial to the adolescent stage of development. This visit emphasized to me the ways child life can balance meeting developmental and health goals, while still providing outlets for creativity, choice, and expression. 

[bookmark: G3O2]Objective 2) I will attend visits with Jessica’s supervision and practice caregiver communication skills, discussions of end of life/ bereavement (as appropriate), and rapport building. 
· Journal Entry #5: 10/16/22- … This event not only allowed me the unique opportunity to meet many children and their families at once, but also created numerous opportunities for me to engage with caregivers and practice introductions in a new and fun setting. While children and their families waited in line to pick a bear, I would go over to introduce myself, explain the organization of the event, and have them sign photo consent forms. In doing this routinely, I found that my comfort rose and I was able to hold more conversations with caregivers and create quicker rapports than usual. Building this skill in an unfamiliar and untraditional environment was helpful as it provided reassurance that with practice, these skills and conversations will continue to become more routine and transferable.
· Chart Entry 10/31/2022 (all names and identifying features have been anonymized) … This Child Life Intern (CLI) as supervised and accompanied by Certified Child Life Specialist Jessica Heirtzler (CCLS) completed an in-person visit with pt’s sibling —-, mother —, and father —- on October 31, 2022. CCLS provided continued bereavement support and discussed plans for pt’s one year death anniversary this November. As supported by CCLS, the family will release red and white balloons with messages for the patient written on them. This CLI and CCLS also engaged family in card games to encourage family connection and positive collaboration. CCLS will follow up with the family to confirm the legacy ceremony. 
· Journal Entry #9 11/13/22- … After this visit, I joined Jessica and Iliana on an initial visit for an adult hospice patient with two school-aged children. This patient and her husband are Mandarin speaking and to best support their needs and communication, their Good Shepherd social worker joined the visit and assisted with translation needs. In this visit, the family wanted to address goals of explaining the patient’s death to her children as her health declines. Based on personal and cultural values, the patient currently does not want to be seen by providers and therefore, our conversation was focused with her husband. In this discussion, he shared candidly the fears he has about his wife's passing, her pain, the children’s coping, and his family's expression of their emotions. Jessica empathized with the patient’s husband while also explaining the ways in which child life can help support during this difficult process. To best support this family's needs and values, we shared examples of social stories and how they can deliver these tough messages through developmentally appropriate language. The patient’s husband was so thankful to have this resource offered and has since communicated with us to add in pictures and a handwritten letter to the children as a part of their individualized stories. Throughout our dialogue, there were moments of upset, difficult silence, and intense emotions; but seeing this firsthand further emphasized the value that sometimes being in the space with someone, regardless of what you say, is one of the most powerful clinical tools we have. We also shared child life interventions surrounding memory making and family projects which we could help facilitate, however, the husband noted that his wife has been reluctant to these during their prior conversations. Jessica gently explained each project and the benefits we know they can hold, so as to provide all of the clinical expertise without overstepping the family’s boundaries. Leaving this visit, I was acutely aware of the deeply personal and emotional family moments which I had been welcomed into. This visit not only allowed me to strengthen my skills of active listening but also helped me attune to the ways in which clinicians create a safe and supportive environment, even during a difficult time. 
[bookmark: G3O3]Objective 3) I will meet with (2-3) families independently, initiate conversation with caregivers using the skills learned, and reflect on these visits in anonymized charts to be added to my goals binder. 
· Chart Entry 11/14/2022  (all names and identifying features have been anonymized)
· This Child Life Intern (CLI) completed an in-person visit with patient — and mom – on November 14, 2022. Per mom, patient had visited BCH earlier in the day for her routine PICC line change and a Hip X-ray. This CLI engaged — in symmetry themed worksheets, UNO, and Tic Tac Toe encouraging use of fine motor skills, choice making opportunities, and goal based play. Patient engaged appropriately and indicated her preferences for colors and games.  This CLI will plan to visit this patient  again Monday November 21, 2022. 
· Chart Entry 11/21/2022 (all names and identifying features have been anonymized)
· This Child Life Intern (CLI) completed an in-person visit with patient --and mom -- on November 21, 2022. Per mom, patient started school at Franciscan Children’s Kennedy Day School and had been enjoying the routine and exposure to peers. This CLI engaged patient in Thanksgiving- themed worksheets and UNO encouraging use of fine motor skills, choice making opportunities, and goal-based play. She engaged appropriately and indicated her preferences for colors and games. 
· Journal Entry #11 11/27/2022… On Monday, I had my third independent visit with the patient I’ve been seeing routinely. The prior week she had begun school at Franciscan Children’s Kennedy Day School and I was eager to hear updates from both her and her mother. This news signified a large step in both of their positive coping as the patient is now able to experience more normalcy and peer-interaction, while her mother is able to have some time to rest and practice self-care as the patient’s full-time caregiver.
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My Definitions
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..a system of care and support, offered to those approaching
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What similarities do you notice?

e May include a broad network of interdisciplinary care
o Including but not limited to: Spiritual Care,
Expressive Arts, Child Life, Social Work, Nursing,
etc
e Emphasis on Support and Coping!
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Key Takeaways

e Palliative and Hospice Care have developed from a long history of
clinicians searching for ways to better care for individuals
experience life-limiting and terminal illness

e Each patient’s journey to either palliative or hospice care is
unique and multifaceted

e While these two care modalities may be similar, they have unique
facets personalized to their patient population
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